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DEPARTMENT OF HEALTH AND HUMAN SERVICES
OFFICE OF THEK SECRETARY

SELECTY PANEL FOR THE PROMOTION
OF CHILD HEALTH
1832 M STREET, NW. — RM. 211
WASHINGTON, D.C. 20036
202-634-480%

December 2, 1980

Honorable Patricia R. Harris

Secre. . ry
Department of Healtch and Human Services

Honorable Edward M. Kennedy
Chairman, Subcommittee on Health and Scientific Research
Senate Coummittee on Labor and Human Resources

Honorable Henry A. Waxman
Chairman, Subcommittee on Health and the Enviroaoment
House Committee on Interstate and Foreign Commerce

Dear Secratary Harris, Senator Kennedy, and Congressman Waxman:

I am proud to traosmit to you the report of the Select Panel
for the Promotion of Child Health, in accordance with Public Law
95-626 which created the Panel. -

The 17 members of the Panel and our staff have devoted an
extraordinary amount of time, energy, and—we Wrre——wisdom to our
task. Our commitment has reflected how seriomsiy #e have all come
to take the opportunity offered us by the breadth af the mandate
Congress’ assigned to us. The chance to design the foundations of a
national effort to improve the health of our children has infused
our work with excitement and zest. It has also permitted us to
mobilize the contributions of bundreds of individuals and
organizacions throughout the country, engaged in large ways and
small in understanding and serving the health needs of this
country's children and families. The Panel, and the Nacicn, are
profoundly in their debt.

We were impressed with the richness and diversity of avallable
talent, competence and commitment, reflected in the accomplishments
of a great variety of public programs and private efforts in
communities throughout the country. We also became starkly aware
of the extent of the unsolved problems that remain.

Our recommendations reflect a hardheaded analysis of serious
unmet needs in-child and maternal health, a recognition of past
successes and future opportunities for effectively meeting thece
needs, careful consideration of the weaknesses and strengths of
- current Federal programs and policies, and a sober and pragmatic

. assessment of the capacity of our institutions to orovide pareats,
- professionals, and others working to improve child health with the

| - -scientific, financial, and organizational support they need.
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Honorable Patrricia R. Harris
Honorable Edward M. Kennedy
HBouorable Hemry A. Waxman

Page Tvo

Volume 1 of our Feport presents our major findings and
recommendations.

Volume II contains specific recommeundations for fmproving five
major Federal programs with significaant impact on child health:

Title V of the Social Security Act

The Special Supplemental Food Program for Womeun, Infants arn:
Children

P.L. 94—142: The Education for All Handicapped Children Act
Medicaid and EPSDT

Community Meatal Health Centers and Services Systems

V1

Volume III consists of what we believe to be the most
comprehensive compilation of data on child health in the U.S. yet
to be published.

We also submit a collection of background papers, listed at the
end of Volume I, which were prepared for the Panel, and which we
believe will be extremely useful to those who wish to become
familiar in greater depth with selected aspects of the 1ssues we
have analyzed-

: Some of our recommendations should be acted on immediately.
Others are designed to be considered and implemented over a period
of years. All of our recommendations are practical, and as
specific and conciete as we have been able to make them.

The goals we set out encompass an extremely broad sweep of
{ssues. In accordance with our congressional mandate we have
addressed and analyzed issues and policies pertaining to the
physical envirooment, health behavior, health services organization
and financing, and bealth research. Ve did not try to go beyond
these, although we are fully awvare that other aspects of the social
envirooment exercise a powerful influence on health. It 1s Lrue
that 1f we could eliminate poverty and racisa ia this country, 1f
high qualiry preschool prograns and community supports for families
were more available, if teachers and schools were moTe effecrive,
4f we had full employment and every young person could loock forward
ro productive work, our health indicators would improve
significantcly. Nevertheless, we have not focused on these issues,
both because they are outside the Panel’'s mandate, and because we
wish to help direct public att.ontioa to the extensive opportunities
to improve child health by improviang health policies and programs.
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Honorable Patricia R. Harris
Hoocorable Edward M. Kennedy
Bonorable Henry A. Waxman
Page Three

The Panel has asked me to call your attention tr an additional
problem we faced in defining our mandate. As you know, the
lagislation that established the Paneal asked us to look at the
health of “children and expectant mothers.” Child health is
obvicusly inseaparable from maternal health. The health of the
mother during pregonancy is unquestionadbly a ma jor determinant of
child health. But a3 we looked beyond purely physioclogical factors
in child health, we found that our concerns must include fathers as
well as mothers, both in relation to their role in the decision to
conceive a child, and to their coantinuing role in providing
ourturance, support, protection, and guidance to their children as
they grow. Not only is the family the primary unit for the
delivery of health services to infants and children, but the family
environment 1is probably the greatest influence on a child's
bealth. We wish to be clear that our use of the term “"maternal and
child health,” when we describe and analyze both needs and
interventions, is in no way inconsistect with our conviction that
fathars as well as mothers are central to raising healthy children.

We are grateful for the opportunity you have given us to engage
ian.-this work, and thank you for the help and support we have
received from you and your associates in the course of our
deliberations. We trust that the value of our efforts will prove
to bhave justified the investment that the American public has made
in the creation of this report.

I am sure you share with us the conviction that public policy,
0o matter how well conceived and carried out, can contribute only
modestly to the vigor, grace, and joy we wish to see in our
children’s lives. But as our report makes clear, public policy and
programs can mean the crucial difference, especially in the lives
of the most vulnerable of our children.

We hope most profoundly that this report will contribute to

shaping public policy in ways that will help all American families
and communities to protect and promote the health of all of our

nation's children.

Respectfully and sincerelv yours,

L0808 GBS

Lisbeth Baaberger Schorr
Chairperson :
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Volume I

Analysis And Recommendations

For Selected Federal Programs
CEHAPTER 1

OVERVIEW
AND INTRODUCTION

In this volume of the report the Panel presents an examination of
selected Federal programs affecting maternal and child health and
proposes detailed recommendations for Federal legislative, reguiatory,
and other administrative improvements. These recommendations are
aimed primarily at improving State and local program operations, though
they involve action by Congress and the Federal executive agencies.

The Panel had a wide range of Federal programs on which it could
choose to concentrate its efforts. In making its selection, the Panel took
into account three factors: the relevance of the program’s mission to
maternal and child health; the program’s impact on the health of children
or pregnant women; and, most important, the need and opportunity for
programmatic change, ¢ither because the program is not operating at its
full potential or because modifications in it would permit major advances
toward the national health objectives the Panel had identified. Based on
these considerations, the Panel elected to focus its attention on the
following five Federal programs:

e Title V. Enacted in 1935, Title V of the Social Security Act is the
only Federal program concerned exclusively with the health of
mothers and children. It provides Federal support to States to
enhance their ability to “promote, improve, and deliver” maternal
and child kealth care and crippled children’s services, particularly
in rural and poor areas. As part of their efforts, States currently
are required to operate a “program of projects” in five areas:
maternity and infant care, intensive infant care, family planning,
care for children anG youth, and dental care for children in low-
income areas. The State and local programs supported by Title V

* bhave contributed significantly to improvements in maternal and

child health over the past 45 years, including the decline in infant
and maternal mortality and the reduction of disability in handi-
capped children.

Medicaid and EPSDT. Medicaid was created in 1965 as Title XIX
of the Social Security Act to reduce financial barriers to health
care for the poor. A State-administered medical assistance
program, Medicaid reimburses providers for covered services
delivered to eligible beneficiaries. Since 1967, States have been

1
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required to provide early and periodic screening, diagnosis, and
treatment (EPSDT) as a mandatory Medicaid service to improve
the health of low-income children thro preventive health
services. Medicaid has substantially eliminated the finarcial
barrier to the most costly health care services and its EPSDT
program has provided access to preventive health services to many
children who previously had nct obtained these services.

e WIC. In 1972, Congress enacted the Special Supplemental Food

for Women, Infants and Children (WIC) as an amend-

ment to the Child Nutrition Act of 1966. The program provides
putritious food and nutrition education to low-income, pregnant,
and lactating women, and to infants and children to

the zge of 5 who are at special nutritional risk. In addition, WIC is
designedtoserveasanadjtmcttohealthcare; in fact, it is the first
food assistance program to tic eligibility to nutritional need and to
requireprogramsponsorstomakehealthsaviusavaﬂableto
their participants. Several studies suggest 2 positive correlation
between WIC services and improved nutritional and health status.

e P.L. 94-142. In 1975, Congress passed P.L. 94-142, the Education
forAllHandieappedChﬂdrenAct,in;csponsetogrowing

ition by the courts of the rights of handicapped children,

and the accompanying costs of providing needed services to them.
The statute requires that “a free appropriate public education™ be
made available to all handicapped children from ages 3 to 21. It
applies to all handicapped children regardless of the severity of
their disabilities and their families® ability to pay for services. A
basic requirement of the law is the provision of related services—
such as physical and speech therapy, counseling services and
medical diagnostic services—that a handicapped child needs to
benefit from special education. In 1979, 3.9 million children
received a public education as a resuit of this law-—two or three
times more than were served prior to its enactment.

e Community Mental Health Centers and Service Systems. In
response to the need for a more unified mental health system,
Congress enacted the Mental Health Systems Act in September
1980. It will become cffective in FY 1982 and will replace the
Community Mental Health Centers (CMXIC) Act of 1963, which
authorized Federal aid to States to help them construct and staff
Community Mental Health Centers. The centers nc~’ provide a
dozen different categories of mental health services, including

inpatient, outpatient, consultation and education, and specialized

services to children. CMHCs offer services to persons who
traditionally have gone without them; indeed, there has been a
substantial increase in the availability of mental health services to
the indigent and to persons living in low-income areas.

Despite its concentration on these five programs, the Panel is fully
aware of the contribution and achievements of the many other Federal
programs that provide health care services to children and pregnant
women. Among these is a group of 10 programs that has had a particularly

14




pesitive impact on matemnal and child health. These include, for example,
the Head Start program, Title X family planning services, Community
Health Centers, and the various prograras of the Centers for Disease
Control. Unfortunately, the Panel was not able to devote the time it would
have Hked to scrutinize these programs more closely and to provide the
tyoe of indepth analysis it has for the five programs in chapters 2 through
6 of this volume. Chapter 7 presents a summary of these programs which,
in concert with the five programs discussed in the preceding chapters,
constitute the core of present Fzderal commitment to the kealth care of
childrea and pregnant women.

In addition to the programs that are discussed in detail in chapters 2

6 and tlLose reviewed briefly in chapter 7, there are numerous

other Federal programs that are less directly related to maternal and child
health, but are important sources of essential health care or related
e=rvices. Such programs include the Civiian Health and Medical
of the Uniform Services (CHAMPUS), ths National Health Service
Corps, the Food Stamp program, and tke Alcohol and Drug Abuse
: Education program. Appendix A contains a rull listing of Federal
programs directly or indirectly related to maternal and child health.

SOME GENERAL FINDINGS

. To enhance its understanding of the achievements and deficiencies of
Federal maternal and child health programs, the Panel sought the views
and opinions of State and local prcgram administrators, congressional
and Federal agency staff members, and academicians. In addition, the
Panel reviewed numerous studies of the programs and asked specifically
about program performance at public hearings in three cities (Denver,
Atlanta, and Washington, D.C.) and site visits in two more (Jackson,
Miss. and Chicago). Through this process the Panel gained insight not
oniy into the programs themselves, but also into the broader policy issues
in matermal and child health that must be confronted in the coming years.
While these issues are touched upon in the chapters that follow, they are
discussed in greater detai! i~ volume I of this
out its 18-month study, the Panel found widespread consensus
about the interventions likely to be effective, the programs that work well
and the obstacles that keep them from working better, the ways to get the
most ocut of the money the Nation is already spending, and about
improvements that could be achieved for relatively little more. It also
found that a large proportion of the most troublesome child health
problems can be prevented or ameliorated at reasonable and predictabie
cost by applying knowledge that is already at hand.
. "The Panel studied the problem of duplication of services and conclud-
ed, as many critics have, that the number and variety of programs create
some duphcation of services in a particalar area, as well as some
duplication of services to individuals. It found, bowever, that the
duplication problem is less the case of an individual getting the same
service two or three times, than it is too nmany programs opcrating

3
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independently of each other, serving only a fragment of the population
needing help or offering only limited assistance to people who need a great
deal of it

A far more basic problem in the Panel’s view is that despite these
numerous programs, a large cumber of infants, children, adolescents, and

t women still do not receive essential health care services. This

point is best illustrated by the number of pregnant women—fully 25
t of the total—who receive late, little, or no prenatal care at all. And

this percentage is significantly higher among poor, black, adolescent, and
unmarried women, those in rural areas, and those over 35—the very
groups most likely to be at high risk of a poor pregnancy outcome.
Similarly, a substantial percentage of handicapped children do not
aciually receive needed services even though an array of Federal programs
such as P.L. 94-142, Developmental Disabilities, and the Supplemental
Sccurity Income Disabled Children’s program are designed to help them.

Another critical concern is that many children ard pregnant women
receive services that either are of poor quality or are not part of continuing
health care. For example, a substantial percentage of the children eligible
for tie EPSDT program have not actually been screened, or have not
received screenings that are complete. Moreover, many of the medical
problems identified through the screenings are not treated. The lack of
continuing care is a particularly acute problem for children from low-
income famiiies. More than 18 percent of all children from such families
lackarcgularsourccofmrecomparedwithlwsthanGpcrcentofchildrcn
from families with an annual income of $15,000 or more. As a result,
children from poor families often receive care from sources that are only
organized to provide care that is episodic and unnecessarily costly.

The fact that public programs have not been more successful in
overcoming these problems is the resuit of numerous factors, many of
which are unintended consequences of Federal legislation, regulation, and
administrative policies. The most important of these factors are inade-
quate access to health care services, the absence of basic program
information, lack of coordination among programs providing different
jevels of care and different types of services, and insufficient resources to
support even cssential maternal and child health services. Each of these
factors is reviewed briefly below.

Inadequate Access to Care

Toalargecxtcnt,inadequateaccﬁstocareiscausedbygapsin
eligibility for health financing or service programs. There is a widespread
but erroneous assumption, for example, that Medicaid has guaranteed the
poor access to health care. Actually, Medicaid covers only about three-
quarters of the poor, excluding some 7 million children in families that are

r according to Federal criteria. Medicaid coverage varies from State to
State, including almost all poor and near-poor individuals in a few States,
but only a fraction of them in others. In some States IMedicaid covers only
about 10 percent of all poor children and even then pays only about 10
percent of their medical expenses.
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Even where eligibility is not an issue, children often do not receive the
care they need because essential services are not available. The familizs of
handicapped children falling within the purview of P.L. 94-142 know all
too well the depth of this problem. Although these children are eligible for
certain health, mental health, and medical evaluation services that are
necessary to benefit from an individualized special education program,
these services may not be available either from an existing source of care,
such as a Title V Crippled Children’s program, a Community Mental
Health Center, or a local health department. The appropriate program
may not exist in the area or it simply may not provide the needed service.

Access to services is also impeded by fragmentation among programs
and policies. This fragmentation occurs among programs within the health
care system and between the health care system and equally complex
delivery systems in the related fields of social welfare, education,
corrections, and rehabilitation. Evidence of fragmentation and the
problems it causes for providers as well as consumers of services was
encountered frequently ir the Panel’s hearings, site visits, and consulta-
tions. Consumers participating in both the WIC and EPSDT programs,
for example, described the amount of work and school time that is lost
because they must appear at clinics several times ic order to receive the
WIC nutritional assessment, an EPSDT screening, and routine obstetric
and pediatric care, and appear on other days for treatment services.
Service providers commented on the wasted time and resources.

The problem of fragmentation has become even more apparent with the
advent of P.L. 94-142 in the scbools, and with other programs such as the
Developmental Disabilities program and the Supplemental Security
Income Disabled Children’s program. Under each of these programs, a
designated agency is required to determine a child’s needs and then design
and carry out an individualized plan for mecting them. Although parental
participation in the delivery of bealth and health-related services to
children with special problems is critically important, too often families
must sustain the entire burden of locating and coordinating the necessary
services. This situation can cause a tremendous drain on a family’s
financial resources. There is, therefore, a pressing need to designate an
individeal in the responsible agency to manage each child’s case, by
making the appropriate contacts, explaining the problems and services
needed, and assisting the family in obtaining appropriate services.

Other problems cxist even where needed services are readily available.
Sometimes, for instance, children are subject to different individual plans
at once. This results in not only conflicts and confusion for the child and
his or her family, but also an unnecessary waste of limited personnel and
financial resources for those providing services.

Absence of Adequate Program Information

A second factor concerns the failure to develop data collection systems

that would permit program accountability to Congress and to the general
public, and facilitate the identification of necessary program improve-

- 5
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ments. Data for these purposes have become even more important as
financial resources for health care services have begun to dwindle. Indeed,
continued or increase:i funding now requires documentation that the
program has provided services and that the services are cffective. Yet
several of the Federal programs serving children and pregnant women
have been deficient in therr collection of this information. Community
Mental Health Centers, for example, cannot identify the services they
provide to children and the pumber or ages of the children they serve, aed
EPSDT only r=cently revised its reporting system to yield basic informa-
tion about populations served and services rendered.

Insufficient data is a particularly serious problem for the Tite A4
program. The problem can be traced in part to the 1976 decision to
disband the Federal maternal and child healt and crippled children’s
reporting systems and to rely instead upon the Naticaal Public Health
Program Reporting System QNPHPRS) and the Bureau of Community
Health Services Common Reporting Requirements (BCRR). Neither of
these systems provices 17 information necessary for adequately monitozs-
ing State Title V agencies. Reduction in Federal expectations for data
collection on maternal and child health services has led to laxity in some
States, even though State authorities usually recognize that it is in’ their
interest to have good information on needs and program performance.
Another reason for inadequate State data collection of Title V services is
simply lack of money.

Reporting problems can be compounded when various programs
develop parallel and incompatible data bases to mect Federal accountabil-
ity criteria. Conflicting definitions, classifications, and reporting catego-
ries created by different programs can make it almost impossible to
retrieve relevant information and transfer the information needed to
coordinate services among programs.

Lack of Coordination

The third factor leading to problems in the delivery of maternal and
child health services is the general lack of structural coordination among
programs, and the fact that no single agency at any level of government
has responsibility and authority for planning and assuring the availability
of the various health and related services needed by mothers and children.
Programs created at the Federal level operate in isolated fashion, cach
with its own statutory requirements and regulatory policies, its own
administraave structure, its own service delivery system, and even its own
provider and staff constituency. Without major efforts to establish
consistent and coordinated policies, each program tends to operate in a
manner unrelated to the others.

It is on the local level that cooperative efforts among various agencies
and programs can best be translated into effective action, linking together
the resources of the health care delivery system with those of equally
complex service systems in social services, education, corrections, and
rehabilitation to meet the needs of mothers and childrsn. In some
communities, independent initiatives have had tremendous success. These
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commitment on the part of professionals, and unusually persistent
pressure from consumer and service advocates. Generally, though, local
program coordination is dependent upon the involvement of relevant
Federal, and particularly State, agencies.

Attempting to coordinate the State administration of service programs,
however, is also a formidable task. Recently, a significant number of
States have organized human service programs under a single umbrella
agency with the hope that resources would be deployed for common
objectives and duplication of effort would be reduced. But bureaucratic
reorganization has not always helped, probably because some of the large,
new structures are too cumbersome. In many States, for example, Title V
and WIC program directors, although housed in a single agency, still are

Coordination of Federal activities for maternal and child heailth is
eqmﬂydxﬂicnltksponsibﬂﬂy:sdzﬂhsedmvanousagencym*s
within the Health Care Financing Administration (FHCFA), the Publkc
Heaith Service and the Administration for Children, Youth, and Families
within the Department of Health and Human Services (DHHS), and aiso
within the Departments of Education and Agriculture. The varicus
programs administered by these agencies are, of course, reflective of
multiple Federal policy objectives, yet since they are not sufficiently
coordinaica they do not always make the best use of resources. The
interagency agreements recached by these agencies have made some
improvcmems,andtheChiIdHealthStrategymcenﬂyiniﬁatedby the
Secretary of DHHS to orchestrate the efforts of all departmental programs
having an impact on maternal and child health has shown some results.
But too often the agreements and coordinated activities have not gone far
enough and their efforts have not been felt locally.

Insufficient Resowmrces

All of these factors are compounded by a lack of sufficient resources to
support the delivery of maternal and child liealth care services. While each
of the programs discussed in this volume can be improved by better
‘administration, clearer definitions of functions, and more effective
coordination, most also require more adequate funding to achieve their
full potential in improving the health of the Nation’s children and
mothers. '

The effects of inadequate fiscal support cut across the entire
When appropriations for specific Federal programs are below what they
M—%fwm:plc,SMandbcalanthmmoﬁm.addkdwnh
wtheresponsiﬁhty providing needed funds. This problem is
‘acute for the P.L. 94-142 program, where Federal appropriations have

‘fallen considerably behind what they should be according to a State grant
- formmla in effect since 1978. Similarly, when generalized sources of

:  Federal support, such as revenue sharing moneys or support under Section
314(d) of the Public Health Service Act are cut, the effects are felt by those
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localtaxsnpportofprograms:sreduoed.lntheaggregalc,themoncys
which are used to support basic health services for children and pregnant
women are not increasing at a rate sufficient to keep up with inflation and
maintain even those levels of effort prevalent in the 1970°s.

SUMMARY OF PROGRAM RECOMMENDATIONS

In reviewing the serious problems of limited financing, splintered
oversight, and disincentives to program coordination which characterize
the present system of Federal health care programs for mothers and
children, the Panel considered the option of recommending that these

be folded into a single piece of legislation, or repackaged so that
funds could be awarded to the States as a block grant to be administered
anywaythatmademostsenscgivatateandlocalrea]iﬁs.‘Ihe
simplicity of this idea was tempting, but on careful examination it was
rejected by the Panel for two principal reasons.

First, the Panel believes that the Federal programs discussed in this
volume - ~present an identifiable and potentially cohesive core of Federal
effort to improve the health of children and pregnant women. In the
aggregate, they are not so numerous as to defy coordination and sound
rmanagement, and each has a legislative intent that the Panel belicves 1s
fundamentally souné. Zach also has modes of implementation that can
reinforce the effects of other major programs. The Panel belicves that the
limitednumberofprogramsdiscusedinthisvohme,ifthcycomctobe
treated by Federal, State, and local policymakers as an interactive system
for purposes of planning and implementation, contain all of the necessary
2 ttributes for attaining major objectives for maternal and child health at
minimal feasible cost.

Second, and perbaps more important, are the potential dangers
inherent in a general block grant approach to health program financing.
As already noted, there are many inequities and inconsistencies in the
existing of health services to children and pregnant women. It is
likely that a shift to extensive State control of health program expendi-
tures, without clear Federal policy objectives and program standards,
would permit this situation to persist and, in fact, intensify. What is
need=d, instead, in order to improve the health care system for children
and pregnant women, is the establishment of national policy objectives,
with Federal agencies working cooperatively to develop uniform service
standards and individually to identify and monitor State program
performance, while still retaining authority to fund local programs directly
where States are not performing satisfactorily. The States, for their part,
should retain substantial flexibility regarding the means by which national
objectives are p

What the Panel envisions, then, is the development of a 1zore cohesive
materpal and child health care system in which each of the core
makes its own unique contribution to the health and well-being of the
Nation’s mothers and children. The Panel’s recommendations for the five
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programs it analyzed in depth are intended to achieve this purpose and, at
the same time, to maximize the effectiveness of existing resources. These
recommendations are characterized by a number of common themes,
which include (1) clarifying and strengthening the complementary and
mutually reinforcing responsibiliies of these programs; (2) requiring
essential components of local service programs; (3) targeting resources on
populations in need; and (4) developing mechanisms for program
oversight and accountability. These themes appear in the specific
recommendations in the following chapters, and are summarized more
generally here.

Complementary Program Functions

A primary strategy proposed by the Panel is to clarify the functional
responsibilities among Federal programs and to assign to each program
the resources and authority to carry out its responsibilities effectively. In
cach case, the Panel urges responsibilities that build on the program’s
historic and current strengths. At the same time, these functions are
structured to be mutually reinforcing and aimed at common goals.

The Panel’s recommendations for the Title V program are at the heart
of its program improvement strategy. The Panecl believes the Title V
program should be given the lead role in developing resources anc
assuring quality for maternal and child heaith services. Working to
achieve broad, federally established policy objectives, State agencies
administering Title V should prepare a comprehensive plan to improve the
quality and availability of health care for children and pregnant women
statewide. This means assessing existing resources to determine their
ability to meet maternal and child health service needs, identifying gaps in
service quality and availability, and developing strategies to remedy
current inadequacies. The Panel recommends that this Title V planning
process be coordinated closely with the gemeric health planning required
by the National riealth Planning and Resources Development Act.

Beyond these planning functions, the Panel urges that State agencies
administering Title V funds undertake a variety of mew or expanded
activities aimed at instituting changes required by the plan. These
activities include coordination, technical assistance, quality assurance,
and advocacy, as well as direct funding of local and regional service
programs where they are not otherwise available. Just as the Title V
planning effort would not be limited to Title V-supported programs,
activities to promote the quality and accessibility of services should be
broadly focused to include all actual and potential maternal and child
health resources.

In quality assurance, for example, the Federal Title V agency would be

ible for establishing, in collaboration with appropriate professional
and-voluntary associations, minimum national standards for personnel,
facilities, and delivery of care, and for setting minimum expectations for
monitoring by the State agencies. State agencies, then, would further
define quality standards and monitoring systems, based upon local
conditions and needs, and would monitor the quality of services provided
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to mothers and children by all publicly supported agencies. Any dual
standard of care based on different sources of funding would be
eliminated.

The Panel belicves that implementation of its recommendations for
Title V would have a substantial multiplier effect for the many other
Federal programs concerned with maternal and child health. If State
agencies inistering Title V are assigned responsibility for developing
and ing maternal and child health resources, educational agencies
would be better able to arrange for handicapped children to receive the
health services required as educationally “related services” under P.L.
94-142, and WIC sponsors would be better able to make available
obstetric and pediatric services intended to be delivered to WIC
participants in conjunction with food supplements. And, placing primary
responsibility for standard setting with the Title V program would mean
thattthtatcagem:i&adnﬁnistcﬁngWICandthoseadministmingPL
94-142 would be able to rely on the expzrtise of the State agencies
administrating Title V for uniform standards of care. The same applies for
the State Medicaid agency. Once common standards were adopted,
Medicaid reimbursement of covered services provided under the auspices
of these various programs would be facilitated.

The Panel believes that Medicaid should continue to serve as the major
financer and purchaser of services for health care to low-income children
andpregnantwomcnunﬁlabroadernaﬁonalﬁnancingprogramis
wtabﬁshed.nﬁsreqtﬁmthatMedicaidbeexpandedtocxtcndeligibﬂity
to all childrer. and pregnant women who meet Federal poverty criteria,
and to provide them a uniform national benefit package. In additicn,
Medicaid legislation should be amended to include a stronger compon:>nt
of Federal matching funds and to authorize better mechanisms for

encouraging participation by appropna providers, especially those
offering continuing care. Strengthening Medicaid should produce more
flexibility in Title V, thus reducing pressure to pay for needed services
among low-income populations. Title V programs could reinvest these
fundsforsuchpquos&sasbetterpﬁmarycare,inrprovedcoordinaﬁon of
services for the chronically ill and handicapped, stronger support for
WIC-related nutrition assessments, and other means of enhancing the
joint effects of the core programs in achieving national objectives.

Finally, the Panel recommends that WIC, Head Start, Title XX Day
Care, and the P.L_. 94142 program all play an increased and coordinated
role in early identification and case management of children with heaith
problems. Although the primary purpose of each program is not the

ision of direct health care, each is in a unique position to recognize
health problems in children or pregnant women, refer them for care, and
provide appropriate cas¢ management services. The WIC program, for
example, which attracts large numbers of women and children who might
otherwise not seek health care, is mandated to provide a nutrition and
health assessment, and to make health care services available to its
participants. To assure that this is achieved, the Panel makes specific
recommendations to promote coordination between WIC providers anc
sources of continuing health care.
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" Head Start and Title XX Day Care programs also have a strong
potential to find children with health needs and refer them to the health
under the Education for Al Handicapped Children Act to undertake
“child find™ activitics—reaching out to children before they e ~ter school
or preschool and identifying those with special educational needs, many of
whom also require spe-.>t health care. All of these programs tend to
“find” the same children; therefore, they need to work together.
Moreover, they should carry out their health service respomsibilities in
close coordination with Medicaid’s EPSDT program, which screens many
of these same children through private and public health care providers.
State planning should strive to orchestrate a single approach to early
identification of children with special needs, combining activities and
resources of the various programs to ensure efficient service strategies.

Essential Components of Local Service Programs

Recommendations made throughout this volume are designed to
promote particular local service program components that the Panel
believes .re critical to assuring the availability and accessibility cf
appropriate health care for children and pregnant women. These recom-
mendations include: .

(1) Assurance that priority services are provided. As discussed more
fully in volume I, the Panel concluded that three sets of services are sc
important to the health status of children and pregnant women that access
to them must be assured in every community. These basic, minimal
services are: prenatal, delivery, and postnatal care; comprehensive care
~ through age five; and family planning services. In addition, the Panel

X that treatment and support services to handicapped and

3 ill children must also receive special attention.

These decisions regarding the cffectiveness and importance of certain
categorics of services are reflected in all of the Panel’'s major program
recommendations. In its chapter on Title V, for example, the Panel urges
that highest priority given to planning, funding, and other program
development activities aimed at assuring accessibility to the three sets of
minimal basic health services for children and pregnant women and to
special ices for handicapped and chronically ill children. In its chapter
on Medicaid and EPSDT, the Panel recommends that States be mandated
statutorily to provide full coverage for all of the essential components of
tae three minimal sets of ma- :rnal and child heaith services and for many
of the therapeutic services neceded by children who are i or
.. mentally. - ill. Proposed changes in the implementation of P.L.
94-142 and the new Mental Health Systems Act are also intended to
extend access to the priority sexvices locally.

(@) Focus on prevention and health promotion. The potential
 benefits of preventive care and health promotion—especially for mothers
- and young children—have been documented persuasively. Yet preventive
care and health promotion measures are not receiving the emphasis they
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deserve. The Panel’'s recommendations are intended to alter this by
promoticg various types of prevention and health promotion measures
throughtheprogramsdiscusedinchapterszmrough&'lhehncl
recommends, for instance, that Medicaid provide complete coverage for
asenﬁalprevenﬁveservicsrequiredbyaﬂchﬂdrenandpregnantwomen.
Also,parﬁcularattenﬁonisgivcntoacﬁviﬁmthatfocuson i
prevention and carly intervention by community mental health service
provide .

(3) Adequate mechanisms of case management to assure followup
andcontinuityofcare.Casemanagcmcntisbasedontbeassumpﬁon that
for some service needs it is more efficient or feasible to help people take
advantage of existing community resources than to restructure agency
functions. Case management has proven very successful, for example, in
helping parents of some Head Start children. A GAO report! documents
the cost-effectiveness of the Child and Family Resource Center Program,
which offers comprehensive family-oriented consultation in addition to
traditional Head Start services.

In general, case management is a relatively inexpensive service that can
maximize the impact of more expensive services. The Panel beheves,
however, that to be effective, case management activities must be designed
so that a single lead agency or individual at the point of service delivery
can assume responsibility for the various services required by each person.
This is precisely the approach taker by the Panel in developing its

for improving the P.L. 94-142 program. As described in greater
detail in chapter 5, the Panel recommends that local education agencies
designate or employ an appropriately qualified health professional to
manage the related services component of the individualized education
program (IEP) that must be developed for each handicapped child who
needs ial education and related services.

(4) Provision for coordinated outreach. For the many families for
whom services are inaccessible, health care programs sometimes must do
more than provide an open door; they must take the initiative to find,
educate, and help bring mothers and children into the health system. Such
outreach efforts have proven effective in assuring that children and
pregnant women enter the cycle of care at the appropriate time and that
they receive appropriate followup care.

The Panel emphasizes the importance of outreach services throughout
this volume and offers a number of proposals to enhance them. The Panel
recommends, for example, that local Title V agencies and community
mental health service programs be required to provide outreach services to
children and pregnant women as a condition to receiving grant awards.
With regard to the funding of these services, the Panel also recoramends in
its Medicaid chapter that the Federal matching rate for outreach services
be increased substantially.

(5) Coordination with other levels of care and types of services. To
better ensure both the quality and continuity of care, the Panel believes

1Compuroller General of the United States, Ceneral Accounting Office. Report to the Congress: Early
WMFMWIMW&:MQ!JU&@ Low-Incomec Families.
Publication Number HRID-7940. Washington, D.C.: U.S. Government Printing Office, February 6, 1976.
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== thigt "t is necessary for each of the major core programs to devdop

 coordination mechanisms through which children and
m(a)beptompdyandeﬁumﬂvrdmedtoprmdasofotherlevdsof
hedthcue;and(b)moveeﬁ‘ectwdya:nongvanousmtmalandehﬂd
health and health-related services. Both of these policies are well
illustrated in the Panel’s chapter on Community Mental Health Centers
and Service Systems. In it, the Panel recommends that mental health
_sexrvices include referral to a health provider, as appropriate, for a further
health assessment or treatment intervention. Cooperative efforts are also
encouraged among the mental health service system and the other systems

the juvenile justice systems.
To coordination among health service programs, the Panel
for example, that State agencies administering the WIC program

proposes,
bereqmredtoadoptanmnberofsmniardsandptocedmmestabhshedby
the Tide V program. The Panel recommends that for some services,
uniform accounting procedures should be develooed and used by the

WIC, Titde V, and Medicaid—EPSDT programs. Implementing these and
othersxmﬂarpohaswﬂlhelptoasureservweavmhbihtyandquahty
while reducing program costs.

Another theme undergirding the Panel’s program recommendations is
the targeting of resources to all mothers and children who need services.
Throughoutth:svolmnethePandhasproposedpoliciathatwoulddnect
resources to populations and individuals in need. In some instances, this
has meant recommending that public funds be more narrowly focused on
popnlanonsknowntobeatqaecialnsk.lnothas,nhasmeant

that a category of eligibles be broadened to include needy
individuals who otherwise would be without access to essential health care
services. It should be mentioned, however, that over the long run the Panel
believes health programs should be inclusive rather than exclusionary, and
that, in particular, a financing program providing universal extitiement to
children and pregnant women is preferable to one directed solely to
women and children who are poor.

To ensure that resources are allocated in the immediate future where
they are most nceded and will do the most good, the Panel recommends
revisions in policies governing program eligibility, particularly those for
Medicaid and WIC. It urges, for example, that Medicaid cligibility be
extended to all pregnant women and all children to age 18 whose adjusted
family income is at or below the federally established poverty level. And
to minmimize disruption.in continuity of care, the Panel recommends
further that Medicaid eligibility for children and pregnant women be

.. retained for 1 year following a completed health assessment regardless of
.anychangemmcomc.Withreq:ecttoWIC,thePamlpropos&that
' eligibility criteria be consistent with nationally established
smdanb.AlthonghthePanePsproposalwouldpmtStatestocxerdse
flexibility in selecting a specific standard to apply, it would ensure that
WIC benefits would be targeted at all women, infants, and children from -
low-.and moderate-income families.

The Panel’s position on the allocation of resources is also reflected in
recommendations to redefine program objectives. This is the case with the
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ﬁﬂchrog:am.WhﬂethePandendomthcovmidinggoaloftheﬁﬁc
V program—to promote, improve and deliver maternal and child health
care services—it believes that the program’s more immediate objective
should be to focus its resources on those geographic areas without
adeqmtcmaternalandchﬂdhmlthservice&ﬁusthe?andproposesthat
inﬁandingdirectserviceprograms.StateagencisadninistcringTiﬂeV
shou]dbedirectedtogivcspedale:nphasistoasmingthcavaﬂabiﬁtyof
needed services in medically underserved areas, especially those with a
high concentration of low- and moderate-income families.

Mechanisms for Program Oversight and Accountability

The final theme common to the Panel’s recommendations for each
Federal program is the establishment of mechanisms for oversight and
accountability. To ensure that maternal and child health care programs
are operating cffectively and efficiently, the Panel belicves that two
complementary measures must be taken at all levels of government. They
are:

(1) Improvements in data collection, reporting and monitoring. The
primary goal of the Panel’sproposalsinthisrega.rdisforprogramstobe
better able to identify Federal, State and local expenditures, track the
number of services provided and the persons who receive them, and
ascertain whether program objectives are achieved. These functions,
which are increasingly important in an era of fiscal restraint, require the
collection and analysis of relevant data that can be presented in a manner
that meets various policy needs.

Because the Title V program is the cornerstone of the Panel’s overall
strategy to improve health care for children and pregnant women, data
collection for the Title V programhasbeengivenspecia!attention.lnits
Title V chapter, the Panel emphasizes the need to collect certain types of
dataandtodsignapracticalreporﬁngsystemthatwouldaﬂoerderal
anc Statcprogramadministratorstoass&progmmperformaneeandto
manage Title V funds more effectively. To ensure coordination among
different programs, the Panel recommends that this reporting system not
be developed in a vacuum; the system should be consistent with other
relevant reporting systems, such as those for WIC and EPSDT.

Routine monitoring by Federal and State agencies is equally important
in measuring program performance. It is also essential in order to learn
whether services are actually being delivered in accordance with statutory
and administrative requircments. Both objectives can be achieved in the
area of mental health services for children, for example, through the
implementation of the Panel's proposal that the Secretary of DHHS be
requiredtoreporttoCongr&ssonthcprogr&&sbeingmadetoextend

iate mental health services to all children. In the Panel’s view, this

should contain information on the type and number of services

being provided, the extent to which these services are meeting identified
needs, and the standards used in providing the services as well as other
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relevart material. Periodic assessments of this type will help to assure that
the health needs of children and pregnant women are being met

adequately. .
Here, too, however, efforts shouldbemadconacooperauvebasxs,
where appropriate, by both Federal and State agencies administering the
various programs analyzed in this volume. Monitoring procedures for the
health services component of the WIC program, for instance, should be
developed and performed in cooperation with agencies administering the
Title V program.
(2) Establishment of advisory bodies. The Panel believes that
maternal and child heaith advisory bodies should be established at all
levels of government to provide visibility and public oversight and
accountability to the efforts of all maternal and child health programs.

Locally, these bodies should be provided with the opportunity to have
direct input on the operation of specific programs. With regard to mental
health services, for example, the Panel recommends that CMHC advisory
boards include both lay persons and professionals with a demonstrated
interest in providing maternzl and child health services to children.

At the State level, the responsibilities of such bodies should be broader
in scope than is the case with local advisory groups. State councils should
serve primarily as coalitions to support and assist State Title V directors
and other agency personnel in ongoing program and policy formation.
These councils, like the local advisory bodies, should include consumers
knowledgeable about maternal and child health issues.

At the Federal level, the Panel believes there is a need to create a special
advisory —the National Commission on Maternal and Child
Health—which will have among its functions responsibility for reporting
to Congress and the Secretary of Health and Human Services on the
heaith status and unmet service needs of mothers and children, and
recommending policy changes in Federal maternal and child heaith
programs to improve their effectiveness and to enhance coordination
among programs. To keep Commission members better informed as to
what is taking place in maternal and child health services at the State
level, the Panel proposes that the Commission include at least one
member of a State Maternal and Child Health Council.

PLAN OF VOLUME O

The following five ~.napters take up in detail Title V, Medicaid and
EPSDT, WIC, P.L. 94-142, and the recent Community Mental Health
Centers and Services Legislation. Each has the same general format: a
summary of recommendations; a brief description of the program being
analyzed, including an evaluation of its strengths and weaknesses; and a
plan for program improvements, including specific recommendations.
Chapter 7 briefly describes the other core programs.

Because the recommendations are quite specific, and the Panel decided
it did not wish to trade away specificity for complete consensus, several
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danennngwmtopamcuhrndmput forth in the various chapters
appear in C. The Panel regards it as significant that in a volume
ofthuscopeanddetnﬂ.d;uentmasshgbtasnmrnedouttobe.
Appendix A, as mentioned previously, summary of Federal
pmgmptovadmghulthmdrdatedmcutoch:ldmandpregnant

B acknowledges the many people who assisted the Panel in
the preparation of volume II.
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CHAPTER 2
TITLE V
MAJOR RECOMMENDATIONS

e Establish as priority services for all Title V activities:
—comprehmveprenatalcan,dehvuy and postnatal care;
—comprehensive primary and preventive care for children from

birth through age S;

—family planning services; and
specn.lized sexvices for handicapped and chronically ill chil-

RequmeTxﬂeVagenuestodevel and implement a plan
aimed at improving the availability, aco;gibilny?;ld quahty!:)f a
comprehensive and coordinated, statewide system of maternal
and child health services.

o Establish within the Public Health Service a new Bureau of
Maternal and Child Health Services responsible for administering
‘the Title V program and for promoting Federal policies to
mmprove the delivery of maternal and child health services.

e Improve Federal and State mechanisms and procedures for
mnrmgptogrmaceoumabihtyandenforang Federal require-
ments.
oEsnbhshaNamath;tetmlandaﬁldHealthComonto
report to Congress and the Secretary of the Department of Health
. and Human Services on Federal programs and regulatory policies
thaxhaveadnectmnpactonthehedthofchildrenandpregnant

3'oh¢=enethel-'edenlqspropmnonforfntlthomnrethata
' greater proportion of children and pregnant women receive the

prevmuve,prmry andspemlmedearetheyneed.

PROGRAM DECRIPTION
AND ACCOB!PIJSHMEN’I’S




Fedaaluuppontotthtatatoenha.ncetheirabilityto
“promote, improve and deliver” maternal and child health care (MCH)
and crippled children’s (CC) services, parﬁcularlyinruralamsandm
ofsevaeeeonomicdistreu.Fundsmtobeusedfor: (1) services to
reduce infant mortality and promote maternal and child health and, (2)
servicesandfadliﬁestolocate,diagnose.mdmtchﬂdmwhom

enacted by Congress in l935andoriginallyadminiswtedbythe(:hildren’s
Bmuu.ncintentofCongreasinpassingthislegislaﬁonwastoimpmve
the health status of mothers and children in areas of greatest neec through
a ofasm'suncetotheStates.lnthe45yeaxssinceTitlveas
mcted.thepnrpoaeofthepmgamandthebroadﬂmdbiﬁtyaccordedthe
Stateshaveremainedrehﬁvelyxmchanged-

Some significant modifications have occurred, however, in Title V since
its inception.‘lhemostimpormntbegan in 1963 when Congress adopted
theﬁntinasuiesofamemdmmtsmablishingspedalprojectgmntsfor
specific maternal and child health activities in low-income areas. The 1963

retardation and infant mortality through prenatal, perinatal, and postpar-
tumeare,andfamilyphnningservimlnl%Sotheramendments
authorized special project grants to provide comprehensive health services
to children and youth through State and local health agencies and other
public or nonprofit organizations. In 1967, Title V was amended again,
thistimetoprovidespedalgrantsfordcntalservicﬁtochﬂdren. Until
1974, thesc project grants were administered federally. In that year, as

ired by the 1967 Title V amendments, direct administrative responsi-
bﬂityforthaepmjectssbiﬁedfromtheFederalGovernmmttothe
designated State maternal and child health unit.

The 1967 amendments also linked Crippled Children’s Services and
Medicaid in the ision of Early Periodic Screening, Diagnosis, and
Treatment (EPSDT). Medicaid was mandated to provide EPSDT as a
eova'edserviceforallchildren.andtheCCprogramwaSrequiredto

Medicaid,OCprograms,andMCHprogramsaswell,weretoentcrinto
agreements for the delivery and reimbursement of these services.
Today,ca.chStateisrequiredtooperatewhatthe]awtermsa“program
of projects™ in each of five areas: maternity and infant care, intensive
infant care, family planning, health care for children and youth, and
dentalcareforchildrcn.ThestatutedirectsSta.t&stoestablishthae
iects in low-income areas and to ide “reasonable assurances™ that
thebroadobjecﬁveforeachtypeofprojectismet.Asinterpretedby
regu]aﬁon,asingleprojectofeachtypesaﬁsﬁ&stheminimum Federal
requirement.
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ith » of course, States are required to provide services in
th care and services to crippled children. These
of projects, are the basic service requirements
Title V plan. Regulations provide additional

- particularly in the area of quality assurance, but establish few

speaﬁcprognmandphmmgreqmm
The Federal appropriation for Title V is allocated by means of a

pil
;
g
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appropriation
and that up to 10 percent be retained by the Secretary of the Department
ofHalthandHnmanServmes(DHHS)formchandtmmmg
activities. In addition, the law requires that at least 6 percent of the totsi
must be used for family planning activities either under

general or special projects grants.

The allotments for both MCH and CC services are divided into two
equal parts, termed Fund A and Fund B, and allocated according to a
similar method. For both services, Fund A moneys are earmarked for the
States and require a dollar-for-dollar match. States are first allotted a
basic grant of $70,000 and then an additional amount intended to reflect
relative need based on population. In the case of the MCH Fund A, this
amount is based on the number of Live births, and in the case of the CC
Fund A, on the number of children under 21 years of age.

andBmoneysareawardedtoeermmnonproﬁtmmﬁonsaswellas
to the States, and carry no match requirement. For both MCH and CC
services, an amount of $5 million is allocated from Fund B for States and
institutions of higher learning to establish projects to serve the mentaily
retarded. Of the remainder, at least 75 percent is apportioned
Statesaccordmgtoneedbasednponpamputamcomeandathatbc
number of live births (MCH) or the number of children under 21 (CC)
with rural States given twice the weight of urban States. These funds are
imtended to assist States in carrying out their State plans. The remaining
25 percent or less, known generally as “Reserve B” or “RB”™ Funds, is
retained at the Federal level for grants to special projects of regional or
' Since FY 1978 Congress has provided an annual appropriation of
'_appmmmtdym:nﬂhonforanfxﬂcVac&viﬁes.Ahhonghthe
- legislation leaves the Secretary of DHHS discretion in
‘ how to allocate funds between the MCH and CC services, the

-mgeﬁomlwaﬁmmhasprodncedakn&mbudgetfor
-".eud:ofthuemmughlytwo-thndsfchCHmdono-thndforCC.
. Title 'V is now administered federally by the Office for Maternal and
. aﬁldﬂalth(OMCH)wnhmtheBmunofCommmntyHuhhSuvwes
. (BCHS). The Bureau is in the Health Services Administration (FISA) of
.- the Poblic Health Service {(PHS). State administration of the MCH
~ program is the responsibility of the MCH unit within each State’s health

-agency. Most of the Crippled Children’s Services programs alsc are
administered through State health agencies. About one-fifth, however, are
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administered by other State agencics, including welfare dej-artments,
social service departments, and, in three instances, State universities. State
administering agencies generally operate their programs through local,
district, or regional health departments, but many enter into contracts
with other agencies as well.

The activities of State Title V agencies generally span a wide range,
including training, consultation, standard-setting, quality assurance, advo-
cacy, and planning, as well as the direct provision of preventive, primary,
and - alized health services. Although all States are engaged in cach of
these activities to some extent, their role in providing and supporting
direct services is especially varied.

WithineachStateaportionoftheMCHandCCﬁmdsisretainedby
the State Title V agency for a variety of purposes and the remainder is
distributed to agencies and individual practitioners. MCH funds, in many
States, go to local health departments—some administered by the State
jtself and others by local governments. These funds may be distributed by
formula, project grant, or other mechanism. As a result, States have
different degrees of control over the use of MCH funds locally.

In addition to the eclements of the program of vrojects, most State MCH
programs support maternity clinics and well-child checkups, immuniza-
tion programs, vision and hearing screenings, school health services, and a
variety of other traditional maternal and child health services. Some States
also have used their MCH funds, usually combined with other funds, to
develop comprechensive care services for children and pregnant women.

Funds for crippled children are used to provide direct services in one of
three ways: through State-operated and staffed clinics, under contractual
or fee-for-service arrangements with private practicing physicians, or most
often, by a combination of full-time State staff and part-time private
physicians working together in State-operated clinics. Regardless of the
method used, however, all CC programs are designed to provide
diagnostic, evaluation, treatment, and rehabilitative services to children
with handicapping or chronic conditions, and all take a multidisciplinary
approach to care. State programs nearly always empioy psychologists,
nurses, and physical and speech therapists whose services are coordinated
with those of the physician. Other health professionals may be on staff as
well. Perhaps most importantly, the CC programs assume responsibility
for case management; they prepare an individualized service plan, arrange
for the delivery of needed medical, health, and support services, and
modify the plan as needed to reflect changes in the child’s condition.

Using their Title V allocation in combination with funds from other
sources, State Title V agencies provided health care to some 16 million
low-income women and children in FY 1978. These services were
provided by both State and local health departments.? In addition, almost
400,000 individuals received medical care, over 41,000 received dental

zlhnﬁom'heNnﬁonalPubﬁcHe-lthmmSym (NPHRS). NPHPRS has cstimated
that in 1978 approximatcly 43 percentofthemxannlandchﬂdheﬂtha:pendimof&mcagmda
came from Federal Title V funds.



care, and more than 300,000 received other health services from MIC and

C&Y projects.’

_Bemdes providing assistance to the States and coordinating efforts with
relevant Federal agencies, the activities of the Federal office, OMCH, are
largely concerned with the administration of the grant
mm&mmmabouthowthmymtﬁmdsm
spent are made by OMCH, generally in consultation with other Federal
officials, the regional offices, State officials, and in the case of the research
funds, on the advice of a peer review group.

A large portion of the MCH Reserve B funds are currently allotted to
special projects in two program areas: Improved Pregnancy Outcome
(IPO) and Improved Child Health (ICHD. Under thesc programs, the
States receive project grants and technical assistance to strengthen their

ity in these areas. Reserve B funds for CC services are used to
a variety of clinical programs in all States and to provide several

support
States with Interagency Collaborative Grants to work with State educa-
tional agencies in the implementation of the Education for all Handi-

Children’s Act, P.L. 94—142.

In the area of training, Federal grants are aimed at educating competent
administrators and practitioners through interdisciplinary training. Priori-
ty for funding is currently given to training in areas such as genetic
screening and counseling, perinatal care, adolescent services, and services
to multibandicapped children. In recent years, nearly 8,000 health
professionals have received long-term and extended short-term training

annually.
Finally, the research grant program supports projects that can lead to
improved methods of delivering MCH and CC services. The current
emphasis is on adolescent health, child abuse, inborn errors of metabo-
lism, congenital malformations, early case finding, and family counseling.
Usually 50 to 55 grants are active at any one time.

Title V program efforts at all levels of government have contributed
significantly to improvements in maternal and child health over the last
four and a half decades. Panel members and many independent evaluators
believe that the program has helped to bring about the decline in maternal
and infant mortality, the reduction of disability in handicapped children,
andthcgmmlxmprovmtmchﬂdheahhmms. Its influence has been
both direct—through the provision of services by local health depart-
ments, schools, and especially Maternal and Infant Care and Children
and Youth projects and crippled children’s clinics—and indirect—through

‘the establishment and enforcement of standards of care4
the proliferation of other programs to serve low-income women

Despite
and children, including the handicapped, Title V-funded agencies remain

Children’s Sexvices of the Social Security Act: Problems and Opportumitics.™ In Betser Health for Our
Childiren: A National Strasegy, volume IV. Washington, D.C.: US. Government Printing Office, 1981.

“Wallnce, H. M. “Status of Infant and Pexinatal Morbidity and Mortality—A Review of the Literature.”
Pubbic Health Repocts 92(4), Washingion, D.C_, U.S. Government Printing Office, 1978.
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the only source of care for such groups in many areas. Without maternal
and child health services, fewer women would have received health care
during pregnancy, delivery and the postpartum period, and fewer infants
would have had care during their first ysar of life. Similarly, without the
crippled children’s program, many crippled children would not have
received the case management and ongoing care and treatment they

required.
BASIS FOR RECOMMENDATIONS

Although the Title V legislation requires States to extend and improve
services aimed at reducing infant mortality, promoting the health of
women and children, and locating and caring for children with handicap-
pingcondi&ons.thesu'ucmreoftheprognm,itslevelofsupport,andits
current operation are inadequate to achieve its stated purposes. Indeed,
recent statistics and reports document that:

o Manywomcn,espedaﬂythoseathighatrisk.reoeivenoprenatﬂ
¢:ar¢=ata.llortht:yreet:iw:itlmc:inpregn.a.ncy.s

e Many high-risk pregnant women do not deliver at centers that are
eqﬁppedtomeetthcirspecia.lizedneeds.‘

e Many newborns in need of neonatal intensive care unit treatment
do not receive it either because such a unit is not available or
becansepasonnelarenottminedtouseit.’

oManlinfantsandchﬂdrenhavenoregularsourceofpﬁmary
care.

e Many young children still do not receive all recommended
immunizations.?
e Many children with handicapping conditions do not rececive the
services they need to function at their optimal levels.10
Nosingleprogramorcombinationofprogramsoouldbeexpectedto
meet the health care needs of all children and pregnant women, yet the
Panel believes that Title V’s broad mandate, long history, and significant
investment of Federal and State funds could aave produced a more
effective system of health care services for children and pregnant women,

SNational Center for Health Statistics. Prenatal Care, United States, 19659-1975. DHEW Publication
Number (PHS) 781911, September 1978.

WMJhumeMOﬁuWthdm
mwnmwmamwwmwamwm
Congross. Washington, D.C.: U.S. Government Printing Office, 1980.

D.C.: U.S. Government Printing Office, 1981.
’&OWMMOUWAWSMW,WHLT&B. Washington, D.C.:

U.S. Government Printing Office, 1981.
YOperman_ L. “Msaternal and Child Health and Crippied Children’s Services of the Sovial Security Act:
mmw-mmMﬁwm:Ammm.mw.
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foreclosed to them. These concerns have been mentioned 'n the literature
and cited by practitioners and clicut advocates. Children’s Defense Fund
(CDF) staff note, for example, the common and subtle discrimination of
some private providers who refuse to treat minority families, and who
refuse to join in cooperative arrangements with health departments.}!
Similarly, language barriers in Title V projects can also limit accessibility,
particularly for Hispanics, Native Americans, and Southeast Asians.

Many inequities in access to care and services are due to the absence of
statewide planning for maternal and child health needs. States have
relative freedom in deciding the populations they wish to serve and the
services they wish to provide. For the most part they have not allocated
service funds on the basis of needs assessments in cach service area. Their
decisions, instead, have often been guided by political considerations.
Many States, for example, distribute MCH funds to counties according to
a set formula, and many cover diagnostic categories for services to
bandicapped children in response to consumer and provider constituen-
cies. The result has been occasional duplication of services between Title
V and other agencies in the same area and, more often, serious gaps in
services or no programs at all in areas of pressing need.

States, however, are not required to undertake comprehensive planning
for the distribution of Title V funds.!2 Even the requirements for the State
plan document are minimal. Although a State plan for the use of Titde V
funds must be approved before the funds are allocated, there is no
required format for these plans. Since 1968, Federal and regional offices
have not even required that plans be submitted. The plans must be
available in State Title V agencies for inspection by regional officials, but
the inspections scem to be limited to checking for the inclusion of
information necessary for conformance with certain statutory require-
ments. Even when plans arc checked for the presence of required
information, the content of the information is not reviewed. The Panel
believes that the absence of adequate mechanisms for assuring the most
cffective use of Title V funds has impeded the ability of the Federal
Government and the States to pinpoint problems and develop solutions.

The lack of accountability is of particular concern to the Panel. Central
to the problem is the inadequacy of current reporting systems—the
National Public Health Program Reporting System (NPHPRS) and the
Bureau of Community Health Services Common Reporting Requirements
(BCRR)—neither of which provides the information neccssary for
adequately monitoring State Title V agencies. Not all States report under
these systems, and the data they do report include services provided with
funds from Title V and funds from other sources. Some pertinent
information is not collected at all. NPHPRS, for example, does not collect
such information as the racial characteristics of patients and the types of
services delivered. The collecton of management information and data on

mwmmwmmr«mmmmmmﬁn
arrangements with other health-related programs.
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without any overall policy direction. Morcover, both data
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Mtunltlmthcchﬂ'mnoffxﬂeVﬁmdsmsupponmnes
mmnyhuhhdepum including those only peripher-

related to women and and also permits the support of
gzym.lheahh overhead.

The Panel is concerned that Federal staff members at the central
and regional levels are not sufficiently monitoring the States to assure that
Federal and State matching funds are used to further the purposes of Title
V. Sevexal reports!? note the absence of State documentation to substanti-
ate that matching funds are, in fact, allocated to activities approved in the
State plan, even when regional health authorities identify this as a
problem. There is also no 'monitoring system to assure that funds
channeled into States are being used for programs and services strictly
related to maternal and child health.

The Panel concludes that most problems with the Title V program are
largely attributable to the vagueness of the authorizing legislation and to
inmﬁa'mtfundmgsupport-'l‘he‘ﬁdeVprogmmmtsonastamtory
foundation that specifies broad goals but provides little in the way of
reqmmnforach:evmgthem.mcfthsvagueneunhasbeen

ible to tell a State it was doing something it should not—or
faiﬁngtoprov:deamthatnshould.
. Moreover, there are no appropriate sanctions or other enforcement
mechanisms. Federal legislation authorizes the withholding of Federal
funds for noncompliance with statutory requirements, but these require-
ments are minimal. Additionally, of course, the sanction is not likely to be
imposed, since a full withholding of funds would harm the women and
children who need services.

Financial issues have created further complications. The Panel believes
the Federal funding has never been adequate to the overall Title V
mandate. As a result, States have been forced to omit essential services
and OMCH and the Federal regional offices have been limited in staff

The inadequacy of the total Federal funding level has been
- ed by inequities in the distribution of funds to States. The Title V basic
'gnntfo:mnhforMCHandCCprogramshasalwaysfavoredSmwith

rural populations. When Congress shifted direct administrative
_'wammﬁm&w&mmtwme
'»dengnmdMCHStatetmtsmkaFedmlfunchngformsungprqects

General. “Report on Andit of MCH Programs Administered by the State Board of Health, Indianapolis,
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was folded into the MCH State allocation. This brought many rural States
a windfall and left some large industrial States shortchanged, because
rural States are favored in the MCH funding formula and because
urban States previously the bulk of project grant funds. To
compensate, Congress provided for Supplemental “Section 516™ funds to
be distributed among States receiving fewer dollars under the new
urangmmLButthueSutahavenotmdvodmincreueinfundsfor
- many years—despite their significant populations of inner-city poor—
while rural States bhave.
ManyoftheproblemswithTideVdatetoitsoﬁg'n.Thchistoﬁcroots
ofTiﬂeVprodwedprogrmdimﬁomthnmnolongainkeepingwith
health care trends. When the Social Security Act was passed in 1935, the
oodalclimtemnotrudyforahrge—mlegovanmentalroleinthe
ﬁnancingandprav‘uionofmedialwe.MostTmeVagendesdeveloped
mﬁwmmmchnprmmmwen-chﬂdmimmuni-
zations, vision and hearing screening, and most physicians were support-
iv¢oftheirdoingso.0ntheothahand.atlmtinmoct8tates,u'eatmt
wumuvedfmthe]pﬁvmphyddanorthehospiﬂTheMICandC&Y
prqiect:hadtol-inilﬁawdbyFedmlgranstochmgethispamEven
when the projects were made an integral part of the State Title V

Mwmmmemgmmwdnew,mtdy
fundedprograms,suchuHSDT,WIC,andFamﬂyPlanningproject
gnnu,ramerthanmcngtheningtheﬁﬂeVmandmeorimsingits
appropriation. Originally, funding for the Community Health Centers,
HudSmndothaFedaaliniﬁaﬁminwvicedeﬁveryﬂoweddimcﬂy
ﬁ'omtheFeda'alGovernmt,throughtheregionalofﬁces,toloml
sponsors.lnmostcases,theStatehedthdepartmcntshadnopaninthe
decisionmaking process. Recently, OMCH has been urging State Title V
agcnciestobeeomeinvolvedwithtthederalprojecuthroughoonaﬂta-
ﬁon,planning.andwchnicaluﬁ:tanceacﬁviﬁes,butitwinnketimeto
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PolidesadoptedbytheAdminisu'ationintheeaﬂy 1970’s to reduce the
authoﬁtyofFeda'ala.genciaalsoshapedtthitleVprog-am.Tooﬁ'er
more flexibility to States and remove what were perceived as excessive
adminisuativeburdmsonthcm,manymechanismsforaccountabﬂityand
reporting were abolished, and Federal staff positions responsible for
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PLAN OF ACTION

Despite these problems, the Panel is convinced that the Federal, State,
and local agencies administering Title V could provide effective leadership
in improving heailth care for children and pregnant women. Given a clear
statutory mandate and increased Federal support, the Panel believes these
agencies can make major strides in achieving the goal of a comprehensive
and coordinated system of high-quality maternal and child health
services—a system that will assure children and women access to
the services most essential to their health and t, and that will
make available the health services required for the success of other
federally funded programs, including WIC, P.L. 94-142, Head Start, and
Medicaid’s EPSDT.

The Panel’s basic approach to strengthening the Title V Program is:
first, to assign State agencies broad responsibility for i »
quality assurance and other activities to promote tbe quality and
a ility of maternal and child health services throughout the State;
and second, to direct these agencies to use grant funds to support certain
needed services, especially in medically underserved areas. A complemen-
tary and supportive role is proposed for the Federal Title V agency,
including setting minimum service and provider requirements, providing
technical assistance, and monitoring State activities to assure all Federal
and State objectives are met. To further enhance the Title V program, the
Panel also recommends:

e the creation of national and State advisory committees on
maternal and child health

e improvements in Federal and State mechanisms to assure ac-
countability

e an increase in Federal funding for Title V as well as a simpler and
more equitable approach to distributing these funds

Toimplementthesereoommendations.thehneladvomtsmajor
revisions of the Title V legislation, as well as regulatory and administrative
policies to carry out the proposed statutory The Panel recognizes
that some of its proposals could be implemented under existing legislative

ity. However, the combined need to recast the purpose of the
to ensure that these purposes are achieved does warrant legislative action.
Congress has reviewed and modificd the Title V legislation approximately
every 10 ycars. The last amendments to the law were enacted in 1967;
therefore, the Panel believes it is appropriate that Congress reassess the
Title V program and its legislative structure at this time.

The Panel urges that new legisiation include as the purpose of the Tite
V program the development of a comprehensive and coordinated system
of health care for women and children, with special emphasis given to four
priority services. These are:

e comprchensive prenatal, delivery, and postnatal care
e comprehensive primary and preventive care for children from
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A New Role for State Title V Agencies

The islation should also set out the mission of the State Title V
mwavdopandhnplmtaplln»mmmmw-
ty to W comprehensive maternal and child health care
services.!® To carry out this mission, State ies should be required to
wandmw i:ntheqnﬁ'ty.;mhbuh‘ ility, and accessi-

ity of maternal and child health care services for women and

theFedeannﬂeV.ppmopﬁnionmdthenqniredSmemnchingﬁmds
should be used for the specific functions and services proposed here.

Plhaniag Reguirements

As part of the F planning requirements, the Title V legislation
shonldreqxﬁreSuanbVWtombdividetheSateimoregional
mvieeddivayumthatmcompaﬁblcwith,bntnmmﬁlythe
nmeas,thehahhphnningueurequiredhytheNaﬁonﬂH«nh

ing and Resources Development Act. The State agency should be
ired to monitor the heailth status of children and pregnant womea in

that will be used to implement the plan, and should specify the timetable
for achieving cach objecti A State might determine, for exampie, that in
nparﬁcularserviceamtheremaneedwapandﬁtlethh
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specialined services.

Mg ee volums 1, chapter 10, of the Panel’s report for a full discussion of the proposal for State Maternal
and Child Heslth Aunthoritics.
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ent services from well-child conferences intc pediatric ambulatory
services providing comprehensive primary care. This objective might be
achieved in 18 months, during which the State agency stafr would provide
assistance in preparing the Title V grant application, make the grant
award, and continue to provide the management and program assistance
needed to complete the conversion. Or a State agency might determine
that adequate services would be available if a specific facility improved
the quality of its service, and that this objective could be achieved through
monitoring, technical assistance, and training over the cours= of 9 months.

In carrying out these planning functions, the State agency should be
mandated o give special attention to the needs of women and children for
the four priority services identified by the Panel. Indeed, the statute
should require that State agencies specify how these services will be made
available throughout the State.

Because of the importance of developing maternal und child health
resources that will improve the effectiveness of other Federal programs,
the Panel recommends that States be required by statute to include in
their plan specific information about the coordination of maternal and
child health services with other related programs. States should be
required, for example, to identify how specialized services for handi-
capped children will be coordinated with the implementation of P.L.
94142, how preventive and treatment services funded or planned by the
State Title V agency will be coordinated with EPSDT, and how each of
these services will be made available to children in Head Start. States also
should be required to describe joint efforts with the Developmental
Disabilities Program and the Supplemental Security Income program of
services to disabled children. Moreover, the Panel recommends that the
Title V agency be directed to assume responsibility for developing the
WIC service plan, provided it meets the affirmative action and other

i ents prescribed by Congress and the Department of
Agriculture.1” All such planning must be carried out with the involvement
of the State agencies or Federal regional offices responsible for adminis-
tering these programs. Each agency would have to review and approve
relevant components of the Title V plan.

It is imperative that this plan be consistent with the generic State Health
Plan submitted to the Secretary under the requirements of the National
. Health Planning and Resources Development Act. Although the Titde V
plan would contain detailed information on maternal and child health
services, strategies for change, and other issues specific to Title V, it would
also contain certain information, such as health indicators and service
needs, that must comport with the comprehensive health plan for the
State. For this reason, the Panel strongly recommends that the Title V
legislation require State Title V agencies to coordirate and cooperate with
the State and local agencies—the State Health Coordinating Council
(SHCC), the State Health Planning and Developmental Agency (SHPDA)

and the Health Systems Agencies (HSAs)—responsibie for developing the
State health plan. The Panel also recommends that the Health Planning

1713 Panel rocommends, in its discussion on WIC in chapter 4 of this vet»m-, that USDA require State
agencies administering the WIC program to adopt this plan.
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Act be amended to expand the present requirements for maternal and
child health care services and to add explicit language requiring a joint
effort with the State Title V agencies.

The process used to prepare these planning documents probably will
vary from State to State. The Panel expects, however. that the SHPDA'’s
appropriate responsibility would be to compile demographic data and
information on available maternal and child health resources. Title V
agencies, because of their chnical and program expertise, would be
responsible for assessing the adequacy of existing resources and judging
the need for new and improved services. Regardless of the exact division
of responsibility, it is essential that State and local Title V agencies present
their views to the SHPDA and HSAs through testimony, in public
meetings and, informally, through routine staff commumnications.

RequirementsforPromodnnglityandAccaﬁbilityofServie&s

The statutory requirements placed on tbe States for promoting the
availability, accessibility, and quality of maternal and child health care
throughout the State should include advocacy, technical assistance and
training, quality assurance, coordination, and similar activities. The
_statute should require these activities to be broadly focused and to involve
other publicly supported programs serving the health needs of children
and pregnant women, including comprehensive health care centers, other
primary care centers, family planning clinics, and inpatient and outpatient
hospital departments.

The Panel envisions that State agency activities to improve the
availability and quality of the maternal and child health care system might
include, for example:

e persuading providers to supplement the services they now offer to
include family planning or other needed services
e assisting appropriate local agencies in preparing a grant applica-
tion for Title V or other funds
e providing training on prenatal risk screening to health department
clinics, CHCs, and other programs serving pregnant women
e fostering the devslopment of citizen advocacy groups for im-
proved maternal and child health care
e cstablishing standards and monitoring mechanisms for Title V
and other services, such as the medical and bealth services
. required as “related services™ under P.L.94-142

State agencies will not always be able to carry out these mandates
directly. Bureaucratic constraints, insuilicient resources, or lack of
ex ise may present obstacles, particularly in the area of advocacy.
Legislation should, therefcre, require States to achieve their objectives,
when necessary, thrcugh contractual arrangements with appropriate
public or private nonprofit organizations in the State.

Requirements for Service Programs
The other major function of State Title V agencies is the funding of

MCH service programs. The Panel has several proposals it believes will
result in better use of resources and increased program accountability.
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The Panel recommends that the Title V statute specify that grant
awards be made in each service delivery area in accordance with the
objectives specified in the State Title V plan. The priority services—
prenatal care, care for young children, care for handicapped and
chronically ill children, and family planning—skould be furnded first.
Mecting these priorities requires a service system comprised both of
community-based primary care programs and regionalized programs in
perinatal care, and secondary and tertiary care for specified handicapping
and chronic conditions.

Grant funds should be used primarily to expand existing MCH
programs and to establish new ones in order to build a coordinated system
of comprehensive, high-quality health services for children and pregnant
women, especially in medically underserved areas that have a high
concentration of low- and moderate-income families. Any agency that can
provide the services needed in its service delivery area and that meets all
Federal and State provider standards should be eligible for grant funds.
Standards prescribed by Federal statute should require that providers:

e meet all minimum service and quality standards for level and type
of care prescribed by Federal and State regulation
e provide patients, at a single site or through linkages with other
levels of care, all preventive, primary, and specialized services
e provide a comprehensive child health assessment and comprehen-
sive health assessment for pregnant women, as appropriate
provide outreach and followup services
assure access to care through reasonable operating hours, provi-
sion for transportation and child care services, and other appropri-
ate pohlicies and mechanisms
e have cooperative arrangements with other sources of health care,
including, as appropriate, pediatricians, obstetricians, hospitals,
local WIC sponsors, federally funded <linics, Community Mental
Health Centers, and social service agencies
bave cooperative arrangements with Head Start and day care
projects, schools, family planning clinics, and other sources of
referral
e undertake responsibility, as appropriate, in corjunction with local
educational agencies for child-find activities and for diagnostic,

evaluatica, and health services required under P.L. 94-142
e establish internal procedures to assure program accountability,
quality, and appropriateness of services
maintain current health records for all patients
make maximum use of new health professionals, such as nurse
practitioners and physician assistants, and employ members of the
community in appropriate positions

e develop and use an advisory board with a majority of consumers,
at least half of whom must be users of the program

The statute should direct States to establish additional service require-
ments for the identification and treatinent of certain types of illnesses,
conditions, or disorders prevalent throughout the State or in a particular
service delivery area. For example, a State with lead mines in certain
service areas might require Title V providers to test all children receiving
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services there for lead poisoning. Another State might have an influx of
Southeast Asian refugees determine that each immigrant child should
be given appropriate tests for tuberculosis.

Title V legislation should provide that grants be awarded competitively.
Smteagend&sshouldee:eﬁlﬂydeﬁneneededserviwandtheﬁmding
available to. support them. Proposais then should be solicited from all
qualified providers. Consistent with its conviction that many types of
provider resources can and should be involved in the delivery of maternal
and child health care, the Panel expects that eligible providers would
includehospitalmbiﬂaxorycarccentcrs,federaﬂyﬁmdedprhnmycare
centers, Hl\&Os,andgronppracticesofpﬁvatephysicians,inaddiﬁonto
local health departments and the MIC and C&Y cznters. Grants should
bemadetothelocalorreg’onalhealthprovidcrthatmcetstheptovider'
standards and can best provide and make accessible a particular type or
level of service required by the plan.

To minimize disruption in services, however, the Panel recommends
that for the first 3 years the law is in effect, State Title V agencies should
have the option of giving special preference to health departments and
other current recipients of Title V funds. During that time, the State Tite
V agency should help these programs meet provider requirements and
conform with the Title V plan. After the 3-year grace period, any recipient
of Title V funds which did not satisfy all requirements could lose Title V
‘support to a more qualified provider. If, however, there were no qualified
alternative provider, the current recipicnt could continue to receive Title V
funds so that women and children would not be cut off from services.
However, the State agency would monitor such providers closely and
continue to give technical assistance aimed at bringing about necessary

i ts.

The Panel recommends also that the statute set out requirements
ini to the use of grant funds, limiting allowable costs to:
reasonabie administrative expenses, the cost of care provided tc individu-
a]snotcoveredby‘I'itleXIXorprivateinsurers,a.ndthecostofcertain
services—including outreach and health education—which are not reim-
Lursed under Title XIX or private insurance. As needed, “start-up” costs
asociatedwithdevelopingancwprogramorrwourccshouldalsobe

covered.

To assure that maternal and child ealth resources are available to as
many as possible who require them, the Panel recommends that States be

itted to establish cost-sharing requirements for patients, provided
that they are charged in accordance with their ability to pay. Services must
be provided free of charge, however, to patients whose income, after
adjusting for family medical and heaith-related expenses, is at or below a
State-cstablished rate set between 125 and 195 percent of the federally
defined poverty level.!® Additionally, no patient should be charged for
diagnostic or preventive services.

%mamumwrmmmwmwmmmc
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~ The Panel proposes several additional legislative provisions relating to
the overall administration of State Title V agencies. The Panel recom-
mends, for example, that not more than 25 percent of a State’s allotment
be expended on administrative, planning, and advocacy activities; the
remainder should be used for service project grants. The Panel recom-
mends also that Title V agencies be mandated to have a full-time staff who
meet all the qualifications and requirements prescribed by the regulation.
The Panel expects that Title V agencies will be organized according to
broad functiozs, such as planning, quality assurance, and service delivery,
but that within service delivery there wiil continue to be one unit with
special responsibility for maternal and child health services and another

with r@tgonsibihty for specialized health services to handicapped

Another is that State Title V agencies be mandated to establish an
appeals process for service programs that are disapproved for funding, or
judged not to satisfy quality assurance standards. The process should
provide for a State-level appeal, and then an appeal to the Federal
regwnal ofFces.

ide assistance and oversight to the State Title V agency and to

advocate the health needs of mothers and children within State govern-
ments, the Panel recommends further that each State be required by
islation to create a Maternal and Child Health Advisory Council
appointed by the governor. The majority of the council members should
be knowledgeable citizens (not health professionals),?® at least half of
whom must be users of Title V and other publicly supported MTH
programs. Other Council members should be members of various
professions providing maternal and child health care, y primary
care, as well as planners and acministrators of maternal and child health
services. This Council must have responsibility for making recommen-
dations to the governor and Sta.c Legislature on all State policies affecting
the quality and accessibility of maternal and child health services, and to
the State Title V agency director on the State Title V plan, the plan for
service program grant awards, and all matters of general ageno::'_ypoht:j,r2l

The Panel recommends the statute specify that to receive Federal
fonding, State Title V agencies must submit a 3-year plan. The plan
should contain all needs assessment, kealth status and other data, and
information required by the Federal agency, and should specify perfor-
mance objectives for cach ycar and the strategies to achieve them. It
-should also contain information on stafiing, State monitoring, and other
administrative efforts.

%Mhmmmemwm'lw&mw:mnﬂu
“specialized services for handicapped children™ becanse it is more in keeping with the wide range of
services today’s Title V programs provide.

" 307wo Panel members dissented from this recommendation. See appendix C of thi= volume.
~ 25ee volume 1, chapter 10, for a full discussion of the Pancl’s recommendations concerning the purpose

and role of the proposed State Advisory Councils.
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Finally, the Panel urges that the revised Title V statute contain penalties
for States that are in substartial noncompliance with Federal require-
ments or that consistently are unable to meet reasonable performance
standards. In such cases, the Federal administering agency should be
authorized to withhold from the State agency all or part of its Federal
Title V allocation. It should make arrangements for these funds to be
administered temporarily by the Federal agency Director, another State
agency, or a private nonprofit organization, so that individuals served by
Title V programs in the State would not be penalized. Due process
protections—including written notice, an opportunity for a hearing, and
the right to reconsideration after a 90-day period—should be made
available to the States.

BureanofMaternalandChildHealthServie&s

Legislative Authority

The legislation should provide that the Title V program be federally
administered by a Bureau of Maternal and Child Health Services
(BMCHS) within an appropriate ageacy of the Public Health Service.Z As
discussed in volume I, the Panel recommends that the Secretary of DHHS
establish a Maternal and Child Health Administration (MCHA) to
promote the coordination of all health care services to children and
pregnant women.> If this Administration is created, the Bureau snould be
housed within it.

The statute should enumerate the duties of the Director of the BMCHS,
including responsibility for administering Title V, promulgating regula-
tions for its implementation, and ensuring full compliance with F
requirements; carrying out a Federal discretionary grant program of
research, training, and demonstration projects; and advocating Federal
policies to improve the delivery of maternal and child health services
generaily. In addition, the Director should be required to review and
approve regulations for the Title XIX EPSDT program and to participate
in the development and implementation of policies and regulations for
other departmental programs affecting the bealth of children and
pregnant women. B

The legislation should provide that a discretionary grant program plan
be developed by the Director and approved by the proposed National
Maternal and Child Health Commission.?* Public and private nonprofit
agencies and institutions should be allowed to compete for these funds
with applications reviewed in an open and fair manner, using a peer
review committee to evaluate proposals and recommend funding to the
Title V Program administrator. .

%mmmmmmmmmwcormwm
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The law should specify that research grants be used to fund projects
that will contribute new knowledge about effective clinical interventions
and improved organization of maternal and chiid health services. Training
grants should be used for degree and other training programs that will
assure an adequate supply of national experts in maternal and child health
policy, as well as administrative and clinical staff in the maternal and
child health field, with special emphasis on developing staff from
communities receiving Tide V services. Training grants also should be
used for conferences an<i programs to familiarize administrators, provid-
ers, and interested citizcens with obstacles and solutions to establishing
comprehensive maternal and child health service systems. Demonstration
project grants should be used to fund projects that test innovative
approaches to service delivery, or that promote effective methods of

advocacy.
In order for the Bureau to carry out its broad mandate, the Panel

recommends that the Title V legislation require the Burcau to have a
central and regional office staff with sufficient capacity and administra-

tive, planning, and clinical expertise.

Service and Provider Standards

One of the Bureau’s primary responsibilities will be the prompt issuance
of regulations and guidelines to implement the new legislative policies.
Minimum service requirements for certain levels and types of services,
such as preventive services for children, care for women with high-risk
pregnancies, and specialized services to handicapped children, must be set
by regulation. These should specify the components of each level or type
of service, as well as national standards for personnel, facilites, and
delivery of care. The Panecl belicves the standard-setting proceduare should
be a public process, and should continue to be undertaken in collabora-
tion with the relevant professional and institutional groups, such as the
American Academy or Pediatrics, the American College of Obstetricians
and Gynecologists, the American Nurses’ Association, the American
Medicz:l Association, and the National Medical Association. It should
also involve participation by other Federal programs administering MCH
service programs and by child health advocacy groups.

The regulations should include a waiver policy for all federally
established standards to cover limited instances where there is adequate
Jjustification for making an exception, such as the inability to obtain

el with certain credentials in isolated areas. Federal regulations
should aiso prescribe minimum expectations for monitoring performance:
for example, how often records should be reviewed, who should conduct
the audit, how large a sample is required, and when procedures other than
record reviews are essential. The final standards and procedures should be
reviewed and approved by the proposed Maternal and Child Health
Commission. Each State Title V agency should have the option of setting
higher standards for the programs within its boundaries, with the approval
of its State Maternal and Child Health Council.

35




State Plan and Otber Reguirements

The regulations also should set out requirements for the contents of an
approved State plan. These should include a full description of the State’s
maternal and child health objectives. timetables, and strategics. The plan
should provide basic information regarding the designated service delivery
areas, needs assessment method and findings, and procedures and criteria
used to set priorities. In addition, service and provider standards, and all
other programmatic, administrative, and budgetary information needed to
assure compliance with Title V should be included. As part of these
requirements, the Panel belicves the Director may find it necessary, for
example, to require States to outline their strategy for reducing mental
retardation and infant and maternal mortality.

Furthermore, the regulations should establish data collection and
reporting requirements for State agencies. In particular, the Panel
recommends that State agencies collect three types of data, each of which
can be analyzed and presented in different ways to meet different policy
needs including accountability to BMCHS and internal agency manage-
ment, as well as planning, quality assurance, and other State activities.
These data are:

» Management information on receipt of services and use of funds,
including the number and types of individuals served, services
provided, provider characteristics, and Title V expenditures.

e Service program evaluation data, including data pertaining to
services provided, populations served, and expected health out-
comes measured against specific goals and objectives, as well as
periodic and systematic on-site evaluations.

e Policy-related epidemiological data on health status and health
care access, including problem-specific record reviews, such as
studies of the antecedents of infant mortality based on linking
birth and death records, or of the geographic distribution of
women who receive inadequate prenatal care, or schools with low
immunization rates.

The most important requirement is that the Bureau design a practical
reporting system that will allow it to assess program performance and to
manage Title V funds more effectively. One component is needed to
collect and analyze data on the use of Titlle V funds by States.
Examination of the budgets of several of the current State Title V
programs should suggest categories of expenditures, such as planning or
service program funding, that all States could be required to use. Another
component is needed to determine who receives what services and from
whom.

The Panel recommends that an expert committee be assembled to
determine basic data needs and to establish a single comprehensive

rting system for the State Title V agencies. This system should be
consistent and compatible with other relevant reporting systems, such as
those for the EPSDT, Family Planning, and WIC programs. In addition, it
should provide for tracking changes in the health status of children and
pregnant women served under Title V. The committee should meet
annually to examine aggregated State data, determine its validity and
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o ' end any ] . s in the collection
 system.
' Coordimation of Federal Activi‘ies i
' Tome@tﬂmmm&mmﬂhﬁtwm

programs such as the Community Health Centers ‘e B
quality assurance through their funding agencies- m:&cﬂds’rds for
develop agreements with these agencies so that the Stap
amd‘womanddﬁldrmmmumedbybothsloﬂmﬂ

In addition to working with PHS’s Bureau of the
devmngregnhuomforthcmlmdchﬂdhﬁl‘heomponcﬂfﬁﬂcv
State Health Plan, the BMCHS should issue guideli®® o goe T80 %, 0
mSHPDAs,SHCC&andHSAstoamth ;nun te-of.
mphca.uonsforwomenandchﬂdrmofdemmm w

Need (CON) applications, Proposed Use of F adll
mandApptopnamemews.Evmwheﬂ‘hcp‘bJ f ty
umivzrrc.ﬂnewxsnc:;ts;:ue::.ii‘icallyt;leslgmn;edfol"-‘-"“'= df‘
pregnant women, HSAs should consider the possibl€ * ;‘Qton”’

and child health care. '

Mouitoring and Techmical Assistance

Finally, mmmmmmw rw‘l"‘: g
competence in program monitoring and %@6 25 To
Federal Title V office and particularly in DHHS"s 10 8%y ity
mryomtharncwmandatsforplannmgandproﬂ‘a '8 a ﬂcv
wmprchmmvemocsystcmforwomenandchmstawﬁwﬂl
agendeswﬂlneedconaderableguidanceandmon'“hd’lsoonal
require close moritoring. mwwf“%%
mdpmdastandardsandwteachmcthodsofmoﬂ’w’mgw
alsoslmoulclholdvirorkshopsonplanmngreqmra.-.mcn Skylls- ,pnng.
amtancembothareasshouldbeprowdedaswcn'lnmoﬂ,’smte
BMCHS staff should take an aggressive mmmpfoﬁ&r

ob,ecuvmandfnlﬁ]hngall”otherrelaltectlyl? requﬂ‘““"‘nta.
nmdmg and Formula Charg®®
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offfices, see volume I, chapter 11 of this rezort.
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dmonpetyear,justovettwicetheammmtcurrenﬂyappropﬁated.ﬁis
fundingincrense,alongwithotherrecommzndaﬁons,wi]lmableﬁﬂev

' Amingtherecommendedinminappropﬁaﬁonsisadopted,the
PanelbdievathaxCongressmnstreviseandsimplifythcformuhsfor

joning Federal funds between State and Federal activities and
distributingthanamongtheStat&&ThePanclrecommendsthatuptoZO
pamtofthetotalappropriaﬁonshonldberetainedbytthirectorof
the Bureau of Maternal and Child Health Services to use at his or her
discretion to training, research, and demonstration projects.?® The
remainder should be allocated mong the States by using a formula that
givseachSmteabasicgran;plusanamountreﬂeeﬁngrehﬁveneed
among the States.Z’ Relative need could be established by using the
combination of infant mortality and morbidity rates and adjusted per
income.2® The Panel suggests that Congress request a scparate
committee, the National Maternal and Child Health Commission
proposedbythePanel.tomakcspeciﬁcreoommmdaﬁonsregardingtbis
and other of the formula.

The philosophy behind the Panel’s financing recommendation for Title
VisthatStatesmustbcgivenanadequatcbudget,basedlargelyupon
need,andthaztheymustbepermittedﬂadbﬂityinacpendingﬁmds.For
this:eason,thePanclmgesthatthecurrentpracﬁceofd&signaﬁngﬂmds
for MCH and CC purposes be discontinued, and that States receive their
Federal allocation in the form of a single grant?® States should be required,
however, to provide a cash match for the Federal Title V grant of an
ammmtatleastequaltoBOpcrccntofthetotaLandtoprovideassurances
thatc:nrentmatchinglevelswﬂlbemaéntained.lnthcthirdquartcrof
eachﬁscalyear,anyStatethathasnotcommittedanypoﬂionofits
Federal funds should be required to return those funds to the Bureau
Directorsothatthcymaybcawarded,withnomatchrequiremmt,toa
program in the State that is able to provide a service identified in the State
plan.

260ne Pancl member dissented from this recommendation. Sec appendix C of this volume.
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funding than it carrently receives.
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National Maternal and Child Health Commission

Finally, the Panel recommends that Title V legislation be the vehicle for
establishing a congressionally mandated National Commission on Mater-
nal and Child Health charged with serving as an advocate for the health
needsd'cbildrenandpregnantwomm.TheCom:mmsdunesshould
include:
e reporting every 3 years to Congress, the DHHS Secretary, the
Assistant Secretary for Hexlth, and the HCFA Administrator on
the hezalth status and service needs of children and pregnant
women, arnxd recommending Federal policy changes aimed at
maproving the efficiency and effectiveness of programs affecting
the delivery and financing of these services

.reportmgpenod:wallytoCongr&ss.tbeDHﬂSSecreﬁxy, the
for Health, the HCFA Administrator, and

otha' Federal agency Directors, as appropriate, on Federal
research and training activities affecting the quality and availabili-
ty of matermal and child health services, and on
activitics related to substance and environmental risks to the
health of children and pregnant women
e conducting studies and issuing reports to the public on the health
needs of children and pregnant women?®
To assure that sufficient guidance will be provided on the implementa-
tion of the new Title V requirements, Congress should direct the
Commission to cstablish a commiittee with special responsibility for the
Title V Program. This committee should be responsible for and

approving the research, training, and demonstration plans for Title
Vandmhngz*comxnmdanomtotheDn'ectorof on policy
matters relating to the general administration of the Title V Progra

The Commission should be comprised of practitioners in
obstetrics, nursing, and other health professions engaged in providing
primary care to children and pregnant women; plsnners, researchers, and
admimstrators in the maternal and child health field; and knowledgeable
citizens, at least half of whom must be users of Title V and other publicly
supported health care services. Members should be appointed by the
Secretary of DHHS for terms not to exceed 3 years. with one-third of the
membership rotating arnually. Staff and financial support should be

provided from the budget c the Secretary.
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CHAPTER 3
MEDICAID AND EPSDT

MAJOR RECOMMENDATIONS

e Mandate cligibility for all children and pregnant women whose
family income is at or below the federally established poverty
level, including children Lving in two-parent families, and first-
time-pregnant women.

e Require coverage of all essential services for children and
- pregnant women, including appropriate obstetric, dental, mental
bealth, and clinic services.

o Require that cettification for participation in Medicaid be
extended to all qualified comprehensive care providers meeting
prescribed requirements, and that reimbursement levels be suffi-
cient to assure adequate provider participation in the Medicaid

program.
o Btab]nhpohmatomprovetchtateadsmms&anonofMedmad

and its EPSDT program, especially the outreach, referral, and
followup components.

e Require the establishment of minimmum acceptable standards for
screening and other preventive services, and for participating

providers.
e Increase Federal financial participation in Medicaid and establish
financial incentives for States to achieve Federal objectives in

maternal and child health care.

AND ACCOMPLISHMENTS

o The Medicaid program, legislated by Title XX of the Social Security
2 Act,twas created by Congress in 1965 to epsure fina 1l access to health
ORI ;mforﬂ:epoor.Bﬂtuponthcwdfuemodel,Meumdxsoonstrncwd
L t'_j:':,asaSnw-admmstaedmed:al program to reimburse provid-
j-'.rmt'hrhealdtmeddivuedtommuapanonnbmdupon
o enﬂtianeﬂ,andFedemlgraan:chStateexprorthecostsof

’rmecus.c.s-u. msauq.om&swnxm
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tion. Statutorily mandated program requirements are minimal:
the law permits States wide latitude in determining eligibality, covered
services, and provider standards.

thebasicreqtﬁremcntsspedﬁedinthelegislaﬁonarethose
pertaining to eligibility. States participating in Medicaid are required to
cover persons who are “categorically needy™: all residents receiving public
assistance under Aid to Families with Dependent Children (AFDC), and
most receiving assistance under Supplemental Security Income (SSI) for
the aged, blind, and disabled. At State option, categorical coverage may
be extended to financially eligible pregnant women, and to families in
which tae father is unemployed, if these groups are not covered in the
State’s AFDC plan. Categoricai coverage may also be extenced to
children of two-parent families which meet the AFDC income standard
(the so—called “Ribicoff children™). However, States are permitted by
regulation to limit coverage for such children to certain “reasonable™
subgroups, such as those in foster care or psychiatric hospitals.

In addition, States are permitted to provide Medicaid benefits to the
“medically needy.” These are individuals whose family imncome exceeds
the State’s income eligibility standard, but who meet the AFDC or SSI
categoricalc:iteriaandarcunabletopaya]lorpanoftheir medical
expcnscs.Chﬂdrenfromtwo—parcntfamiliesmybcincludedaswcll.
Financial eligibility for the medically needy program may be set at an
amount up to 133 percent of the State’s AFDC payment level. As
interpreted by the regulations, individuals may, depending upon their
incomeormedioalexpcnses,berequiredto“spmddown”totheAFDC
eligibility level in order to receive Medicaid benefits.

The statute also specifies minimum benefit requirements. For categori-
cally cligible recipients and the optional groups subsumed under the
categorical program, the law mandates coverage of certain basic services,
including hospital, physician, laboratory and X-ray services, family
planning, and, for persons under 21, early and periodic screening,
diagnosis, and treatment services. Other services, such as clinic services,
prescription drugs, and physical therapy, may be provicded at State option.
For medically needy recipients, the State may ecither provide the
mandatory service package or develop a different package consisting of at
least seven of any federally reimbursable services.

dless of whether a service is mandatory or optional, however, the
State is free by statute and regulation to limit the amount, duration, and
scope of coverage.? In addition, the State may establish “nominal” cost-
sharing requirements for any optional service to the categorically eligible
and for all services to the medically needy. '

e requirement that States provide carly and periodic screening,
diagnosis, and treatment (EPSDT) as a mandatory Medicaid service was
established by the 1967 Title XIX Amendments, which were part of a
larger package of broad-ranging amendmsnts to the Social Security Act
programs. ess had become convinced that improving the health
status of children from low-income families would require preventive

’mwmdmmsmmm:mwdammmu
~sufficient to reasonably achieve its purpose.” (Title 42 C.F.R. Sect. 440.230 & 1979).
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health services typically not available under the existing Medicaid

program.

The legislative directive was vague, however, and the design as well as
the implementation of EPSDT was left to the Department of Health,
Education, and Welfare (DHEW).? Agency regulations prescribed that,
in addition to the services covered by a State’s Medicaid plan, EPSDT
treatment services must include certain types of visual, heanng. and dental
care. Also required is a specific screening package that must be available
to all eligible children in accordance with the State-established schedule
for periodic rescreening.

New functional responsibilities mandated by DHEW further disti
EFPSDT from the general Medicaid program. Whereas Medicaid operates
primarily as a vendor paymnent program for medical services, EPSDT
regulations require States to vrovide or purchasz the care and services
necessary for identifying eligibic children, informing them of the EPSDT
program, and assuring that neceded preventive and curative services are

i To meet these requirements, States are authorized to contract
with local organizations to provide required medical or support services,
enter into EPSDT provider agreements, and set separate reimbursement
rates for a required set of screening and diagnostic services.

In 1972, Congress, concerned over the States” sluggisk implementation
of EPSDT, amended Title IV-A of the Social Security Act to include a
penalty provision that would reduce a State’s AFDC grant by 1 percent
for each quarter in which it was not in compliance with certain EPSDT

ents. The law specifies that this 3anction is to be imposed against
any State that fails to inform all AFDC recipients about EPSDT, proviac
and arrange for screeming when requested, and arrange for necessary
corrective treatment. Regulations base compliance on measurable out-
come criteria, such as the percentage of children for whom screening and
initial treatment have been completed during a specified time period.

Federal administrative responsibility for the Medicaid Program rests
with the Health Care Financing Administration (HCFA) within the

ent of Health and Human Services (DHHS). Administration of
EPSDT is the special responsibility of HCFA’s Gffice of Child Health
(OCH).

All States but Arizona operate a Medicaid program. In most States, the
administering agency is either a hesalth or weifare department, or an
umbrella human services agency. To meet EPSDT requirements, however,
a State Medicaid agency may zssign responsibility for various functions,

) mcludmg outreach, screening, diagnosis, treatment, case management,
_ and transportation, to other departments within the State government
" These agencies, in turn, may subcontract with local organizations to

provide the required services.

Medicaid is financed jointly by State and Federal funds, with the
current Federal centribution to the cost of medical services ranging from
50 to 77.55 percent, depending on the average per capita income of State
resid=nts. In FY 1979, State and Federal Medicaid expenditures were just
under $21.4 billion; the Federal share was $12.1 billior: and the State share

3In April 1980, the Department of Health, Education, and Welfare was divided inio two independent
departments: the Departioent of Education and the Department of Health and Human Services.

43

ot
<o

O



was $9.3 billion. An estimated 2.14 million children were served by
EPSDT that year.*

Prior to the enactment of the Medicaid legislation, there were some
poor women and children who had access to limited clinic and other
health care services supported by Federal, State, and local funds. Millions,
how=ver, depended upon the charity of public and private health
providers for needed health and medical care. Many were able to obtain
this care, but many others could not. For those eligible, the Medicaid
program has substantially eliminated the financial barrier to the most
costly health care services. Much evidence suggests that Medicaid has
exerted a sigpnificant positive impact on the use of medical services by
children from low-income families. In fact, in simple quantitative icrms,

r children now use medical services about as often as do affluent
children.’

Moreover, the establishment of EPSDT has meant that other impedi-
ments to appropriate care are now being addressed, with the result that
many children who need medical services most are final'y being brought
into the health care system. EPSDT is demonstrating that aggressive
preventive strategies—outreach, early diagnosis, and followup for treat-
ment—are effective, and indeed essential, to improving the health of the
Nation’s poor children.

Meeting the objectives of EPSDT requires the marshaling of various
health, mental health, social service, and other resources. Federal
leadership is imperative, and the Department’s recent efforts to design and
implement a major “Child Health Strategy™ are promoting improved
coordination among all the programs having an impact upon child health.
As part of this initiative, schools and school-based programs are being
used to provide outreach and referral, Head Start children are moving
toward full participation in EPSDT, and the Public Health Service (PHS)
programs increasingly are obtaining reimbursement under Medicaid.

BASIS FOR RECOMMENDATIONS

Despite intensified Federal and State efforts to improve the administra-
tion of Medicaid and EPSDT, wher ..ese programs are judged by the
extent to which they assure children and pregnant women access to
appropriate health care the results are disappointing,.

The failure of Medicaid and EPSDT to reach their full potential is
largely attributable to the basic Federal statutory scheme under which
they operate. The legislation allows States extensive autonomy in setting
benefit, eligibility, and provider participation policies. It requires the strict

“This oomber includes only children receiving EPSDT asscssment services within the ycar. DHHS
cstimates that including children with up-to-dn.e-mtswbodidnotrequimmmtinthu
ywwmﬂdmiscth:wulnmbaofchﬂdrcnmchedbytheprognmsubc&nﬁaﬂy.

Comp-.ﬂbleﬁgmufortbemmbaofchﬂdxmandpmgnnntwmcnservedbythegmaﬂ Medicaid
program are not available zi+hough Medicaid beneficiaries under age 21 received 10.7 million visits or
servi~ =3, the expenditares for winich totaled approximately $4 billion.

5See, for example. Buﬂa.J.A.andR_K.Scotch.“Medicajddehildren:SomcRmtlmnsmd
Reasonable Next Sieps.”™ Public Policy 26: 6, and table 2, Winter 1978.
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n of categorical and income standards in determining individual
ehgiblhty And, perhaps most important, it reliecs on State financing
initiative while offering little 'incentive for providing comprehensive
service coverage or for assuring cffective outreach and referral. In fact,
States doing a good job are faced with the greatest marginal expenditures.

Of major concern to the Panel is the fact that Federal statutory policies
governing Medicaid cligibility are inadequate to assure that in each State
all children and pregnant women from low-income families can partici-
pate in Medicaid. Income eligibility standards vary comsiderably among
States, ranging from a maximum annual income of $2,244 for a family of
four in Texas to $6,600 for a family of four in Hawaii. Even accounting for
differences in cost of hiving, the eligibility level in Hawaii is set at an
income which is twice as high as in Texas‘ As a result of these income
policies, nationwide an estimated 7 million children with family incomes
at or below the federally defined poverty level are excluded from receiving
Medicaid benefits.”

In addition, many States choose not to extend coverage to optional
groups. Only 31 States cover first time pregnant women, only 30 cover
families in which the father is unemployed, and only 20 provide benefits to
all children of two-parent families which meet the AFDC income
standard. Only 33 States provide benefits to the medically needy, and a
number of States—striving to contain rising Medicaid expenditures—are
cither reducing the income eligibility level for these benefits or not raising
the level to keep pace with inflation. Many States also impose residency
requirements that limit or exciude participation by migrant families.
Moreover, certain categories of children, such as the children who are
inmates of nonmedical public institutions, are outside the scope of the
Medicaid legislation itself.

Even for children and pregnant women who do participate in the
Medicaid program, continued chgiblhty is always precarious. The family
structure may change or family income may increase. Loss of eligibility
often means that necessary treatinent services are distrupted. One report
showed that in the course of a single year, no less than 35 percent of
EPSDT children lost eligibility for Medicaid.®

The Pane! is also concerned that current Medicaid policy does not
assure coverage of essential health services for children and pregmant
women. For example, many States restrict coverage for prenatal care to
fewer than the 13 visits recommended as a mimimum by the American
College of Obstetricians and Gynecologists. Many also place arbitrary
limits on the number of physician visits and outpatient hospital visits by
children. In addition, the majority of States either do not cover the
optional diagnostic and treatment services that may be indicated as a
result of an EPSDT screening, or they limit coverage of these services to

SBased on 1975 cost-of-living data from the Census Bureau, Household Income Division.

7M-mmm:hmmmnmmmm Eligability,
Services, Expenditures. Publication Number HCFA 79-20005, Baltimore, Md.: DHEW, Health Care
Financing Administration, 1979 (Revissd).

$Children’s Defense Fund. EPSDT: Does It Spell Health Care for Poor Children? Washington, D.C.:
Washington Resexrch Project, Inc., 1977, p. 31.
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less than is needed. This is especially true for physical, speech, and
occupational therapy, prescription drugs, prosthetic devices, and mental
health treatment services. The bias against reimbursing for outpatient
psychiatric care is particularly strong. ) ]

A serious problem for handicapped children is that some States disallow
Medicaid reimbursement for health services that are provided as part of
an Individualized Education Program (IEP) required by the Education for
All Handicapped Children Act, P.L. 94-142, even though the services are
included in the State’s Medicaid Plan and delivered by a certified provider
to a Medicaid-eligible child. In these States, handicapped children
actually are losing entitlement to Medicaid-covered services as States shift
fiscal responsibility from one agency to another.?

Anothaaspectofinadequatemicecovmgeismﬁcntcostshaﬁng,
operative in many States. As permitted by statute, 15 States require
deductibles, coinsurance, or copayments for optional services to the
categorically needy or for all services to the medically needy. Evidence
available to the Panel strongly suggests that these policies present an
economic barrier to carc for the poorest participants. At the same time,
they increase administrative costs substantially and generally do not
reduce inappropriate service utilization.'?
 The shortage of participating providers, especially of those able to
assure the comprehensiveness and continuity of care that " 2 Panel
believes is essential, also limits access to appropriate health care. Private
physicians, particularly obstetricians and family practitioners, often refuse
to accept Medicaid patients because of extensive paperwork, delayed
payment, racial and class prejudice, and particularly because of low
reimbursement. As has been well documented, Medicaid usually reim-
burses private physicians at a rate below that provided by private
insurers.!t

Medicaid reimbursement policies pose special problems for health
maintenance izations (HMOs) and for clinics, including hospital

ient departments, Community Health Centers, maternal and infant
care projects, public health departments, and crippled children’s service
Most States have not established capitation reimbursement for
health maintenance organizations and many do not provide coverage for
clinic services. As a result, they often exclude important providers of

~hensive care. Further, if HMOs and clinics are reimbursed for fee-
for-secrvice physician care, they usually receive an amount considerably
below their cost.

Care rendered by nonphysician personnel, such as nurse practitioners
and nurse midwives, is not covered at all in most States, even when it is
provided in a clinic or HMO setting. Reimbursement for psychiatric social
workers and clinical psycholcgists providing mental health treatment

’MWBMS&&MWMWPL%IQWRMf«

R semer, M. ~“Co-payments for Ambuilatory Care: Penny-Wise and Pound-Foolish,™ Medical Care 13:
457, Junc 1975.

1 Comptroller General of the United States, General Accounting Office. Better Management and More
Resources Needed to Strengthen Federal Efforts to Improve Pregnancy Outcome: Report to Congress.
‘Washington, D.C.: U.S. Government Printing Office, 1980.
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services in a Community Mental Health Center or other organized care
setting is even rarer. The cffect of these policies is to force health care
institutions cither to forego Medicaid payment for these services, or to
obtain payment by billing for reimbursement as a physician visit.

The Panel believes that in addition to the restrictive eligibility, benefit,
and provider reimbursement policies adopted by the States, insufficient
administrative capacity has limited the success of Medicaid and especially
the EPSDT program. State Medicaid agencies generally received EPSDT
with confusion and even disinterest. Many were inexperienced in assuring
the availability and quality of heailth care services, and most were totally
unaccustomed to seeking out beneficiaries and assisting them in arranging
for the delivery of services. )

In many cases, State agencies have not done enough to overcome these
initial administrative problems and have not adequately assumed respon-
sibility for assuring that the goals of the EPSDT program are achieved.
Nationally, only a small percentage of the children eligible for EPSDT
have been screened because most States have not been aggressive in
providing outreach, especially community-based outreach and other
methods known to be effective. Also, a large number of the screenings that
children do receive are incomplete, primarily because most States have
failed to ensure that cven the required screening package is provided. In
addition, many of the medical problems identified through screening
procedures are not treated because States have failed to provide the
necessary followup.!2

State administering agencies generally have not taken measures to
assure the availability and appropriateness of EPSDT providers. Commu-
nity health centers and other comprehensive care providers frequently are
overiooked when States enter into EPSDT provider agreements. More-
over, several States use EPSDT providers, such as public health depart-
ment clinics, which are not always effective in linking children with
ongoing sources of primary care. States also have not assured that enocugh
medical specialists to treat problems detected through screenings are
participating in Medicaid.

The record of the Federal Government in administering EPSDT has
also been poor. From the outset, program regulations have been slow to
emerge from the Department. The first set of regulations to implement
EPSDT was issued by DHEW in late 1971, after a 4-year delay,!? and did
not take effect until 1973. Although regulations establishing a mandatory
screening package have been issued recently, Federal guidelines for
assuring the quahty of these services still are insufficient. The regulations
require a hearing examination, for example, but provide no guidance
regarding the scope of the examination.'4 Furthermore, until very recently,

P hildren’s Defense Fund. EPSDT: Docs It Spell Health Care for Poor Children? Washington, D.C.:
Washingtos: Research Project, Inc.. 1977, p. 31. \ .

%mmwmm«mmwmemmdamw
Welfare Rigits Organization v. Richardson, brought on behalf of Medicaid beneficiaries.
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rather that it shouid require that standards established by recognired authoritics, such as the American
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PLAN OF ACTION

Based on its analysis of the current Medicaid program, the Panel calls
for changes that it belicves will establish a more equitable and effective
health program for low-income children and pregnant women—one which
wmamcﬁnandalacm'bﬂitytohigh-quaﬁty,comprehensivecare

ting the Panel’s recommendations will require maj-r statutory
revisions as well as modifications in regulatory policy and expansion of
administrative efforts. At the time of this writing, many of the statutory
proposals_advocated by the Panel are contained in legislation before
Congress.!® Many oftheseproposalsaresimi]artoitsownand,tothe
extent that they are, the Panel fully endorses them.

Creating Uniform Eligibility

Central to a new legislative basis for Medicaid are changes in the
policies governing eligibility. The Panel concludes that Federal law must
assureMedicaidcligibilitytoa]lcbildrenuptotheageoi'ISandtoall
pregnant women whose adjusted family income is at or below the
federally established nationa. poverty income standard.!” In addition,
since a significant number of States presently include individuals with
family incomes above the poverty level in their medically needy programs,
the law should prohibit States from eliminating or in any way reducing
benefits to current Medicaid recipients. The law also should mandate
eligibility for children who are inmates of public institutions, providing

l’Se&fammple.Rds.J.aaLAnmtdchnﬁdiqdmemdmandm
for:bcEPSDTn-ogm:AMeueulmdon.Emm.: Nocthwestern University, Ceater for
HulthSavinaudPolicyRmch.lw.
16y S. Scoate 1mcmndmwmalm; U.S. House of Representatives 4962, Child
Health Assurance Act of 1979.
“Mﬁethnedtﬁswﬁﬁn&thenaﬁonﬂpovmykvdmbymewamwmﬂm
pu'yarfotafunilyoffmr.
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they were eligible prior to entering the facility. To minimize disruption in
care, eligibility for children and pregnant women should be retained for 1
Yyear following a completed health assessment, regardless of changes in
mcome.

The Panel recommends further that existing provisions which serve to
restrict participation by current or potential beneficiaries be eliminated.
States, for example, should no longer be able to impose intent of residency
or other requirements that would effectively exclude individuals otherwise

eligible for Medicaid from receiving benefits in any State.

Assuring Coverage for Essential Services

In order to assure coverage of all services essential to the health care of
children and pregnant women, the Panel recommends that States be
statutorily mandated to provide coverage for the following services in
addition to those already required.

For Children:

e comprchensive child health assessmen s, including health history,
general physical examination, developmental assessment, nutri-
tional assessment, and all appropriate laboratory tests and X-rays

e immunizations
diagnosis and treatment of vision and hearing problems
e routine dental care, including preventive, restorative, and emer-
gency services and noncosmetic orthodontia
prescription drugs, eyeglasses, hearing aids, and prosthetic devices
physical, speech and occupational therapy
mental health services, including outpatient therapy, day treat-
ment, residential treatment, and emergency inpatient services

e residential treatment services for the mentally retarded

e chlinic services
For Pregnant Women:

e comprechensive prenatal health assessments, including hkealth
history, physical examinations, appropriate laboraiory tests, and
screening and counseling for nutritional inadequacy, substance
abuse, and other behavior patterns harmful to fetal development
services to manage high-risk pregnancies
regular prenatal examinations
prescription drugs
preventive, restorative, and emergency dental services
mental health services, including outpatient therapy, day treat-
ment, and emergency inpatient services
pregnancy-related hospital admissions
labor and delivery care and services
clinic services
postpartum examinaticns including, as appropriate and desired by

the beneficiary, family planning services

Although several of these services—particularly the child health
assessments, mmmunizations, and certain visual, hearing, and dental
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services—are currently required by regulation, the Panel belicves that
coverage for the full component of essential preventive, diagnostic, and
treatment services should be guaranteed and protected by congressional
mandate.

duration or scope, provided they are medically aecessary. It also should
prohibit the establishment of patient cost sharing requirements. To clarify
the use of Medicaid funds as first dollar coverage, the legislation should
specify that any Medicaid—covered health service provided to a handi-
ca child as part of an Individualized Education Program under P.L.
94— 142 must be reimbursable.

Encouraging Provider Participation
The Panel also proposes legislative amendments to encourage participa-

tion of all appropriate health care providers, including several provisions
which would place requirements On the States. First, the Panel urges that
States be required to reimburse all qualified child heaith care providers
who agree to perform comprehensive child health assessments, provide
immunizations, and make all reasonable referral and followup arrange-
ments to assure the provision of indicated diagnostic and treatment
services. States also should be required o reimburse all qualified providers
of comprehensive prenatal, maternity, and postnatal care. Among the
kinds of providers that should be eligible to provide both types of services
are private physicians, public health departments, Community Health
Centers, HMOs, and hospital outpatient departments.

Second, the Panel recommends that States be required to reimburse all
qualified providers of diagnostic and treatment services covered by
Medicaid. Such providers should include, among others, Community
Ee~:Ith Centers, Community Mental Health Centers, crippled children’s
clii cs, and private medical and dental specialists.

‘Third, the Panel recommends that services provided by nurse practi-
tioners, nurse midwives, physicians assistants, medical and psychiatric
social workers, clinical psychologists, and other qualified health profes-
sionals be reimbursed when delivered in an organized health or mental
health care setting. The Panel has decided not to recommend that these
services be reimbursed under a direct billing arrangement because it
believes alternatives to fee-for-service reimbursement should be developed
and is opposed, therefore, to any significant expansion of fee-for-service
reimbursement.

Other recommendations for expanding provider participation would
establish legislative directives to the Secretary of Health and Human
Services. The Panel believes that Congress should require the Secretary to
establish minimum allowable reimbursement rates for ambulatory care
provides by individual practitioners and clinics. These rztes should be
sufficient to assure an adequate supply of ambulatory care providers to
meet the needs of children and pregnant women and, as appropriate,
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" shouild be set at an amount not less than 80 percent of the Medicare rate

for comparable services.!®

In addition, financial incentives to promote continuity of care should be
authorized by Congress and implemented by the Secretary. These should
include reimbursement to cover referral, followup, and reporting costs
incurred by participating providers. They also should include capitation
psyments for continuing care providers, that is, providers who agree to
deliver basic primary and preventive care on an ongoing basis to specific
children or pregnant women with their consent. Providers participating
under this contractual arrangement should be required to be reasonably
accessible to patients at all times and to assume responsibility for the
management of the patient’s comprehensive health and medical care
needs, including che arrangement of all necessary diagnostic and treat-

ment services.

Financing State Programs

Also recommended by the Panel are major revisions in the statutory
provisions governing Federal financial participation. In essence, the Panel
is advocating a restructuring of Federal matching requirements to
encourage and reward improvements in State Medicaid

The Panel proposes that the Federal matching rate for ambulatory
services to all Medicaid-eligible children and pregnant women be
increased by adding up to 25 percentage points to the States’ current
matching rate, up to a maximum of 90 percemt, varied according to
performance criteria to be set by regulation. Within these limits, greater
weight should be given for children and pregnant women enrolled with a
continuing care grovida. In addition, the Federal matching rate for
outreach services™ should be increased to 75 percent. This rate should be
provided to States regardless of whether the service is performed by a
community-based, private nonprofit agency or by a public agency. What
is important, the Panel believes, is that the agency involve low-income
people, familiar with neighborhood institutions and networks, as outreach
workers. Special training in the requirements of Medicaid and in the
medical and health resources of the community is essential. However,
supervision by skilled medical personnel is not always necessary, and
should be eliminated as a legislative requirement for receiving the special
Federal match for outreach services.

To receive these higher matching rates for any service—ambulatory,
referral, or outreach—States should be required to maintain current
financing levels and program requirements. Provision also should be made
for States that do even better than the mandated reasonable performance

intent of the Panel is to assure that payment levels i) alf States meoet a remsonable minimum standard.
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leveLhmhinﬁmces,inmintheFedaﬂshmofadminismﬁve
costs, up to 25 percentage points, should be permitted.

lmp'ovinnggnmAdminhlraﬁon

Finally, the Panel recommends that the Secretary be mandated to
promulgate all regulations and pursue all administrative actions necessary
to assure full implementation of this revised Medicaid program for
childrenandpregnantwomen.lnpanicula:,thePanelproposwthatthe
Secretary be directed to issue regulations addressing standard-setting,
State plan requircments, and altemative approaches to fee-for-service
reimbursement.

New Reguiations

Regulations establishing standards for the Medicaid and EPSDT
programs should specify the minimum package of preventive, diagnostic,
and treatment services to which children and pregnant women are
enﬁﬁed.ncyshouldsetoutti;eappropﬁatescopeor&enﬁalcompo-
nents of these services and should prescribe mirimum Federal require-
ments for an acceptable periodicity schedule for the delivery of these
services.

In order to promote consistent standards among the various Federal
progrmprovidinghealthsuvicestochﬂdrenandpregnantwomen,the
Panel believes it critical that these regulations be developed by HCFA in
conjunction with other Federal agencies administering health
for children and pregnant women, in particular the National Institute of
Mental Health, the Federal administering WIC, and the Federal
agency inistering Title V.20 HCFA currently is working with PHS to
develop mutually acceptable periodicity requirements, but much addition-
al collaboration is needed. Standards for the nutritional component of the
child health assessment, for example, should be consistent with the WIC
(the Special Supplemental Food Program for Women, Infants, and
Children) nutritional risk assessment so that a single procedure would
fulfill the requirements of both programs.

State Medicaid agencies should, in turn, be charged by these regulations
with developing a more specific set of service standards responsive to State
and local conditions. Like the federally established standards, State
service standards should be developed in cooperation with other agencies

inistering MCH programs, particularly the State Title V, WIC, and
mental health service agencies. Reimbursement mechanisms and other
State policics should be established to assure that standards are met and
are uniform among programs. All State Medicaid agencies should be
required to develop monitoring plans and to identify appropriate State or
local organizations to assume responsibility for their implementation.




Federal regulations concerning provider participation should follow a
similar approach. They should set forth minimum requirements that a
provider must meet in order to be certified as a general Medicaid provider,
an EPSDT provider, or a continuing care provider. Such requirements
should mandate, for example, that child heaith assessment providers have
written agreements with providers of certain diagnostic and treatment
services. Within this framework, States should be directed to develop more
detailed provider standards, drawing upon the expertise of the appropriate
State agencies and professional associations.

Additionally, of course, State performance standards or requirements
should be prescribed by Federal regulation. These requirements should
establish minimum performance levels in outreach, assessment, and
treatment services to Medicaid-eligible children and pregnant women.

The State Medicaid plan, in the Panel’s view, is a mechanism that can
be used to effect significant program improvements. Regulatory policy
prescribing the content of State plans must, therefore, be structured for
this purpose. The Panel recommends that current regulatory requirements
be expanded to specify that, as a condition of approval, each State Plan

must contain:
e a description of provider availability in the State and a detailed

strategy for overcoming shortages
e a specific strategy for bringing continuing care providers into the

program

e a plan for providing outreach and eliminating obstacles to
eligibility certification

e a strategy for resolving transportation, child care and other
barriers to receiving needed services

e the service and provider standards adopted by the State

e a plan for monitoring and assuring the quality of care

State Medicaid plans should be reviewed critically by the Secretary and
should not be approved unless they reflect adequate measures, in the
Secretary’s opinion, to achieve Federal Medicaid objectives. If a State
plan is found to be deficient, members of the HCFA staff should enter
into negotiations with the State agency to work jointly on the development
and implementation of a more effective plan.

Regulations also should instruct State agencies to pursue prepayment
contracts in addition to capitation payment for continuing care providers.
Prepayment contracts should be used for the provision of EPSDT services
where this type of financing ensures a more effective and efficient means
of delivering a particular service. There are two types of situations in
which prepayment for a health or medical service should be authorized.
The first is where a discrete preventive service, which usually is not part of
primary care provided in a physician’s office, can be delivered quickly to
large numbers of children at a single site. Preventive dental services,
hearing examinations, and visual testing provided in the schools, for
example, would meet these requirements. The second situation is when a
provider agrees to accept a certain number of referrals over the course of a
year or other specified time period. Under this type of arrangement, a
therapist might provide group counseling sessions for emotionally dis-
turbed teenagers, or an orthodontist might furnish braces to an agreed-
53
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upon number of children. States should be required to consider both types
of prepayment CONtracts as a means of both assuring accessibility to

tive and other essential services and of reducing service costs. The
Panel belicves that States will be able to pay lesson a negotiated group
rate than they would if providers were t¢ bill for each patient on a fee-for-
service basis.

Additionally, States should be directed to enter into prepayment
contracts, whenever possible, for the delivery of outreach services. For this
type of service the prepayment contract should operate much like a grant,
and it might be appropriate for the State agency to issue a public request
for proposals and also to solicit applications from specific community
agencies already involved in successful outreach efforts.

Other Administrative Actions

Beyond promulgating regulations, the Panel belicves that other steps are
pecessary to improve the inistration of the Medicaid program. For
one, the Panel recommends that HCFA undertake an active review and
monitoring of State programs. Monitoring would be especially necessary
to determine whether States were meeting new performance requirements
and warranted the proposed increased Federal match. For another, the
Panel suggests that demonstration project and research funds be used to
develop knowledge about attracting and reimbursing continuing care
providers, effective delivery of outreach, and appropnate followup and

ing systems.

Finally, the Panel believes there is need for a considerable expansion of
technical assistance to the States, particu.larly concerning outreach,
followup, provider participation, and data collection responsibilities.
HCFA should, for example, move quickly to institute the new Medicaid

about Medicaid beneficiaries and the ser-.~. they receive. States
undoubtedly will require assistance in deve! | ing the management
capability to meet these new requirements.
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CHAPTER 4

WIC: THE SPECIAL
SUPPLEMENTAL FOOD
PROGRAM FOR WOMEN,
INFANTS, AND CHILDREN

MAJOR RECOMMENDATIONS

omu,wwwwmforthemc
program to enable more eligible women, infants, and children to

receive WIC benefits.
e Establish planmi N . i ice deli -
ments to assure the availa oleC-reqmredhealthm

® Require States to set income and nutritional risk eligibility
standards for the WIC program that will target WIC benefits to all
infants, children, and pregnant, postpartum, and lactating women
in financial and nutritional need. _

o Implement outreach and other activities to increase access to WIC

program bevnefits. ‘
o Expand Federal and State momitoring and technical assistance

efforts to ensure that the program is located in areas of

need and that WIC sponsors meet all food distribution and

nutrition education requirements and provide access to needed

bhealth services.

PROGRAM DESCRIPTION
AND ACCOMPLISHMENTS

In response to growing evidence linking nutritional inadequacy to
mental and physical defects and increasing knowledge that proper
nutrition contributes to better health, Congress, in 1972, enacted the
Special Suppiemental Food Program for Women, Infants, and Children!

Mide €2 US.C. Sect. 1796 (1976 & Supp. I1 1978).
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(mown geaerally 2s the WIC program) as an amendment to the Child
Yutrition Act of 1966. Under its present structurs, WIC provides
nutritious food and nutrition education to low-izcome pregnant, postpar-
tum, and lactating women, infants, and children to the age of 5 who are
determined to be at a special nutritional risk. Participation in other food
programs does not preclude participation in WIC2?

The congressional purpose in cracting the WIC program was clearly
both preventive and therapeutic. Unlike other supplemental food pre-

WIC was designed to establish a new, special relationship between
nutrition and health care services. The legislation states that the program
i< to “...serve as an adjunct to good health care, during critical times of
growth aad development....” In an attempt to accomplish this goal,
Federal regulations mandate that local agencies may qualify as WIC

rs only ifthcycanmakchealthwcservio&savaﬂabletoWIC
errtollees. These statutory and regulatory provisions make WIC the first
foud assistance program to tie eligibility to nutritional need and to require
access to the provision of health care services.

Eligibility in the WIC program is based upon two criteria: nutritional
risk and income. The statute defines “nutritional risk” to include four
categories of people, ranging from those with documented nutritionally
related medic: | conditions to individuals with dietary deficiencies that
impair or endang-r health. The determination of an applicant’s nutritional
status must be : ade by a physician or other competent professional
authority. The law states that the income requirement can be fulfilled only
by persons who meet the income standards prescribed for free and

~ zéeduced-price school meals under the National School Lunch Act. Once

an applicant has been accepted into the program, periodic recertification
is required to a.sure that he or she continues to meet both the nutriion
and income eligibility criteria.

The W _ program consists of two services provided to participants at
no cost. The first, of course, is food distribution. The Department of
Agriculture (USDA) has anthorized several food packages, each of which
must be prescribed under professional guidance to reflect individual
nutritional needs. Food packages are made available to participants
through vouchers, by direct di jbution, or by home delivery. The

>s second service is nutrition education. Federal regulations
require that nutrition education activities emphasize the relationship
between proper nutrition and good health, and assist WIC participants to

- achieve positive changes in their ecating habits. In addition, the regulations

specify that State agencies must employ at least one professionally trained
nutitionist or dietician to be responsible for planning and implementing
nutrition education activities throughout the State, and for ensuring that
local sgencies properly carry out the program’s nutrition education
service. :

WIC also provides access to health services for its participants. As

defined by Federal regulations, these services include ongoing, routinc

%ﬂMhMWWmem&mwm
wwf«mafmmmwﬁmmmmumm.
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obstetric care, incluaing examination of women during the prenatal and
postpartum periods, and pediatric care of infants and children. The WIC
legislation does not require WIC participants to receive such services, but
regulatons dictate tha: local agencies must assure the availability of
health services to WIC beneficiaries. Indeed, no agency can pe authorized
as a WIC sponsor unless it can provide these services either directly or by
referral.

WIC is administered federally by the Food and Nutrition Service (FINS)
of the Department of Agriculture. Within FNS, the Supplemental Food
Programs Division and the regional offices are responsible for program
administration. At the State level, WIC is administered by health agencies
in the 50 States, the District of Columbia, Puerto Rico, and the Virgin
Islands, and by 29 Indian Tribal Councils that function like State
agencies.

Federal regulations state that local WIC programs may be administered
by any health, welfare, or private nonpr : agency meeting the statutory
requirements, but preference must be given to public or private nonprofit
health clinics. In practice, the overwhelming majority of authorized
agencies-—6,585—are health clinics, but 1,280 are welfare programs and
community action program (CAP) agencies which subcontract the
provision of health services.

FNS allocates funds to State agencies based on formulas developed by
the Secretary of Agriculture. The formula for distributing the food grant is
designed to reflect a combination of relative infant mortality rates and
percentages of infants and children under age 5 who fall at or below 200
percent of the federally defined poverty level. A separate formula for the
- administrative grant is based on the amount the State is allocated for its
food grant, the incidence of rural births in the State, and the salary levels
of State and local employees. Receipt of these grants is conditioned upon
an approved State plan.

States, in turn, are statutorily required to distribute Federal funds in
accordance with an affirmative action plan that places WIC services in
areas that have greatest need. In FY 1980, WIC funds apportioned to local
agencies served approximately 2.1 million people.

Despite carly frustrations caused by the impoundment of funds and a
lack of aggressive almimstration, as “well as the necessity for litigation,
WIC enjoys the overwhelming support of Congress, health providers, and
nutrition advocates. Their enthusiasm is best illustrated by the dramatic
rise in funding throughout the program’s history. Congress first authorized
WIC as a 2-year pilot program with a zotal appropriation of $40 million
for 1973 and 1974. In 1975, when the program had finally gained a
foothold and was serving some 500,000 people, Congress reauthorized it
for another 3 years, increasing the annual budget ceiling to $250 million.
Congress extended the program again in 1978 and provided for annual
budget increases. The FY 1980 budget was $758 million; the projected
appropriation for FY 1981 is $900 million. -

The Panel believes that the WIC program has been successful in
providing food and making health services available to those in necesi. A

series of preliminary reports appears to substantiate this view Iiresrate
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some methodological problems, these studies also scem to indicate that
WIC is helping tc prevent health problems and to improve the health
status of iis participants.

For example, an inital study sponsored by the Unriversity of North
Carolina School of Public Health? cites evidence of a positive correlation
between food and health services made available through WIC, and
improvements in nutrition and health status. For infants and children,
icipation was associated with an acceleration of growth in weight and
height, an incrzase in mean hemoglobin values, and a reduction in the
prevalence of apemia. For women, participation was associated wiwi an
increased weight gain during preg.ancy, an increase in the birth weight of
their babies., an increase ‘u mean hemoglobin c¢nicentrations, and a
decrease in the prevaleice of anemia. A major nutnuon surveillance study
completed by the Center for Disease Control in 1977 relates simmlar
findings.*

Recent studies tend to corroborate these positive conclusions. A 1979
study conducted at the Harvard School of Public Health® in four
Massachusetts WIC clinics, for example, found that the incidence of low
birth weight among infants whose mothers participated in the program
during the prenatal period was markedly less than among infants whose
mothers, although ecligible, did not participate. This reduction in the
number of low-birth-weight infants produced an additional benefit: a
decrease in costs associated with hospitalization. Each dollar spent in the
prenatal components of the WIC program reswted in a $3 reduction in
hospitalization costs. This was due to the fact that the number of low-
birth-weight infants who had required hospitalization was significantly
lower for those whose mothers participated in WIC than those whose
mothers did not.

Further evidence supports the Panel’s belief that WIC acts as an
adjunct to good health care during critical stages of growth and
development, drawing infants, children, and pregnant women into the
health care system and promoting the utilization of essential health
services. A study sponsored by USDA and conducted by the Urban
Institute in 1976° indicates that WIC participation increases the use of
health care services. It brings women into health clinics for easlier and
more frequent prenatal visits and it increases the number of well-child
clinic visits. The Panel is convinced that, by making essential health care
services available, WIC is having a beneficial impact upon the health
status of the women, infants, and children the program serves.

3 Endcgicn. 1. C. et al. Medical Evaluation of the Supplemental Food Program for Women, Infants, and
Children. Chapel Hill: UniversityofNorthCarolim.Sd:oolofPublichlth. 1976.

4U.S. Department of Agriculture, Food and Nutrivon Service. CDC Analysis of Nutritional Indices for
Selected WIC Participants, Prepared under contract with ite U.S. Department of Health, Education, and



BASIS FOR RECOMMENDATIONS

Despite the WIC program’s substantial accomplishments in the past
several years, the Panel recognizes that it has not yet reached its fuls
potential.

. As presently structured, 'WIC is not available to a significant percentage

of those who need it. About 9.1 million women, infants, and children’ are
financially eligible for WIC benefits, but only 2.1 million are now served
by the program. While eligibility is also dependent upon nutritional risk,
the high correlation between poverty and lowered nutritional status would
suggest that many people who qualify by income criteria probably also
have nutritional needs for WIC henefits.

Recent USDA figures also indicate the inadequacy of coverage
geographically. Currently, 730 of the Nation’s 3,042 ccunties remain
without WIC programs. Almost 200 cligible health clinics have petitioned
for WIC sponsorship, but potential clients continue to go unserved while
these clinics await action on their applications.

The Panel attributes these gaps in coverage to two overriding problems.
The first is an absence of health resources needed to fulfill the heaith
services requirement of the WIC legislation. A WIC spcusor must be able
to provide health care services to its enrollees cither directly or through
referral in order to qualify for funds. But many areas without a WIC
program probably are classified as “medically underserved™ by the

ent of Health and Human Services and thus may not be able to
comply with the health services standard.

Even where health services are available, potential WIC sponsors may
be disregarded. In some areas, State health agencies fund only district or
local health departments, ignoring other health or community agencies
that could become WIC sponsors. Community Health Centers, for
example, are often overlooked by administering health agencies. Current
figures indicate that more than 30 percen: of the Nations Community
Health Centers do not provide WIC services cither directly or by referral.

The second problem is the present level of fu:iding. Many areas have
gone without WIC programs—even where health care services are
available—because of inadequate funding. In addition, a significant
number of WIC sponsors are unable to provide services to all who qualify.
Indeed, more than half of all WIC programs have recently requested
additional funds to meet the needs of their enrollees. These include 50,000
women, infants, and children whose names will remain on waitiag lists,
ranked according to medical priority, until supplementary funds become
available. The Panel is concerned that the net effect of insufficient funding
is to diminish WIC’s preventive role and to move toward a restructuring of
WIC as a therapeutic program. The Pane! believes that this trend should
not continue if WIC is to reach its tu'l votential and remain the unique
supplementary food program that Congress 1.i2nded it to be.

7Fig|mprovidedbyUSDA.whichbuuiuatimteonLhenumberofminﬁnn.andchﬂdm
whose family income is 200 percent below the Federal poverty level.
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Even where WIC clinics provide adequate scr\‘;‘\c&s. not all the infants,
children, and pregnant, postpartum, and lactating women who need them
take advantage of the programs’ benecfits. One reason for this is the
inability of some WIC sponsors to recruit a significant proportion of
potential WIC recipients. Just as important, however, ~re the problems of
client access—particularly lack of tramsporiation, insufficient time or
money to travel to the clinic, the absence or the expense of child care, and
inconvenient clinic hours. Local programs may aggravate these problems
by instituting burdensome administrative ~rocedures. For example, it is
not unusual for a WIC clinic to require :is participants to visit the clinic
once z month. Although necessary iz some instances for appropriate
followup, this rule frequently results ir missed work and school time for
some bezeficiaries because the vast majority of clinics are open only
during weekdays. Moreover, once participants azrrive at the agency, they
often must wait more than an hour before receiving their food packages or
vouchers. While progress has been made in resolving these problems, such
difficulties still discourage some potential clients from enrolling in the
program and cause others to drop out.

One other issue has a tremendous impact on WIC's accessibility to
potential participants. USDA has not yet issued a final regulation to
implement the 1978 legislative amendment mandating that WIC income
eligibility requirements satisfy the standards for free and reduced-price
school meals under the National School Lunch Program. Those standards
are set at 125 percent of the poverty level for free meals and at 195 percent
of the poverty level for reduced-price meals. Current regulations merely
specify that recipients must weet an income standard provided or
approved by the State a2gency. These regulations, which in effect permit
WIC sponsors to adopt the same income guidelines used for health clinic
services, lead to serious discrepancies in access to WIC benefits. Local

nsors in three States, for example, use income ceilings below 125
percent of the poverty level. At the other extreme, sponsors in 11 States

..and numerous Indian “State agencies” apply no income standard

whatsoever. The Paael is concerned that in many instances these criteria
serve to exclude or reduce program participation by low-income women,
infants, and children who are nutritionally at risk.

Beyond these fundamental issues of availability and accessibility are
problems relating to the program’s basic operation. A recent report issued
by the General Accounting Office® suggests several factors that appear to
prevent the food distribution service from working optimally. First,
although Federal regulations require that the nutritional risk of each
applicant be determined through a medical or nutritional assessment by a
competent professional authority, some local clinics are not performing
these assessments. Further, the definition of “nutritional risk™ varies from
State to State, resulting in considerable uncertainty and inconsistency in
establishing the nutritional status and eligibility of beneficiaries. Finally,

'Comptroller General of the United States. The Special Suppicmental Food Frogzam for Women,
Infants. and Children (WIC)— How Can it Work Better? Washington., D.C.: General Accounting Office,
1979.
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some local agencies make only minimal attempts to modify food packages
that, based on professional assessments, would. supply the kinds and
quantities of food needed to satisfy special nutridonal requirements. In
soms cases, appropsiate food prescriptions cannot be made because
nutritional assessments have not been performed; in others, WIC staff
members have not received the professional advice they need to tailor a
specific food package to a particular enrollee’s condition.

The Panel is particularly concerned about the food prescription policies
regarding special formulas for infants and children with medically
diagnosednumnonalne.g_is.lnmanysm:axnons,theseffmulasare

‘prescribed. In other cases, special formuias cannot be obtained

because the regulations make no provision for supplying them.

Under current regulations, for example, the WIC prpgram does not offer

formulas to chiidren suffering from inborn errors of metabolism unless

they are commaercially available. While the number of children affected by

this policy is relatively small, the consequences to the child and his or her

are enormous. These formulas may be the only way to compensate

for this kind of deficiency, yet they remain prohibitively expensive and

difficuit to obtain for virtually every family whose child qualifies for WIC
benefits.

Additional problems impede the provision of health care services. Even
wthICmarcsponsoredbyhealthdepa_rtmentsandchnns,somc
enrollees do not receive the heaith services to which they are entitled,
often due to the lack of coordipation between WIC and other maternal
and child health programs. For example, WIC, Title V, and the Early and
Periodic Screening, Diagnosis, and Treatment (EPSDT) program have not

" established a single comprehensive child health assessment which meets

the requirements of each program. As a result, WIC beneficiaries usually
must return to their clinics several times in order to receive the WIC
nutritional assessment, an EPSDT screening, and routine obstetric or
pediatric care. They often must return on other days for treatment
services. This process is enormously inconvenient for participants and,

additionally, wastieful of scarce resources.
The Panel recognizes that other factors also influence whether WIC

participants receive needed health services. A number of local health
departments and other WIC sponsors that provide health services simply
do not have the capacity to serve all participants. In addition, health
services are sometimes offered only at a charge, making cost a barrier to
care for many of the poorest WIC beneficiaries. Those States that do not
provide Medicaid coverage for women who are pregnant for the first time
effectively preclude them from receiving health services they need unless
they can pay clinic charges. Moreover, several clinics fail to make referrals
or to do followups to assure that appropriate routine and specialized care

is furnished.
Also of concern to the Panel is the operation of the nutrition education

component of the program. Despite current regulatory requirements, this
service has pot received the priority it deserves and that Congress

intended. To date, FNS has not given the States enough guidance on the
pwpose and appropriate content of the nutrition education service. The
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guidance that States provide to local sponsors differs greatly, and as a
result, both the quantity and quality of nutrition education furnished by
WIC sponsors vary considerably from program to program.
In addition, two overriding problems affect all components of the WIC
Both monitoring procedures and technical assistance concerning
food distribution, nutrition education, and health care services remain
inadequate. With regard to monitoring, for example, State WIC agencies
need to make greater efforts to assure that local programs comply with
tory requirements and provide services that meet minimum quality
standards. In particular, State agencies should be monitoring vendors who
often allow substitutions for pr ibed foods or overcharge for their
products. Unless measures are taken to incorporate adequate technical
assistance and monitoring procedures into the general program, the Panel
questions whether WIC will reach its optimal effectiveness.

PLAN OF ACTION

In making its specific recommendations regarding WIC, the Panel has
two major goals: first; to extend the availability of WIC benefits to all
those in need; and second, to strengthen the program’s ability to improve
the health status of its participants. To achieve these goals, the Panel
proposes:

e increasing Federal funding for the WIC program
e coordinating WIC program planning and service delivery with the
Title V program and other health programs serving infants,
children, and pregnant women
e targeting WIC beaefits to all infants, children, and pregnant,
postpartuzs. and lactating women in both financial and nutritional
n
e expanding Federal and State monitoring and technical assistance
efforts
With the exception of the recommendation for increased Federal funding,
these recorm.mendations can be carried out through modifications in
current regulatory and administrative policies.

Fuunding for the WIC Program

Changes should start at the Federal level with an increase in
congressional appropriations for the WIC program. The Panel recom-
men.. nat Congress continue its strong financial support of WIC by
allocating to the program an additional $150 million per year for the next
2 years. If inflation and food prices remain at their current levels, such an
increase would mean that the number of people able to participate in the
program during any month in each of the 2 years could be increased by
almost 400,000. The Panel also is recommending increases in appropria-
tions for Title V and other health care programs—increases which it
believes would expand the avaiiability of health services required under
the Federal regulations applicable to WIC. Collectively, these funding

——
'
&



increases would help to bring all WIC benefits to unserved and
underserved areas.

Coordination of Services

To improve coordination between WIC and the Federal programs that
provide and finance heaith services, the Pacel proposes several remedial
measures that touch nearly every administrative aspect of the program.
These proposals are intended to strengthen WIC’s ability to function as an
adjunct to good health care, to simpiify and facilitate joint participation in
WIC, Title V, Medicaid, and EPSDT, and additionally, to reduce
unnecessary duplication of servic>s and administrative costs.

The Panel recommends that USDA, in conjunction with the Federal
agencics administering the Title V and Medicaid programs, promulgate
regulations creating uniform standards and financing policies for all
components of the WIC program intended specifically to affect the health
status of its participants. Minimum Federal standards should be estab-
lisked for the nutritional needs assessment, for food package prescrip-

- tioms—particularly the commercially and noncorwmercially available
“infant formulas, and for furnishing or arranging for the provision of health
care services. In addition, USDA should enter into financing agreements
with the Federal Titde V agency and with HCFA establishing that local
Title V agencies, and other Medicaid certified health agencies serving as
WIC sponsors, will charge the cost of the nutritional needs assessment for
Medicaid-eligible infants and children to EPSDT, and similarly, will
charge Medicaid cr EPSDT for the provision of health services to
Medicaid-eligible women, infants, and children. These agreements should
become the basis for WIC regulations regarding Federal financing policy.

To ensure effective implementation of these health service and
financing policies, USDA regulations must also set out State responsibili-
ties for coordination. State agencies administering WIC should be
required, for example, to adopt the State Title V standards and procedures
both for nutritional needs assessments and for providing or assuring the
availability of obstetric and pediatric services. In addition, WIC agencies
should seek the advice and guidance of the Title V staff in setting
standards and procedures for tailoring food packages to the general
nutritional requirements of the basic categories of WIC clients, and to the
individual nutritional requirements of those beneficiaries with special
needs. And in at least one area—the provision of health services—the
Panel recommends that the separate health department units administer-
mg the WIC and Title V programs be directed to develop and sign a
memorandum of understanding regarding the availability of health care
services for WIC participants. _

Regulations also should require State agencies admiristering WIC to
develop an accounting procedure for the nutritional needs assessment that
is compatible with those of the State Title V and Medicaid azeucies. This
accounting mechanism might be based on the staff time apportioned to
each program or the ratio of participants eligible for the different
programs. Assuming that uniform service standards are in place, it then
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would be possible for WIC sponsors 0 use Medicaid as first-doilar
coverage for nutritional risk assessments as well as for health care services.

An additional proposal for improving coordination is to mandate that
State agencies establish new WIC programs and enlarge existing ones
according to an approved State plan for maternal and child health
services, provided that the plan meets WIC’s statutory and regulatory
affirmative actior mandates. The Panel strongly recommends that this
plan be developed by the State Titie V agency’ with the approval of the
State WIC agency. Integrating the planning processes for health and
putritional services will assure the development of high quality WIC and
health care services in areas of greatest nced, and will promote regional
arrangements in underszived areas.

The Panel also proposes that the WIC State agencies perform two
additional, interdependent functions that will further improve the health-
related components of the WIC program: . irst, State agencies should
monitor on a quarterly basis all WIC sponsors to determine whether they
are in compliance with Federal and State requirements for screening, food
package prescriptions and prices, ard health services availability; and
second, State agencies should provide technical assistance, as necessary, to
bring deficient programs in conformity with appropriate standards and
policies.

Additional Recommendations

Beyond initiatives aimed at achieving greater coordination and cooper-
ation among the various health-related programs and between the State
and local agencies that administer them, USDA must take several other
steps in an attempt to expand and strengthen the WIC program. Foremost
among these should be regulatory revisions that would target . WIC
benefits to all people in eligible categories who need WIC’s services.

National Income Eligibility Stxudard

The establishment by regulatioz of a nationwide income chgibility
standard for participation in the WIC program should be a top priority.
The Panel recommends that States be required to fix the incorae standard
between 125 percent and 195 percent of the federally defined poverty
level.l0 Such a standard will ensure that WIC benefits are targeted at
women, infants, and children from low- and moderate-income families. At
the same time, it still will permit each State to exercise some flexibility in
selecting a specific standard to apply.

hwsrmmfm&mm;wﬁﬁadmwcﬁ&Vagmdam
described in detail in chapter 2 of this volume.

107 his is the same standard the Panel is recommending for States that elect to set income ligibility
aiﬁpfaﬁﬁvwmmmmwmmwmﬁwmwm
wizick. the Panel belicves should be availablc at 0o charge.
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Selection of WIC Sponsors

USDA also should promulgate regulations that will help ensure that
health care services are available to all WIC participants. Under such
regulations, States should be required to obtain from each applicant
agency a detailed analysis of its capacity to make health care services
available to all WIC beneficiaries, either directly or through contractual
agreements. To do this, theagenasmayhavetoseekoutservwesmthe
private sector, including practicing physicians, health maintenance organi-
zations (HMOs), hospital outpatient departments, and nurse practitioner
clinics. This process may also involve the evolution of more creative
arrangements, such as the use of a list of private physicians who, on a
rotating basis, are willing to provide health care services. State Title V
staff members should be required to assist applicant agencies in
identifying these resources.

The Panel believes that it is imperative that States give equal and
unbiased consideration to all agencies seeking WIC sponsorship—not just
health clinics—that are capable of meeting WI(™s requirements. Addition~
ally, in some instances, candidxtes should be considered even if they are
unable to comply with all the health service requirements outlined here.
For applicants from medically underserved areas, a‘'temporary waiver of
the health service requirement sbould be permitted so that WIC
nutritional benefits can be made available. Such a waiver, however, would
have to be approved at the State levei and explained fully in the State
pian. In any event, no applicant should be without a final means for
redress; thus, the Panel maintains that all petitoners denied WIC
sponsorship should bave the right to appeal at the Federal agency level.

Prograzn Moeitoring, Enforcement, and Techmical Assistance

At the Federal level, greater attention should be given to WIC's
monitoring activities in order to achieve the Panel’s twin goals of
ing and enhancing the program. FNS should increase its oversight
to assure that States award program funds according to an approved
affirmative action plan, develop nutrition education programs that can be
implemented locally, and ensure that WIC sponsors make health services
available and meet all program requirements. In keepmng with the Panel’s
desire to coordinate all health-related services, these efforts should be
made in cooperation with other agencies, including the Federal agency
administering the Title V program.

FNS also should be more aggressive in using its enforcement powers.
Statutorily authorized sanctions shonld be applied to State WIC agencies
that do not comply with all USDA program requirements. Unless such
penalties are imposed, the Panel believes that agencies will have little, if
any, incentive to meet Federal standards and guidelines.

Finally, the Panel’s plan for implementation calls for improvements in
FNS technical assistance policies. WIC evaluations, along with other
research findings, should be disseminated to State and local program
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directors. Private physicians also should be kept informed about the
progm’sacﬁviﬁ&&Onahroadalevel,FNSshouldjoinwiththeFederal
T&Vagmqhdevﬂopingnuhiﬁonedncaﬁonmualsandaddiﬁonal
resource materials as well as conducting WIC personnel training pro-
grams.
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CHAPTER 5

P.L. 24-142:
THE EDUCATION FOR
ALL, HANDICAPPED
CHILDREN ACT

MAJOR RECOMMENDATIONS
o Clarify Federal policy regarding the children covered by the law

and the services they are to receive.
e Require that existing health and meatal health agercies and
professionals, both public and private, be used to the maximum
extent possible in mmplementing the P.L. 94-142 mandates to
loczte, identify, and evaluate children with handicapping condi-
tions, and to deliver required health and mental health services.

e Assure that in-service training in the special needs of the
hand:apped:smadeavaﬂabletoeﬁucahonandh&lthpmncl
mvoived in identifying children with handicapping conditions,
znd in developing and implementing individualized education
programs for those children. ‘

e Expand Federal and State monitoring, techmical assistance, and
enforcement activities to ensure full compliance with the law.

e Assure that individualized education programs are based on
appropriate physical and mental heaith information and
and that the confidentiality of health znd education records is
maintained.

e Bring Federal appropriations for P.L. 94-142 up to the authorized

el.

FROGRAM DESCRIPTION
AND ACCOMPLISHMENTS

The enactment of Public Law 94-142, the Ecducatioa for A!l Handi-

capped Children Act, in 1575, marked the culmination of a “revolution™
in educational opportunities for handicapped children. The Act was
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passed in response to a growing recognition by the courts of the rights of
handicapped children and the accompanying costs of providing them
needed services.

The legislation modified the provision for State grant assistance under
Part B of the existing Education of the Handicapped Act! to require that
“a free appropriate public education” be made available for all handi-
capped children aged 3-18 by September 1980 and aged 3-21 thereafter.?
The law applies to all handicapped children regardless of the severity of
their disabilities and their families® ability to pay for services.

Covered by the Act are all children who are handicapped and who,
because of their impairments, require special education and related
services. They include children who are mentally retarded, hard of
hearing, deaf, speech impaired, visually handicapped, seriously emotional-
ly disturbed, orthopedically impaired, other health impaired, or multihan-
dicapped, as well as children with specific learning disabilities. For
children falling within any of these categories, States must provide both

e individualized instruction designed to meet the child’s special
needs, and

» related or supportive services necessary for the child to benefit
from the individualized instruction program

Related services include school health services, speech therapy, psycholog-
ical services, physical and occupational therapy, counseling services,
medica]l services for diagnostic or evaluation purposes, and parent
counseling and training. The special education and reiated services are to
be furnishzd in accordance with a written individualized education
program (IEP) developed jointly by parents, teachers, and other appropri-
ate individuals.

To receive a Federal grant under the Act, Siates must comply with the
fonowgng conditions, even if they must increase State and local funding to
do so:

e States must locate, identify, and evaluate svery handicapped child
within their jurisdictions (the “child find” system) and devise
methods for determining which children are not receiving needed
services to which they are entitled.

e Evaluations of handicapped children must be conducted in a
nondiscrimipatcry manner.

e Children must be placed in the least resirictive emvironment
consistent with their special needs.

Mitle 20 U.S.C. Section 14C1 cf seq. (1976 & Supp. I 1978\

2¢Jjnder limited circumstances., States are not vequired to make a free appropriaic public education
available 1o ckildren aged 3-5 and 18-21. Such is the case if (1) State law expressly prohibits or does not
mwwapmdmdwbﬁcfm&wmdemﬁonchWMMmydw
mmwﬂ)&wﬁmtkmtﬁmammw&hwmwaﬁu
public education to bandicapped children in that State.

Mn addition to P.L. 94142, recipients of Federal financia! assistance must comply with Section 504 of
tke Rchabilitation Act of 1973. This section prohibits those receiving Federal funds from discriminating
provides & -dpienuopaaﬁr.gpubﬁcdmmyandsecondnyxhodmmmmthn
each child receives a free appropriate public education. Many of the specific requirements are similar w0
those contained in the regulations implementing P.L. 94-142.
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e Parents must be given fundamental due process rights, includ:ng
an impartial hearing on any matter concerning the evaluation,
placement, or provision of a free appropriate education for their
children.

e States must establish in-service training for general and special

educational, mmstructional, related services, and support personnel.

e States must afford ali services and guarantee all rights to children

in private schools or facilities as well as to those in public schools.

These requirements make P.L. $4-142 unique among Federal education

grant programs: while other programs also have detailed prerequisites on

the use of Federal funds, P.L. 94-142 goes one step further by

guarantecing certain rights to handicapped children and their parents
without regard to the level of Federal spending.

P.L. 94-142 is administered federally by the Office of Special Education
(OSE) within the Office of Special Education and Rechabilitative Services
(OSERS)* in the Department of Education. OSE is responsible for
developing policy for the program, distributing grants to States, and
ensuring that States are properly and efficiently administering P.L. 94—142
fands. In addition to P.L. 94-142, OSE administers programs serving
handicapped children under P.L. 89-313 (education for disadvantaged

children in institutional settings) and coordinates pohcy with
a number of other Federal programs including several Social Security Act
programs: Title V Maternal and Child Health, Title XX Social Services,
and Title XIX Medicaid and EPSDT (Early and Periodic Screening,
Diagnosis, and Treatment).

At the State level, P.L. 94-142 is administered by a State educational
agency (SEA). Although the State is charged with making available a free
appropnatc public education for every handicapped child, the SEA has

overall responsibility for ensuring that P.L. 94-142 is properly implement-

edandadm;mstcred.Congrmwtabhshedthashncofrsponsibihty

“. ..so that the failure to deliver services or the violation of the rights of

children would be squarely the responsibility of one

agency.” The SEA is responsible not only for distributing P.L. 94-142
fands to local educational agencies (LLEAs), but also for isi

educational programs for handicapped children in the State and ensuring

that they are in comphance with SEA education standards.

The LEAs are responsible for designing and providing special education
and related services to handicapped children in accordance with the
requirements set forth in the Act.

ibility for providing funds to satisfy the requirements of P.L.
94--142 is shared among the Federal, State, and local governments. Since
1978, the Federal portion has been determined by a State grant
entitlement formula. This formula is based on the number of handicapped
children aged 3-21 receiving a free public education in a State multiplied
by a percentage of the nationwide average per pupil expenditure. This

‘mum:«mm:amwmamr«m

Handicapped (SEH) was respoasible for administering P.L. 94—142.
"US.SmleR:poﬂNo. 168, 94th Congress, 1st Session, The Education for all Handicapped Children

Act, June 2, 1975.
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percentage was 5 percent in FY 1978 and will increase to 40 percent in FY
1982. Although initiai appropriations kept pace with this formula, recent

;ations have fallen considerably behind. The advance appropria-
tion for FY 1981 is $374.5 million, or only 40 percent cf the total Federal
contribution needed to mect the formula.

Some Federal funds are also available in the form of preschool incentive

_which are generated by double-counting the population of eligible
children agzd 35 years in the State. They differ from the basic grant in
that States maay retain or distribut: incentive grant funds as they desire.
States tend to allocate the moneys as (1) State projcts, (2) project grants
to local educational agencies, or (3) formula grants. In the academic year
1978-79, all States except New Mexico, Arizona, and Wyoming received
preschool grants. which totalled $17.5 million nationwide.

In addition to these Federal funds, States may use any other available
Federal, State, local, and private sources of support to meet the
requirements of P.L. 94-142. Insurers and other third-party payers are not
relieved from any otherwisc valid obligation to supply or pay for health
services provided to a handicapped child.

Early analyses of the program® indicate that a strong beginning has
been made in meeting tiis needs of handicapped children. in 1979, 3.9
million children, approximateiy 75 percent of the Nation’s handicapped
school-age population, were receiving a free appropriate public education.
By comparison, in 1966, before the enactment of any Federal legislation
on behalf of handicapped children, only 1.2 to 1.8 million children were

i served. In the last 2 years alone, 230,000 children have been
identified as needing the services provided through P.L. 94-142. More-
over, there has been a 10 percent increase over the last 3 years in the
number of preschool handicapped children aged 3—5 receiving special
education.

These studies also show that as a result of P.L. 94-142, physical therapy,
occupational therapy, adaptive physical education, and special transporta-
tion have become available at no cost to parents of handicapped children.
In addition, the Act is credited with increasing by 40 percent the number
of previously institutionalized children served by local schools since 1975.

affecting maternal and child health, the Panel notes that on
another front the Act has made progress that merits atteation.

The Federal Government suppcrts nearly 130 different programs for
handicapped citizens, a number of which are relevant to the operation of
P.L. 94-142, including Title V’s Materpal and Child Health and Crippled
Children’s Services (administered under the Bureau of Community Health
Services), the Disabled Children’s Program (administered under the
Bureau of Community Health Services), Medicaid’s Early an.: Periodic
Screening, Diagnosis, and Treaument program (administered by the
Health Care Financing Administration), Intermediate Care Facilities for

1o date. the evaluation of P.L. 94-142 has been extremely limited, in part because the law has boca in
effect only 3 years. A January ereportprep.tedbylhewofEduaﬁonfortheH.ndicapped.a
subsequent update (August 1979). and a 1980 Congressional Research Service report are the major reviews
wﬂabhﬁo&mfommwmp&mm—whobbdngmvd.nwhﬂma.andwimmt
mmmﬁcndevdmﬁonofprognmmisyetavﬁhble.
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the Mentally Retarded (administered by the Health Care Financing
Administration), and Community Mental Health Centers (administered
by the National Institute of Mental Health). In the past, the disparate
nature and detailed regulations of these programs have forced families of

children to wind *-~ir way through a complex maze to
obtain needed services.

P.L. 94-142 has provided t :mpetu. for bringing a semblance of order
into this system. Since the law -+~ =mt, the Departiment of Education’
has undertaken a major effori . vmote interagency coordination. At
the Federal level, major agencies providing services to handicapped
children have agreed to attempt to delineate some specific roles and
responsibilities for each agency. For example, written agreements are
currently in effect between OSERS and the Bureau of Community Health
Services (BCHS), the Health Care Financing Administration (HCFA), the
Rehabilitation Services Administration, the Administration for Public
Services, the Administration for Childrer, Youth, and Families, and the
Bureau of Occupational and Adult Education.

Espeaally important to the delivery of health services is the joint policy
issued by the Bureau of ECucation for the Handicapped (BEH)
and BCHS in 1978, whicl. contains a commitment oy both agencies to
explore «aeas of collaboration among the programs they administer.
Among other things, BEH and BCHS agreed to provide a forum for
reviewing regulations and policies to minimize the duplication of efforts
and gaps in services and to respond to problems identified by States.

The joint policy initiatives between the Office of Education and HCFA
are also critical to the effective and efficient delivery of health services. In
1978-79, these agencies developed several documents designed to increase
coordination between P.L. 94-142 and EPSDT. In a joint policy
statement, they acknowledged the desirability of providing access to
EPSDT services through schools whenever possible and pledged to take
specified actions to accomplish this goal. Moreover, HCFA has issued
raemoranda encouraging Medicaid agency cooperation with State health
and vocational rehabiliration agencies, Title V grantees and other hezalth
care providers, as well :s SEAs.

Impressive as they are, numbers and interagency agreements do not
convev the full import of P.L. 94-142. Availabie cvidence indicates the
‘23 a major beneficial impact on the lives of handicapped

- .
i )

ch: . .: :d their parcnts. Witness, for example, the recent testimony of
oo, - :nnesota parent before the House Commitiee on Education ar 1
Lodor.

When I look back on my experience before the passage of the law, I

bave painful memories of the many struggles associated with
obtaining appropriate educational programming for my son. It was
my perception that I was merely requesting what was his basic right,
but I was made to feel that I was asking for (oo much and my

7In Apvil 1980, the Department of Health, Educaton, and Welfare was divided into two independent
departeentr: the Department of Health and Human Services and the Department «f Education. Prior to
that daic, programs now administered through the Department of Eduv=ation .-esc sdminigte==d through
the OfSce of Education (OE) which was one of the operating compcouents of the Departmnent of Health,

Educa:aon, and Welfare.
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requests were not received kindly. For him it was a question of
mappropriate services, for others it was often a question of no
services at all. ... It was the rare parent who was able to move the
system to provide service for his cr her handicapped child, for most
parents do not know where to go or how to begin.

If it were not for P.L. 94-142, Minnesota would not have the fine
special education statute it has today. Today parents have more
input. Today schools cannot base their decisions regarding handi-
capped children solely upon administrative convenience, and al-
though today Public Law 94-142 may not yet be fully implemented,
at least we have a good beginning.®

The Panel believes that the major accomplishment of P.L. 94-142 has
been the revolutionary change in attitude toward handicapped children.
Undoubtedly, much work remains to be done before this attitudinal
change is transformed into a comprehensive service system to meet ail the
necedds of handicsp; children. But at least in terms of educational
opportunities, ihe framework is now in place to ensure that the<~ children

receive the individualized instruction and related services taey 1=quire.

BASIS FOR RECOMMENDATIONS

Although substantial progress has been made in meeting the needs of
handicapped children, the P.L. 94142 program has not yet lived up to its
full potential. Several gereral problems affect the overall performance of
the program.

The Panel is troubled, for example, by the wide State-to-State variation
in the number of children served in the first full year in which P.L. 94-14"
was in operation. Initial estimates were that approximately 10 percent oi
the children in each State would be identified and served as handicapped.
In practice, however, the percentages range from a low of 5.2 percent to a
high o< 11.5 percent. It is possible, therefore, that States with low
percentages may be missing as many as half of all eligible children.

‘The Panel attributes this uneven level of activity to several factors, two
of which are especially significant. First, States were in different stages of
preparation when P.L. 94-142 was cnacted. Massachusetts, New Jersey,
and Michigan, for example, were prepared for P.L. 94—-142 because they
already had comprehensive education laws of their own in place. At the
other extreme, many States without such programs were forced to
implement P.L. 94-142 with virtually no previous experience Or resources.

Second, the definition and assessment of specific handicaps, especially
learning disabilities and emotional disturbances, tend to vary from State
to State. As a resuit, a child may qualify for education and related services
in one State but not in another. This situation is caused by a lack of
uniform standards and guidelines, which to some extent reflects the

2Goidterg. M. Statemment before the Subce - . e on Select Education of the House Comuy:’ .ie¢ on
Educa“ion and Labor. Oversight oo Educaw - .- All Handicapped Children Act, Part 1, Ociober 11,
1975, p. 1S1.
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imperfect state of the diagnostic art. A better understanding of such
childhood problems as poor selective attention, excessive activity, devel-
opmental delay, and behavior dificulties is needed so that professionals
can more easily reach consensus on which children need help.

Another problem of concern to the Panel is the inadequacy of early
intervention efforts. The goal of providing services to all children with
handicaps from birth to age 21 is explicit in the law, although no specific
deadlines are set. Nevertheless, P.L. 94-142 includes provisions for
developing early identification and early intervention programs in States
as a step towards achieving this goal. These provisions stem from the
current expert conviction that intervention is more ecffective than
remediatiop because it relieves suffering sooner and often eliminates or
reduces secondary consequences for the child and his family.

While a number of impressive model programs have begun to document
substanrdal positive effects of early intervention, the Panel is concerned
tdat 50 few programs are available. P.L. 94-142 is, above all else, an
entitlement program; thus, the situation in which some young children
receive services and others do not is contrary to the intent of the law.

The problem of mi ifying specific individuals or whole groups of
children also disturbs the Panel. Current figures indicate, for example, that
the diagnosis of mental retardation is made far more frequerntly in some
southeastern States than it is in other parts of the Nation. While the
variation may reflect a truly different prevalence of retardation, it also
may occur because of the use of culturally biased tests, overreliance on
one measure of function—for example, intelligence quotient (IQ)—or
racial discrimination. '

Several additional problems hamper P.L. 94-142’s effectiveness even for
those handicapped children participating in the program. Too many
handicapped children do not have an IEP or do not have one that is truly
individualized. Some IEPs are simply prepackaged assessments with
identical service recommendations for each child with a certain handicap;
other plans may consist of different services, br* the schools have placed a
ceiling on the total dollar amount thai . ... be spent on each student.
Furthermore, IEPs often call only for services that are already available in
a school system rather than for services the child actually needs.

Services agreed upon and prescribed for children are not always readily
available, however. This is particularly true for physically handicapped
children whose needs are often ignored as schools struggle to address the
problems of 1 ing disabled and mentally retarded children. It is not
unusual, therefore, tor children whose needs have been identified and for
whom service plans have been written to be placed on waiting lists for
months, depriving them of equal educational opportunities. Children also
are often switched back and forth between schcols because of ¢ es in
their service needs and the ability of scknols to meet them.

Schools have difficulty in accommodating handicapped children in
other ways as well. For example, schools traditionally provide services
only 9 months a year, 5 days a2 week. The educational needs of many
seriously handicapped children are continuous, however, and they may
require secrvices during summers, vacations, or on weekends. School
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systems are often ill-equipped to provide services during these periods, yet
a recent judicial interpretation of P.L. 94-142 appears to indicate that they
must do so.®

The Panel believes that the failure to make services mandated by P.L.
94-142 fully accessible and available is largely due to the excessive
financial burden that has been placed on Stat~ and local educational
agencies in providing a free appropriate public education to handicapped
children. Indeed, because congressional appropriations for P.L. 94-142
have fallen significantly below the expected level, these agencies now bear
the major burden for funding P.L. 94-142 programs. Unless Congress
increases funding in the very near future, many of the problems outlined
above will remain unresolved.

Additional funds to implement the mandates of P.L. 94-142 could
possibly come from Medicaid and other health insurance programs
through reimbursement for the health and mental health services provided
under the Act. However, restrictions on Medicaid eligibility and limita-
tions on service coverage preclude many bandicapped children from
receiving the services they require. Moreover, reimbursement from private
insurers is often denied because services are deemed to be education-
related rather than health-related.

The Panel believes, however, that shortfalls in funding do not fully
account for current deficiencies in the operation of the P.L. 94-142
program. Because of their lack of clarity and precision, the Act itself and
its accompanying regulations aiso must shoulder some of tue blame. For
example, terms such as “jdentification,” “education,” and “related
services™ are defined and described somewhat ambiguously. There are
often questions, therefore, as to how children in need of special education
and related services are to be identified, when their education should
include services that are sometimes viewed as care and treatment by
health and social welfare prc ders, what constitutes a related service, and
who is to provide and pay for ..

The legislation and regulations are also vague in their delineation of
specific roles and responsibilities for carrying out the mandates of P.L.
94—142. There is a general lack of understanding, for example, that the
State. and not the SEA, is responsibie for ensuring that every child in the
State receives a free appropriate public education, and that the SEA has
been delegated the sole responsibility for ensuring compliance with the
requirements set out in P.L. 94-142.

Furthermore, P.L. 94-142 leaves unresolved many issues that touch
upon the relationship between health and education and the responsibili-
ties each sector should bear in providing special education and related
services to handicapped children. The Act and its regulations do not
answer such questions as:

e Whzt is the responsibility of educational agencies in ensuring the
quality of required health and mental health services?

e What responsibility do they have regarding the availability and
appropriate but confidential use of a child’s health and mental
health history in developing the IEP?

9 armstrong v. Kline. 476 F. Supp. 583 (E-D. Pa. 1979). aff'd 485 F.2d 1298 (3d Cir. 1980).
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e What authority do occupational and physical thezapists, nurses,
and education personnel have in making recommendations for
health service needs?

The Panel is concerned that such unsettled issues have affected the overall
performance of the P.L. 94-142

Another problem inhibiting the cFectiveness of P.L. 94-142 is the lack
of a coordinated network of services for khandicapped children. When

' enacted PL. 94-142 it expected itat education and health
agencies would coordinate the delivery of services. This has not always
been the case.

Schools are increasingly recognizing the health needs of their bandi-

students, and health professionals are becoming increasingly

aware of th functional and educational aspects of their patients’ lives.
However, there still remains a significant duplication of services (particu-
evaluative services), a lack of mutually comprehensible terminology

by health, mental health, and education professionals, and inadequate
cooperation among agencies to meet the needs of hancicapped children.
All too often families must seck out health services from a variety of
providers, go from agency to agency to obtain funds for supplies and
'medicines, and painstakingly piece together a program fo- themselves and
their children. It is not unusual for the mother of a har apped child to
ccmsider advocacy with agencies and schools her full-u...e job. Services
may be available, but they are often provided in far-fiung locations and by
a variety of professionals—many of whom require extensive and exhaus-
tive probes into the families’ social and financial status. Agencies may all
show concern, but few can provide a coordinated package of needed
services. P.L. 94-142 was responding to this problem when it placed the
responsibility of coordinating services with the SEAs. In practice,
however, these agencies have been unable to live up to this responsibility.

The Panel believes that three key factors inhibit effective and efficient
coordination. First, while there is a definite education sector—the public
school system-—which has a relatively stable and replicable structure from
town to town and State to State, there is no parallel health system. Most
children receive their health care in the private sector from individual
practitioners, hospitals, and clinics providing various services and using
several payment mechanisms. It can become quite difficult, therefore, for
the education sector to determine with whom it is supposed to coordinate.

Second, notwithstanding the fact that e>ch piece of legislation pertain-
ing to services for the handicapped generally provides for coordination
with other programs, definitions and mandates among programs are not
always consistent in their approaches to handicapped children.

Third, although the Federal Government has initiated a major effort to
improve interagency cooperation by focusing primarily on the negotiation
of Federal, State and local agreements, many of these agreements are
merely promises to cooperate. They do not include ccmprehensive

ures that address the major areas of overlap, the determination of
which services are appropriate, the qualifications of the persons providing
. = services, orthe mechanism for paying for them.

Other problems also bear upon the ability of P.L. 94-142 to accomplish

its goals. One, which is a major deficiency in the prograr-, is the lack of
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technical assistance to help States overcome their difficulties in providing
adequate special education and related services.

The Panel contends that many school systems are falling short of
meeting the requirements of P.L. 94-142 because the skills required to do
so are not sufficiently developed in the educational system. Teachers and
educators are not always knowledgeable about community agencies. Also,
they are not trained in the integration of health, social, and psychological
data and consequently are not necessarily equipped to manage health
problems in the ciassroom. Traditional training of public school teachers
does not. for exampile. extend to techniques such as signing or handling

oss motor seizure in the classroom. yet such knowledge may be needed
to work with handicapped children in the least restrictive environment.

Health and menztal health professionals working in schools also may not
be prepared to deal with the special needs of handicapped children. The
Panel is particularly conce. ‘ed about the ab:"ity of school nurses to play a
leading role in the implementation of P.L. 94—-142. Many schools have nc
school nurses at all: others »re served by health department nurses who
can spend only a few hours a week in the school because of other
commitments and responsibilities. School nurses, like most educators,
often have insufficient information about community-based agencies that
provide required services. In addition. many are ill-prepared to raeet the
needs of handicapped children, or else have not kept abreast of current
developments related to the diagnosis and treatment of handicapping
conditions.

Another limitation' of the program is the insufficiency of monitoring
procedures to identify noncomplying P.L. 94-142 programs and the lack
of enforcement efforts by the Federal Government to bring such programs
into conformity with the Act. Until improvements are made in these areas,
P.L. 94-142 will not realize its full potential.

PLAN OF ACTION

The primary purpose of the Panel’s proposed plan is to maximize the
likelihood that medical. health, and mental health services required by
P.L. 94—142 will be delivered to handicapped school-aged children in the
most appropriate and effective manner. The Act and its accompanying
regulations offer little guidance as to how this goal can be accomplished.

It is the Panel's considered opinion that health and mental health
services can best be provided by, or under the direct supervision of,
appropriate community agencies. When such services could be furnished
more effectively and efficiently in the school setting, these agencies should
assign staffs to the schools. There basically are only two circumstances
under which the Panel believes schools should hire or contract with health
and mental health professionals. One is when the required diagnostic,
health., and counseling services are not available through community
agenries. The other is when the school can ensure a formal involvement
with health and mental health agenices and can assure th:! its staff will be
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included in training, supervision, and other stafl acvelopment activities of
' 4C8C RPEDCICS.
To britg about this ... nmunity-based system, the Panel
ochnlymgl-‘edenlpohcymthregudtothechﬂdrenooveredby
P.L. 94-142 and the services they are to receive
e requiring that health and mental health resources be used to the
fullest extent possible in implementing P.L. 94-142, and in

delrvenngandﬁmmungreqmredhalthandmentalhealth

® mnmgthatappmpmtem—mce&mmngxsmdcavaﬂableto
education and health personnel
e expanding Fedcral and State monitoring, technical, and enforce-

- - -

ment activitics
e cnsuring that IEPs are based upon appropriate physical and
mental health irformation and expertise

e increasing Federal funding for P.L. 94-142 to the authorized level
The Panel supper the basic precepts of P.L. 94-142. Therefore, the

Panel’s strategy for implementing its recommendations generally relies on
regulatory and administrative actions.

Coordination of Federal Activities

should emanate from the Federal level, beginning with the
t of a strong, coordinated network of services for handicapped
children. The Panel urges that all Federal agencies involved in the
firancing and delivery of education, health, and mental health services
take whatever steps are necessary to coordinate their efforts in implement-
ing P.L. 94-142. Specifically, the Pancl recommends that the BEH/BCHS
Jomt policy statement be carried out to the fullest extent possible so that
the responsibilities of health and educational agencies are clearly
delineated. Action on the OE/HCF A joint policy statement also should be
taken to ensure that Medicaid reimbursement for heaith and mental
health services required under P.L. 94-142 is provided for Medicaid-
eligible children. New interagency agreements must be developed as well.
’l'hePanelrecommendsmpamcularthatagreemcntsbereachedbctween
the National Institute of Mental Health (NIMH) and OSERS specifying
how mental health services will be made available.

In addition, the Panel recommends that appropriate Federal agencies
issue joint guidelines, informing State and local educational, health, and
mental health agencies of the purpose and result of Federal coordination
efforts. These State and local agencies should be provided with the
technical assistance they need to understand and better implement P.L.
94-142. Additionally, the Pancl proposes that appropriate Federal
agencies undertake joint research efforts to develop defmitions of
handicapping conditions and standards for services.

To promote the development of a coordinated network of required
services, the Panel also recommends that Federal regulations and
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supporting guidelines bc amended to clarify the role of health and mental
health agencies and professionals in ;-voviding special education and
related services to handicapped children. More specifically, the Panel
proposes that regulations implementing the “child find™ requirements of
P.L. 94-142 be amended to provide that health and educational agencies
must work cooperatively to evolve a plan for locating and identifying all
handicapped child =n, and to define “child find™ respoasibilities accord-
ing to primary contacts with the child. Such measures are essential to the
development of effective ecarly identification and early intervenuon

programs.

Enlisting Appropriate Service Providers

The Pancl proposes that regulations pertaining to the related services
component of the Act be revised to require that educational agencies
identify appropriate heaith and mental health agencies to serve as expert
consultants in implementing . s facet of the P.L. 94142 program. Such
modifications should require « ‘cational agencies ‘o establish cooperative
arrangemenss with health and .cntal healt> agencies =5 that referra:s can
be readily made for the Jdiagncsis or eviluation of a handicapping
condition.

Educational agencies also should e required to make every effort to
utilize all existing health and mental health resources to deliver and
finance health and mental health services before they can expend funds
allocated under the Act. The Panel suggests that specific us¢ be made of
the services provided by Title V's Crippled Children’s (C{ ) Services and
Community Mental Health Centers (CMHGs). But other health and
mental health resources should be employed as well. Among public
agencies. educational agencies should look to maternal and child health
projects. comprehensive health centers, Title XX supported services, local
heaith departments, and nursing agencies to provide needed services. In
the private sector, educational agencies should turn to hospitals, health
maintenance organizations (HMOs), private physicians, therapists, a2nd
other health and mental health providers for assistance.

Public and private insurance mechanisms, such as Medicaid or Blue
Cross/Blue Shield, should be used to pay for required services. Medicaid
already requires first-dollar coverage for needed health-related services,
but States must be better informed about this policy. On the other hand,
the policy of many private insurance companies is not to reimburse for
related services mandated by P.L. 94-142. The Department of Education,
therefore. should develop incentives through which States would be
encouraged to require payment by private insurers for services that would
be covered if they were not recommend=d or provided by an educational
agency. Consideration should also be given to withholding Federal
contracts from companies that engage in this practice.

Finally. the Panel recommends thet guidelines be issued encouraging
LEAs to hire or contract with an individuval health or mental health
professional only when services are unavailable through community
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agencies orf when the school can eusure a formal relationship with
community-based agencics through which health and mental health
resources will be coordinated. In such instances, the agencies should make
every effort to secure financial support for the child from appropriate
health or mentai health rescurces.

Additional Recommendations

Beyond these more general proposals, the Panel recommends some
refinements of the regulatory framework specifically directed at certain
te:. s and activities described in P.L. 94—-142.

Clarification of Terms and Responsibilities
‘l'hefirstmchpropoaalconcernsthete:ms“identiﬁcation," “educa-
tion.” and “related services.” Ultilizing the expertise of NIMH and the

Fedaﬂagmr.yadm:mstenngtheﬁﬂeVprogmm,theDepanmcntof
Edlmnonshouldthe clarify byhmreglﬂauonandmsome instances, policy
memoranda, meaning of t concepts. This is particularly important
for the term “related services,” which has been a source of misunderstand-
ing from the beginning of P.L. 94-142. For example, under current
regnhnonsconeamng"rehtedm it is not clear whether “counsel-
ing services” include psychotherapy and family therapy. The regulations
should be amended to include the-~ services among the list of -elated
mv:cestheActprov:dsforandmspecxfythatthcybefhmxshedby
qualified professionals such as social workers and psychologists. X urther-
more, since a medical diagnosis may be necessary to ensure private and
public reimbursemext for these services, the Pancl recommends that the
Department issue a policy memorandum to explain that the Act covers

medical services provided for this purpose.
A second recommendation is for an explanation of the specific role of

the SEA in providing eJducation and related services. The Panel proposes
that the Department of Education release a policy memorandum
clarifymg that the State, and not the SEA, must ensure that a free
appropriate hic education, including related services, is furnished to
each handicapped child in the State. The memorandum should expiain
that the SEA may redelegate its supcrvising, standard-setting, and
monitoring responsibilities to health and menta! bealth agencies so long as
the SEA retains ultimate responsibility and the policies promoted by other
State agencies are consistent with the minimum standards set out in P.L.

94-142.

Development of the IEP and Coordination of Services

The Paxnel believes that the process for developing the IEP needs
clarification as well. Regulations should be adopted that specify the
requirements for the provision of health and mental health information
and the role of health and mental health professionals in the evolution of
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the IEP. Such regulations should encompass a number of ideas that the
Panel maintains are important in ensuring that the IEP is based on
appropriate physical and mental health expertise.

First and foremost, these regulations should require that the LEA
designate or employ an appropriately qualified health professicnal to
manage the related services component of the IEP. 10 Under the regula-
tions. this “health care coordinator” would be responsible for cbtaining—
with the parent’s consent—all pertinent needed data from the child’s
primary physician and from any consultants or special medical programs
in which the child has participated. The health care coordinator also
would be responsible for arranging any additional medical evaluations the
child might need through appropriate community resources, including CC
services, CMHCs, local and regional hospitals, and other public and
private facilities.

If a child exhibits a health or mental health problem, regulations should
mandate that the formal meeting to discuss the IEP with parents include
someone skilled in understanding medical information and, where
appropriate, a mental health professional from a local agency. When the
child's primary care physician cannot or will not perform this role, the
designated health care coordinator should substitute. The health care
coordinator. however, should be in contact with the child's primary
physician before the IEP meeting; after the meeting, the <oordinator
should make the proposed IEP available t. the child’s doctor for review to
«nsurc consistency between medical and educational treatments. Regula-
cions should also encourage tue participation of such health personnel as
nurses and physical or occupational therapists, where appropriate, and

it them to make recommendations on the nature, frequency, and
amount of service required. Nevertheless, such recommendations—as well
as all other medical and health components of an IEP—should be
approved by the child’s primary care physician before being formally
incorporated into a specific plan.

Confidentiality of Records

The Panel recognizes that Federal statutes and regulations to protect
education and medical records of handicapped children are somewhat
limited. The Family Educational Rights and Privacy Act requires that an
educational agency have a written release from the child’s parent before
disclosing personally identifiable information from a student’s education
record. Parental consent is not required if the disclosure is made in the
child’s school to other school officials who have legitimate education
interests. Protective measures that are more directly related to handi-
capped children and their parents are specifically mandated by P.L.
94— 142 and its implementing regulations.

The Panel believes, however, that further safeguards are needed. It
recommends that the Department of Education develop additional
regulatory protection for the educational and medical records of handi-

'ol'hchnclurgathanmmefumcommunityanmngemtuninbcdcvdopedmmmw
Mmﬂmﬂchﬁm'smmmmmﬂumtd#ﬁwfmwm
under P.L. 94-142.
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capped children. Current regulations should be amended to require that
the contents of an IEP, any notes from an IEP mecting, and all
tal information—home visit reports, for example—be consid-
confidential and that the educational agency not disclose any part of
that information without informed written consent from the ckild’s parent.
Under these regulations, parents should b.- given the right to determine
who may be a party to any part of an IEP meeting in which confidential
information is discuss=d. Finally, the Panel recommends that the
regulations specify that parents be informed in writing of all their rights
relating to issucs of privacy and confidentiality.

In-Service Tralning

In-service training for per .onuel who deliver services required by P.L.
94--142 is another mandated activity that needs improvement. Current
regulations do not include = role for existing hea.th and mental health
resources. The Panel recommends, therefore, that these regulations be
revised to require that health and mentai nealth professionais—particular-
ly those associated with maternal and child health, crippled children’s,
and community mental health programs—participate in developing and
dehvmng m-service iraining to general and special education personnel,

g Laembers of the school’s instructional, related services, and
supportsufi’ Similarly, special education personnel should be required to
work with health and mental health professionals in evolving health-
related in-service and preservice training programs.

Such programs sheuld include familiarization with various handicap-
ping conditions and related support care needs, and should be aimed at
changing attitudes among education and health personnel. In addition, in-
der 2 training on specific handicaps, such as hemophilia, should be

on a consultation basis to individual education and health

personnel in the schools.

Techmical Assistance, Program Moanitoring, and Enforcement

Increased and improved techr.cal assistance also is needed to promote
and expand P.L. 94—-142 servicss. This assistance should include informa-
tion about public and privaie funding resources for health and mental
health services, along with personnel training materials developed with the
assistance of the Federal Title V agency.

P.L. 94-142 will never reach its full potential, however, until the

ent of Education enforces full compliance with the mandates of

Departm
PL. 94-142 and its accompanying regulations. A strong enforcement
posture will be particularly critical if fiscal pressures result in reduced
services for handicapped children in direct violation of the specific
mandates of P.L. 94-142. The Panel suggests that OSE and the SEAs
monitor the implementation of P.L. 94-142 through statistical reports,
t investigations, and periodic onsite revievws, especially with
regard to the development of the IEP and the provision of related services.
The Panel recommends further that OSE pursue the enforcement of full

comphliance with P.L. 94-142 and with other civil rights statutes, both
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through its own efforts and in cooperation with other Federal enforcement
agencies.!!

Proygam Funding

The Panel’s final recommendation relates to funding. The Panel urges
that Congress appropriate funding for P.L. 94-142 at the authorized level.
Although the Panel recognizes that the mandates of P.L. 94-142 apply
irrespective of the level of Federal funding, it believes that increased
Federal support is necessary to increase the likelihood that the congressio-
nal promise of appropriate educational opportunities for all handicapped
children will, in fact, become a reality.
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CHAPTER 6

COMMUNITY MENTAL
HEALTH CENTERS AND
SERVICE SYSTEMS

MAJOR RECOMMENDATIONS

In response to the Nation’s need for comprehensive mental health
services for children and other unserved or underserved populations,
Congress enacted the Mental Health Systems Act on September 30, 1980.
President Carter signed the legislation into law just 1 week later. The new
Act will replace the Mental Retardation and Community Mental Health
Centers Construction Act which was responsible for creating the current
network of Community Mental Health Centers. It will not become

eﬁ'ecnve, however, until FY 1982,
In Light of this recent development, the Panel’s recommendations

basically are directed at the mechanisms through which the Mental Health
Syatems Act will be implemented. Other proposals involve revisions in the
substance of the Act itself. All proposals are offered, bowever, against a
background of the failure of Community Mental Health Centers and their
enabling legislation to address adequately the special mental health needs
of children and youth. More specifically, the Panel makes the following

recommendations:
e Develop and expand the availability of mental health services for

children, including early detection and treatment of developmen-
tal problems and preventive services for children and their
families.

o Increase the availability of high quality treatment services fur

children and adolescents, including hospital and residential care,
as well as appropriate community support mechanisms.

e Establish Federal policies to foster the development of mental
health services m rural and other underserved areas, and to assure

the continuation of existing services—especially those serving
minority and low-income families—that deliver needed consulta-
tive, preventive, and therapeutic services to children.

e Require Community Mental Heelth Centers and other federaily
supported mental health service programs to coordinate their
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services with general health care programs, and with education
and social service agencies serving children. '

e Require Community Mental Health Centers and other federally
supported mental health service programs to extend their services
into schools, Head Start programs, and juvenile institutions, and
to involve families in the delivery of mental health services for
children.

e Require State mental health service plans to recogrize the
developmental needs of infants, children, and adolescents.

e Provide Federal support for research and training activities
designed to develop a base of knowledge and expertise for the
effective delivery of mental health services to children.

e Increase Federal funding for all mental health services, but
especially those for children.

PROGRAM DESCRIPTION
AND ACCOMPLISHMENTS

As originally enacted in 1963, the Mental Retardation and Community
Mental Health Centers Construction Act! (known generally as the
“Community Mental Health Centers or CMHC Act”) authorized limited
Federal financial assistance to States to aid them in the construction of
Community Mental Health Centers (CMHCs). Congress believed that
such centers could be more effective in treating the mentally ill than the
institutional programs of State and county mental hospitals that had been
thc dominant mode of treatment. The hope was that, ultimately,
conmimunity-based treaument programs would supplant large institutions in
dealing with the Nation’s mentally ill.

The 1963 Act gave priority to general hospitals that wished to develop
CMHCs as part of their services. To qualify for assistance, each CMHC
was required to provide a minimum of five services that included
inpatient, outpatient, partial hospitalization, emergency, and consultation
and education. Facilities were to be individually designed so as to meet
the needs of a CMHC’s service or ‘““catchment area.”

Initial CMHC funds basically were to be used to build new, and expand
existing, facilities. However, through a series of amendments adopted over
a 15-year period, Congress broadened the original CMHC program to
provide Federal assistance for a number of supportive and administrative
activities in addition to appropriations for new services, including those
for children.2 Part F of the 1970 amendments to the CMHC Act created a
new program for children’s mental health services under which funds were
made available for construction and staffing assistance, and for training
and evaluation. These funds were authorized for consultation services in
both community health centers and specialized treatment facilities. The

ITitle 42 U.S.C. Section 2689 ¢t seq. (1976 & Supp. 11 1978).

2Throughout this chapter, the term “children™ is used to refer to all individuals up to and including age
17. The term “infant” refers to children in their first year of life; the terms “adolescent™ and “youth™ refer
to children ages [2-17. Unless these terms zre mentioned specifically, the reader should assume that
reference is being made to “children™ in its broadest sense.
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1975 amendments, however, specifically revoked authorization for the
Part F program. At the same time, these amendments expanded the
number of services required to be made available by or through CMHCs
to include mental health services for children, although no special grant
program was gstablished for this purpose.

As presently structured, the CMHC Act bears little resemblance to the
original enabling legislation. Indeed, under the current law and its
regulations, Community Mental Health Tenters must now provide 12
instead oi’ 5 basic mental health services t> qualify for Federal financial
assistance. These zre;
mpatient services
emergency services
outpatier:: services
court screctiing and referral
followup
consultaticn and education
day care an .l partial hospitalization
transitional services
services for children

services for the zlderly
alcohol ~eatment and rehabilitation
drug treatment and rehabilitation?

In most cases, the first six of these service categoriss must be made
available when a Community Mentai Flealth Ceater is established.
CMHCs must phase in the remaining mandated services—including those
for children—based -G local aeeds and resources over & 3-year period.
Services may be provided at the CMHC itself, at satellitc centers through
the CMHC staff, or through arrangements with health professionals and
others in the CMHC catclment area. When medically necessary, services
must be made available and accessible 24 hours a day, 7 days a week.

In addition to these requirements, CMHCSs are required to coordinate
their mental heaith services with the services of other health and social
service agencies and establish ongoing quality assurance programs. Each
center also must have represeniatives f its catchment areas on its
governing board.

The Community Mental Health Centers Act offers six basic grants of
limited number and duration. 1 unds are available (i} 0 plan Community

"~Men@El Health Center programs; (2) for the initia'l operation or stafiing of
CMHGCs; (3) for CMHC consultation and education sorvices; (4) to
convert all CMHCs to full service centers; (5) to alleviate CMHCs’
financial distress as needed; and (6) to acquire, remodel, lease, construct,
or expand CMHC facilities. Loth public and nonprofit private entities
may apply for grant funds. No grant will be made, however, unlcss a State
plan for the statewide provision of comprehensive mental health services
has been approved by the Secretary of the Department of Health and

0 A0 BOCOCOOOPOODS

memﬁbnmdoonuolmieuahomybepmﬁdedbycm{&thmughtheNntionalCmtcr
for the Prevention and Control of Rape. The Center, which is administered within the National Institute of
Mental Health, was established under the 1978 amendments to the CMHC Act.
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The CMHC program is administered regionally under regulations and
guidelines developed by the National Institute of Mental Health (NIMH)
within DHHS. Each of the 10 DHHS regional offices reviews grant
applications, provides technical assistance to applicants, and monitors
funded programs. The authority for final approval of program grants rests
with the National Advisory Mental Health Council, whose members are
selected by the Secretary of DHHS with the concurrence of the President.

Currently, 752 Community Mental Health Centers provide services
throughout the 50 States, the District of Columbia, Puerto Rico, Guam,
and the Virgin Islands. In 1977, centers served an estimated 1.8 million
people including 396,000 children, or 22 percent of the total. Originally,
CMHCs were hospital-based, but over time organizations such as
nonprofit groups and special clinics have also been involved in providing
services. Total expenditures for the CMHC program over the past 14 years
have been approximately $2.2 billion; 7.3 percent of this amount has been
spent on services for children through the Part F program.® ...

Although the CMHC Act has undergone substantial revisiopns over the
years, its purpose has always remained the same: the estatiishment of a
nationwide, community-based mental health system. The Panel believes
that considerable progress has indeed been made in achieving this goal
and is encouraged by a number of signs supporting this view.

Perhaps the most important achievement is that CMHCs are providing
mental health services to persons who have traditionally gone without
them. There has been a substantial increase in the availability of mental
health services to the indigent and to persons living in low-income rural
and urban areas. In fact, 54 percent of all patients seen in Communiiy
Mental Health Centers have annual family incomes of less than $5,000,
and 37 percent of furded CMHC:s are in rural settings.®

Community Mental Heaith Centers can also be credited with develop-
ing effective public information and education programs about mental
health, mental illness and prevention, and available community resources.
These programs have resulted in an increase of referrals to CMHCs not
only from traditional referral sources such as families and schools, but
also from social services, law enforcement agencies, and other community-
based organizations.

In addition, Community Mental Health Centers have made significant
financial progress: in keeping with Congress’ original intention of
providing only limited Federal financial assistance for CMBC operation,
centers have increased their ability to generate third-party reimbursements
for direct patient care services. Receipts from services have more than
doubled, from 16 percent of total receipts in 1969 to 36 percent in 1977.

4us. Dcpartment of Health and Human Services, National Institute of Mental Health, Division of
Biometry and Epidemiology. Provisional Data on Fedezaliy Funded Community Mental Health Centers,
1977-1978. Bethesda, Md.: NIMH Survey and Reports Branch, May 1980.

5U.S. Senate, Committee on Labor and Human Resources, 96th Congress, 2nd Session. 7= Mental
Health Systems Act Report No. 712 to Accompany 5 I 177. Washington, D.C.: U.S. Government Printing
Office, 1980, pp. 22-23.

6 S. Senate, Commiittec on Labor and Human Resources, 96th Congress, 2nd Secssion. The Mental

Health Systems Act Report No. 712 to Accompany S 1177. Washington, D.C.: U.S. Government Printing
Office, 1980, p. 32.
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Program accomplishments for children, however, are difficult to assess.
Current data are unavailable because existing reporting systems do not
identify the number of children served and the services they receive. The
few evaluations that are available tend to focus on the administration and
operation of the Part F program that was enacted in 1970 and that
provided grants to CMHCs and free-standing children’s mental health
clinics. Although the program was carried out on a relatively limited
scale,” studies show that the part F program played a critical role in
helping to meet the mental health needs of the children and youth who
were served under it. Part F programs have been credited with

e increasing the rates of child and adolescent referrals from
community caregivers

e increasing direct services to children

e increasing the average number of CMHC full-time equivalent staff
members serving children

® increasing the average number of children’s indirect services per
center®

Part ' programs produced other significant results in their catchment
areas as well. Qutreach activities were expanded to include services in the
school setting. Contacts with children of indigent families increased; more
than 50 percent of the clients who received services through the Part F
program lived in poverty areas.” Comununity training activities and
consultation services in the community increased also. As a consequence
of these and other factors, CMHCs with Part F grants experienced a 49-
~ percent average increase in their caseloads.!® And by participating in the
sharing of staff and resources with other service systems, Part F programs
contributed to the development of a better coordinated mental health
system.

BASIS FOR RECOMMENDATIONS

Since its inception in 1963, the CMHC Act has accomplished a great
deal. But it has also suffered from a number of shortcomings that have
impeded efforts to establish an integrated local-State-Federal mental
health system and to meet the special mental health needs of the Nation’s
children and youth. :

A basic problem is the insufficiency of CMHC coverage and capacity.
The Panel is disturbed that, although the CMHC Act has been in
operation for 17 years, more than one-half of the country’s population still
lives outside the CMHC catchment areas. In many rural areas, resources

7Onc hundred and sixty-one projects were funded through the Part F program. Of this number, only 19
projects were located in CMHCSs. The remaining projects were administered by free-standing children’s
clinics.

8Sowder, B. J. Assessment of Child Mental Health Needs and Programs. American Technical
Assistance Corp./General Research Corp. Contract Report OAD-A-CR-78, March 1975.

9Sowder, B. J. Assessment of Child Mental Health Needs and Programs. American Technical
Assistance Corp./General Research Corp. Contract Report OAD-A-CR-~78, March 1975,

10Sowder, B. J. Assessmient of Child Mental Health Needs and Programs. American Technical
Assistance Corp./General Research Corp. Contract Report CAD—A-CR-78, March 1975.
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are insufficient t0 meet the Act’s basic service requirements. The Panel
also is troubled by the inability of some CMHCs to meet the mental health
needs of the people living within their catchment areas. Racial and ethnic
minorities especially have not been fully served by the CMHC program.
In addition to a lack of funding, these problems of service availability and
adequucy undoubtedly are caused by insufficient planning, poor manage-
ment, and deficient monitoring and quality assurance procedures.!!

More importantly, the Panel believes that the CMHC program has been
grossly deficient in meeting the mental health needs of children and youth.
Current estimates indicate that at mest, only 20 percent of the children
who need mental heaith services are, in fact, receiving them.'? This low
proportion is even more disturbing in light of the fact that there are
approximateiy 70,000 chronically mentaily ill children under the age of 18
in the United States today, and 5¢ to 80 percent of them will retair: their
disabilities into adulthood.!?

Even where mental health services are available, they do not sufficiently
meet the special needs of children. Although services to children have
been among the 12 statutorily mandated CMHC services for the past 4
years, several studies and reports indicate children remain a major
underserved population.!4 '

While CMHCs provide some traditional outpatient services to children,
very few are designed to meet the special requirements of infants and
young children with cognitive, emotional, and psychoneurological devel-
opment problems. The centers also give little attention to children at risk
or to disturbed adolescents. These are infants, children, and adolescents
who generally require more than the usual mental health services, For
example, multidisciplinary evaluations, consisting of such services as
nutritional assessments; visual, hearing, and speech tests; psychoneurolog-
ical testing; and small- and gross-motor skill evaluations often are needed
for appropriate treatment.

Also of concern to the Panel is the acute lack of appropriate mental
health services for severely or chronically disturbed children and youth.
While there has been some improvement in recent years, most of the
estimated 2 million children and adolescents with severe mental distur-

Eor a more in-depth analysis of the general problems relating to the delivery of mental health services
under the CMHC Act, sce, for example, Comptroller General of the United States. Legislative and
Administrative Changes Needed in Community Mental Health Centers Programs. Washington, D.C.:
UJ.S. Government Printing Office, 1979, Naierman, N., B. Haskins, and G. Robinson. Community Menatal
Health Centers— 4 Decads Later. Cambridge, Masa: Abt Aassociates, Inc., 1978. Comptroller General of
the United States. The Community Mental Health Centers Program—Improvements Needed in
Management. Washington, D.C.: U.S. Government Printing Office, 1971.

12 ersh, S. P. “A Review acd Commentary on the Carter Mental ‘Health Systems Acy,” The Clinical
Psychologist 32, Summer 1979.

131 surie, 1. Chronically Mentally Il Children and Adolescents, a Special Report for the National Plan
for the Chronically Meatally Ill, August 5, 1979. .

MSee. for example, U.S. Commission on Civil Rights. Report: The Age Discrimination Study, Part 1,
December 1977; and Part II, January 1979, Washington, D.C.: U.S. Government Printing Office; The
President’s Commission on Mental Health. Report to the President, Volume 1. Washington, D.C.: U.S.
Government Printing Office, 1978.
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bances!® are not receiving the services they need. Few CMHCs, for
instance, have addressed the reality that a significant number of children
need inpatient or residental care. Moreover, because many severely
disturbed children and adolescents are covered by P.L. 94-142 (the
Education for All Handicapped Children Act) they frequently are placed
in special schools or special education classrooms. Educators, however,
make little effort to furnish these students with clinical mental health
services.

The Panel con‘ends that several factors account for the inadequacy of
mental health services for children. First is the environment in which most
Comgnunity Mental Health Centers operate. CMHCSs usually function in
relative isolation from other systems designed to serve children, and their
linkages with these systems are weak. Consequently, early identification
and early mental health treatment interventions do not occur as frequently
as they should. Because mental health services are not well coordinated
with the health care system, for example, cognitive and affective
developmental disorders frequently are not diagnosed or treated in early
infancy and childhood. Insufficient outreach and coordination with the
local education system often results in the absence of essential mental
health services to sertously disturbed children covered under P.L. 94142,
to violent and antisocial children and adolescents, and to other children
who are at risk. Poor coordination with the sccial service system has
similar effects upon abused children and children in foster families.

Furthermore, this lack of coordination among service systems under-
mines efforts to serve the many children who have mental health problems
and are also multihandicapped. These children suffer from physical
(including nutritional), social, and learning problems in addition to some
type of mental disorder. Appropriate treatment for them requires that
mental health services be combined with various forms of health care,
special education, and family assistance. As currently structured, however,
CMHC:s do not participate in this kind of comprehensive care.

A second factor contributing to the inadequacy of mental health
services for children is the lack of statewide planning. State health and
mental health plans generally give minimal attention to children’s mental
health needs. Consequently, the mental health requirements of some
children and adolescents, particularly those who are severely disturbed,
are often ignored. The revised National Health Planning and Resources
Development Act does call for the integration of mental health planning
into the State health planning process, but it makes no specific provision
for addressing children’s mental health problems, or their relationship to
other health service needs, particularly the need to provide some children
and adciescents with more than the traditional mental health services.
Under current law, therefore, there is little hope that this problem will be
alleviated.!6

13U.S. Senate, Committee on Labor and Human Resources, 96th Congress, 2nd Seasion. The Adental
Health Systems Act Report No. 712 to Accompany S 1177. Washington, D.C.: U.S. Government Printing
OfTice, 1980, p. 52.

“1%In the 1980 National Health. Planning Goals issued by the Health Resources Administration, a goal
addresses—for the first time—the mental health needs of children (Goal III A.4: Child Mental Health).
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A third factor is the patchwork Federal funding strategy that has been a
part of the Community Mental Health Centers program since its
inception. Originally, Congress expected that CMHCs would become self-
sustaining entities through increased State and local support and third-

reimbursements. Therefore, the matching funds Congress made
available to centers were both limited in scope and brief in duration.

Despite congressional intentions, State and local governments failed to
contribute sufficient funding to develop centers in all catchment areas. To
a large extent, this general lack of support resuited from the minor role
given to States in deciding whether and where CMHCs should be
established. This funding problem was exacerbated by the limited third-
party payments available to centers under the Medicaid and Medicare
programs and most private insurance plans.

‘The Federal solution to this dilemma has been to create various grant
mechanisms that provide additional financial assistance to CMHCs, but
restrict the amount and number of awards each center may receive. Under
this system, grants for the initial CMHC operation are now available on
an annual basis for up to 8 years. Federal contributions to the centers
decline, however, over the 8-year period. Similar limitations are placed on
continuation or maintenance grants and on financial distress grants.

As a result of this eclectic approach to furding, CMHC:s spend a great
deal of their time preparing grant applications and performing other
financially and administratively burdensome activities. This, in turn,
forces CMHCs to -educe the services they provide to their patients.
Moreover, as Federal funding runs out, the CMHC concept begins to
break down: inpatient and other profitable services are recommended
more frequently, while services such as consultation and education and
satellite clinics are reduced in both form and quality.

The Panel! believes that a fourth factor responsible for the lack of
adequate mental health services for children is the failure of DHHS, and
NIMH in particular, to provide necessary direction and assistance. NIMH
has not lived up to its responsibilities in several respects. For example,
regulations regarding children’s services—which NIMH helps to devel-
op—are blatantly inadequate in providing Federal guidance on the
content and delivery of children’s mental health services.

NIMH also has not taken the lead in establishing a program of
technical assistance related to children’s mental health services. Although
this can be explained somewhat by statutory limitations on the amount of
funding that can be allocated for this activity, NIMH could have taken
more initiative in this area. NIMH staff, for example, have not actively
promoted the development of model treatment programs or disseminated
information about programs that are successful.

In addition, NIMH has not developed in-service training programs to
help increase CMHC staff capacity to serve infants, children, and
adolescents. Yet such training is seriously needed by the many profession-
als without adequate backgrounds in child development, children’s mental
health problems, and accepted therapeutic interventions such as individu-

al, group, or family psychotherapy, parental competence training, or
psychopharmacology-
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Finally, NIMH has not sponsored suiicient service-related research
that deals specifically with neonates, severely cniotionally disturbed
children and adolescents, or chronically mentally ill children. This type of
research is urgently needed for both preventive and treatment purposes.

PLAN OF ACTION

The ultimate goal of the Panel is to ensure that the mental health needs
of all children and their families are met. This will require changes in the
general health care system and the mental health care system, and in the
relationship between the two.!” The Panel’s narrower and more immediate
objective is the development, expansion, and improvement of services for
infants, children, and adolescents provided through the mental health
system. To accomplish this objective, the Panel proposes:

e expanding the availability of consultative, preventive, and thera-
peutic services to children of all ages, especially in rural and other
underserved areas

e developing new mental health services in underserved areas and
assuring the continuation of existing community mental health
centers

e coordinating CMHC services with other health, education, and
social service agencies serving children

e extending CMHC services into other appropriate federally sup-
ported programs serving children, including schools, and juvenile
institutions .

® requiring State mental health service planning for the special
needs of infants, children, and adolescents as part of broader State
planning efforts

e providing support for research and training activities in mental
health services for children

e increasing Federal funding for mental health services for children

The Mental Health Systems Act'® recently passed by Congress and
signed into law establishes a general framework that is consistent with the
Panel’s recommendations. This legislation was designed, in part, to meet
the mental health needs of children and other unserved and underserved
populations in the United States. The Act: '

® requires States to develop extensive mental health programs
addressing the mental health needs of special groups

e creates several grant categories including grants for severely
emotionally disturbed children and adolescents and chronically
mentally ill individuals, as well as for prevention and linkage
programs

e makes grant funds available to appropriate entities other than
traditional CMHCs

7For a full description of the Panel’s proposals for imp: wvements in mental health services including
those that are not focused on the CMHC Act and the Mental Health Systems Act, see chapters 5, 7, and 8

of volume L.
13p.1. 96-398 (to be codified in Title 42 U.S.C. Sect. 9401 et seq.).
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In light of these legislative mandates, the Panel’s Plan of Action focuses

primarily on regulatory proposals to ensure that the new law will be
implemented in ways that meet the mental health needs of children,

State Planning Activities

With regard to the implementing regulations for State mental health
services plans or, as they are referred to in the Mental Health Systems Act,
services programs, the Panel offers several recommend-tions. First, it
urges that the Secretary of DHHS issue regulations mandating that States
perform, as part of their general mental health service needs assessments,
an assessment of the mental health needs of children for a full continuum
of specialized services. These services shouid include prevention, early
detection, and treatment of cognitive, emotional, and psychoneurological
dysfunctions; family intervention and parental competence training;
special schools; residential treatment services for adolescents; comprehen-
sive community-based services for chronically emoticnally ill chiidren;
and special treatment services for mentally retarded children who are
emotionally disturbed. The statewide assessment should be based on
needs assessments undertaken at the area level and conducted in
cooperation with relevant local government agencies including maternal
and child health agencies. »

Second, the Panel recommends that regulations require each State to
include in its State mental health services program a specific plan for
meeting the special service needs of children through different therapeutic,
consultative, and preventive strategies. This plan should be developed in
coordination with State agencies responsible for health, education, family
support, and, where appropriate, juvenile justice services for children, and
should specify how mental health services would be integrated with these
various service delivery systems.

A third recommendation is that States be required to identify current
State and local budget allocations for children’s mental health services as
well as projected budgets for delivering new children’s services. In this
way, the contribution of the States and local communities can be properly
evaluated.

Last, the Panel proposes that regulations require States to establish, in
accordance with applicable regulations and guidelines prescribed by the
Secretary of DHHS, mental health service standards including specific
minimum standards for the delivery of children’s services. In addition,
States should be required to develop procedures for monitoring compli-
ance with the standards they set. These standards and procedures should
become part of the States’ mental health services programs.

Regulatory Requirements for Grant Programs

With respect to the different grant programs, the Panel recommends
that 2 number of regulatory proposals be adopted to ensure that the
mental health needs of children are met adequately.
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Operation Grants

For operation grants for new CMHCs and continuing CMHCs that
have aot exhausted 8 years of initial support, implementing regulations
should mandate that Community Mental Health Center advisory boards
include both lay persons and professionals with a demonstrated interest in
providing mental health services to children. Moreover, these grant
applicants should be required to specify how specialized services would be
provided to children and adolescents within each of the six service
categories mandated in the initial 3-year operation period under the
Mental Health Systems Act. Applicants should be required to present a
written justification if these services will not be made available. In
addition, regulations should require potential grantees to identify the
number of staff members and the amcunt of money that will be allocated
to the delivary of children’s services. They also should require poential
grantees to document special efforts to identify and serve minority and
low-income children. Identical implementing regulations should be
adopted for maintenance grants to centers that are no longer eligible for
operational support, but that need additional assistance to meet the costs
of nonrevenue producing activities such as consultation and education
and followup services.

Categorical Grants

Implementing regulations also are needed for the special categorical
grant programs under the Mental Health Systems Act. These include:
e grants for services for severely mentally disturbed children and
adolescents
e grants for services for chronically mentally ill individuals
e grants for the prevention of mental jilness and the promotion of
mental health
e grants for mental health =urvices in health care centers
e grants for mental health services for elderly individuals and other
priority populations
e grants and contracts for innovative projects
e grants for protection and advocacy programs
Although children should be served under every one of these programs,
the Panel is suggesting specific regulatory proposals for the first four only.
Tke Panel has chosen this approach with the expectation that these
programs will have the most direct and, therefore, the greatest impact
upon the delivery of mental health services te children.
- Of particular concern to the Pane! are the grants for services for
severely mentally disturbed children and adolescents and the grants for
chronically mentally ill individuals. It believes that the regulations
ining to these grant categories must define chronically mentally ill
individuals to include children and must distinguish these children from
those who are severely emotionally disturbed. The Panel approaches this
issue with a degree of caution because of the long-standing controversy
surrounding definitions that tend to become labels. Nonetheless, it
maintains that such definitions are necessary to ensure the ‘adequate
delivery of special services these children and adolescents need.
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The Panel suggests that the regulations implementing the grant program
for severely emotionally disturbed children define these children to
include those who exhibit major impairment in basic age-expected
personality functions where the primary cause for such impairment cannot
be attributed to an organic condition. This definition would include
children who have severe emotional disturbances in association with
physical imp=airments or diseases. Regulations for the graut program for
chronicaily il individuals could define them to include children whose
basic age-expected developmental functioning is impaired, as a result of
either genetic or environmental faciors, to a degree that has already shown
evidence of developing into a pattern of chronic emotional disturbance
which may place the child at risk of institutionalization.

Beyond definitional issues, the Panel's recommendations for these two
categorical grant prcgrams are similar. In both instances, regulations
should require Community Mental Health Centers and other grantees to
develop mew services, where necessary, .0 fil the gaps in treatment
modalities for these children. These services include support and counsel-
ing for families, the operation of special schools, and both short- and long-
term residential treatment, especially for adolescents. Each of these
services, of course, must be appropriate to the age-related needs of the
children and adolescents involved. For children who are chronically
mentally ill, regulations should require grantees o demonstrate that they
are able to serve children and their families intensively and for long
periods of time. Finally, under all circumstances, efforts should be made
to coordinate these services with other service delivery systems for
children.

As for the regulations pertaining to the prevention grant program, the
Panel recomrnends that at a minimum, grantees be required to develop
strategies for effecting institutional changes in the health, education, and

juvenile justice systems that will resuit in more active community support

for children’s mental health services. Model projects should be established
at sites where children are most often found, including nurseries, schools,
health care programs, and drop-in centers for adolescents. These projects
should focus on activities such as health promotion as well as primary
prevention and early intervention. In the latter case, model projects should
be designed to forestall chronically debilitating developmental circum-
stances by aiming a variety of resources at the populations at greatest risk
during the prenatai period or immediately after birth.

Implementing regulations are also needed for grants for mental health
services in health care centers (“linkage grants™). The Panel strongly urges
that services for children and pregnant women be given special priority.
Mental and physical health problems for both groups often are intricately
intertwined. For children, these problems include the stress that may be
attendant to normal development and the anxiety that may be associated
with mental or physical handicaps. For pregnant and postpartum women,
they involve the emotional stress that may accompany concerns about the
health of the child or the competence of the mother, and in some instances
they may involve behavior such as drug abuse which is harmful to fetal
development.
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The Panel recommends, therezfoie, that regulations establish Title V
service providers, including Maternity and Infant Care (MIC) and
Children and Youth (C&Y) projects, and especially crippled children’s
clinics, as preferred grantees. These providers are in a unique pesition to
identify early impairments in physical or mental development that may
indicate the need for counseling or mental health treatment.

General Guidelines

In addition to these regulatory proposals, the Panel believes that it is
necessary for the Secretary of DHHS to issue guidelines that will further
enhance the delivery of mental health services to children. Standards for
children’s treatment services should be included. These should specify that
children’s mertal health services include 2 gcneral health interview and,
where appropriate, referral to a health provider for a further health
assessment or treatment intervention. Referrals should be made to Title V
agencies, Community Health: Centers (CHCs) and other health providers,
and children eligible for Medicaid should be referred to the Early and
Periodic Screening, Diagnosis, and Treatment (EPSDT) program. Such
policies will help ensure that children with physical problems are not
mistakenly diagnosed as learning disabled or emotionally disturbed. At
the same time, referral procedures will promote greater cooperation
between health and mental heaith professionals and encourage the
development of a stronger cross-referral system.

Furthermore, these guidelines should encourage the child’s parent or
caretak=r to participate in the development of treatment and followup
programs and in the actual delivery of services which, to the extent
possible, should be provided in the child’s home or community. Guide-
lines should also encourage grantees to involve the various systems in
which the child and his family function, including the education system
and, where appropriate, the juvenile justice system.

Amendments to the Act

Despite the considerable advances made by the new Mental Health
Systems Act, it does not go far enocugh in some respects in settling issues
that concern the Panel. Consequently, the Panel is also proposing several
legislative amendments to the Act for Congress’ immediate consideration.
If adopted in the near future, these amendments should take effect in FY
- 1982 when the Mental Health Systems Act becomes operational.

Program Funding

First, the Panel recommends that the Act be amended to increase
authorizations for the various grant programs. Current authorizations are
abysmally low. The authorization levels for services to severely emotional-
ly disturbed children and adolescents, for example, rise from a mere $10
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million in FY 1982 to only $15 million for FY 1984. It is certainly
questionable how meaningful such authorizations can be nationally when
the budget for just one program serving a city of slightl¥ more than
700,000 persons for FY 1982 is approximately $3 million. 2 The Panel
recommends, therefore, that by the end of FY 1984, $193 million be
appropriated and applied to the four special categorical grant programs
discussed in this Plan of Action. This figure represents an increase of $90
million over the amounts currently authorized for these grant programs
for FY 1984 by the Mental Health Systems Act.?® Such an increase
undoubtedly will mean that a substantial number of additional children
will be able to receive the special services they require.

Second, the Panel recommends that a statutory amendment be enacted
that would eliminate the time limitation oa grants for nonrevenue
producing services, or “maintenance” grants, that each CMHC or other
mental health service program may receive. To qualify for these grants,
however, a center must agree to use its grant funds for nonrevenue
producing activities including consultation and education, outreach,
home-based services, followup and case management. In addition, the
grantee must be willing to meet the cost of providing services to low- and
moderate-income persons covered by Medicaid or private insurers.
Because these activities and services will always be needed in the
community, adequate funding for them should be provided on a
continuing basis. While the Panel does not believe it likely that States and
localities will be in a position to pick up the ertire cost for these services
and activities, it does believe that the responsibility for funding them
should be a shared one. For this reason, the Panel proposes that centers be
required to document that State and local matching funds of 50 percent
are being used for the activities and services described above.

Research, In-Service Training, and Technical Assistance

Additional legislative revisions are needed to ensure that adequate
research, training, and technical assistance aciivities related to the special
mental health needs of children can be undertaken. The Panel recom-
mends, that the Mental Health Systems Act be amended to permit the
Secretary of DHHS to retain up to 5 percent of the total amount of funds
appropriated under the various grant programs 1o be used for these
purposes.

These programs should give special attention to the mental health needs
of children. Research activities, for example, should be focused on the
development of clinical techniques and service delivery strategies for

‘9The Program is the Division of Child and Adolescent Services at Saint Elizabeth's Hospital in
Washington, D.C.

20yrrent authorizations for the four grant categorics for the fiscal year ending September 30, 1984 are.

e grants for services for severely mentally disturbed children: $15 million

e grants for services for chronically mentally ill individuals: $60 million

» grants for the prevention of mental iliness and the promotion of mental health: $8 miilion

e grants for mental health services in heaith care centers: 320 million
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infants and young children at risk or with diagnosed emotional, cognitive,
or psychoneurological developmental problems. Training programs
should be designed. to equip health care providers and educators, as well
as the mental health staff itself, with the specialized knowledge and skills
to treat children and their families effectively. These include an under-
standing of the emotiona! and cognitive problems of Yyoung children, skills
for specific intervention strategies, and the ability to coordinate all
availsble resources needed to assist children and their families.

Program Evaluation

The Panel’s final legislative proposal calls for greater program evalu-
ation. The Panel believes that a periodic assessment cf the mental health
services being provided to children is necessary to ensure that their mental
health needs are met adequately. The Panel recommends, therefore, that
the Secretary of DHHS be required by statute to report to Ccngress
annually on the progress being made to extend appropriate mental health
services to children of all ages. The report should include information
concerning the type and number of services being provided; the extent to
which these services are meeting identified needs; the standards used in
providing these services; any service-related research findings generated
through the activities of the various National Institutes; and the status of

staff preparation and training.
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CHAPTER 7

OTHER MAJOR FEDERAL
PROGRAMS AFFECTING
MATERNAL AND CHILD

HEALTH

. Ten Federal programs, in addition to those described in detail in this
volume, have played a particularly significant role in the delivery of health
and health-related services to children and pregnant women. These
programs provide not only health care services, but social and educational
services as well. Their histories, purposes, and accomplishments are
described briefly in this chapter. These programs, and the five already
discussed, constitute the core of Federal health and health-related service
activities for children and pregnant women.

COMMUNITY HEALTH CENTERS

Designed to provide health services and related tIaining, the Communi-
'ty Health Centers (CHCs)! program was launched by the Office of
Economic Opportunity in 1966 and subsequently authorized by Section
330 of the Public Health Service Act. Highest priority for funding was
given to medically underserved areas, purticularly those with high infant
- mortality rates, older populations, and shortages of health care personnel.

‘The program fecuses on comprehensive ambulatory care. Primary health
services include physicans® services, diagnosis, treatment, diagnostic X-
‘Tays, laboratory services, and emergency medical care. Preventive services
include prenatal and postpartum care, well-child care, children’s eye and
ear examinations, immunizations, preventive dental services, voluntary

o family planning services, health education, and nutrition assessmeiits.

- The Community Health Centers program is now administered by the
Bureau of Community Health Services within the Health Services
Administration. Some 858 CHCs (726 in rural areas and 132 in urban
arcas) served more than 3.864 million persons in 1979, including more
than 1.603 million children. In addition, 112 Migrant Health Centers—

YTitle 42 U.S.C. Sect. 254¢ (1975 & Supp. I1 1978).
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which provide similar services—served an estimated 1,052,000 migrant
and seasonal workers, including approximately 221,900 children. In FY
1980, rural and urban health centers were funded at $320 million, and the
migrant centers at $39 million. _ _

The centers have demonstrated measurable success. In a study of
centers in 13 cities, hospitalization, for example, was reduced 25 percent
for center users, compared with nonusers.? Nevertheless, there is a
continuing need for greater access to primary and preventive care services
in underserved areas as well as for more coordination between the centers
and other sources of Federal and State funding, such as Medicaid,
Community Mental Health Centers, and family planring services.

TITLE XX

Enacted in 1965, Title XX3 of the Social Security Act provides grants to
the States for the provision of social and support services to low- and
moderate-income families. States may provide many health and health-
related services, such as family counseling and other mental health
services, support services to developmentally disabled, blind, and physi-
cally handicapped individuals, services to expectant pareats, transporta-
tior: to health service providers, early and periodic health screening and
diagnosis for children not eligible for Medicaid, family planning services,
and child day care. The program is operated under the Administration for
Children, Youth, and Families. The Federal appropriation for Title XX
was $2.7 billion in FY 1980, and according to agency projections,
expenditures for services to children accounted for about 62 percent of the
total.

Child day care services are provided with Title XX funds in all States
and the District of Columbia. Day care centers and licensed day care
homes receiving Federal aid through Title XX are significant avenues for
improving the delivery of health services to young children. Some 18,300
centers serve about 870,000 children a year with Title XX funds. They are
subject to Department of Health and Human Services (DHHS) regula-
tions stipulating that children must reccive comprehensive health assess-
ments and have appropriate immunizations, and may be provided
transportation to continuing health services.

Title XX family planning services are provided in the District of
Columbia and in all States but one. Most States offer information on the
availability of family planning resources, referral, and education and
counseling on contraceptive methods. Most also provide direct medical
services, including diagnosis, treatment, drugs, and contraceptive supplies
and devices furnished by or under the supervision of a physician. About
1.4 million persons received Title XX family planning services in FY 1979.

204kada, L. and T. Wan. “Patterns of Health Services Utilization in Urban Low-Income Arcas.” Paper
presentied to the Institute of Management/Science Operations Rescarch Society of America. Joint
National Meeting, Aprii 30-May 2, 1979.

3Title 42 U.S.C. Sect. 1397 et seq. (1976 & Supp. 11 1978).
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TITLE X FAMILY PLANNING SERVICES

- Title X of the Public Health Services Act, authorizing Family Planning
Services and Population Research,® was enacted in 1970 because of the
high pumber of unintended pregnancies among the poor. Its purpose is to
. make comprehensive voluntary family planning services available to all
- persons requesting them, but the emphasis is on providing services to low-
income women and adolescenats. Indeed, regulations clearly instruct
grantees to make certain no one is denied services because of an inability
to pay.

The program provides counseling, contraception services, voluntary
sterilization, pregnancy testing, health information, screening and referral,
and general community education. Administered by the Bureau of
Community Health Services within the Health Services Administration,
Title X helps fund some 3,000 agencies across the United States to run
5,125 family planning programs. In FY 1980, funding was $162 million,
and organized faumily planning programs served 4.4 million low- and
marginzl-income women, including 2.8 million adults and 1.6 million
teenagers. By comparison, in 1966, before significant Federal support for
family planning scrvices, only 400,000 women received services in family
planning clinics. Nevertheless, approximately 3 million adult women and
1.8 miliion teenagers still need subsidized family planning services.

Title X-funded family planning programs deserve at least partial credit
for the decline iz iie sumber of unwanted pregnancies in the past few
years among grougs who previously had the highest rates of unintended
‘births-—minorities, ike poor, and the least educated. This in turn has
helped to reduce t::2 Maticn’s infant mortality rate.

ADOLESCENT PREGNANCY

Despite its comprehensive title, the Adolescent Health Services,
Pregnancy Preveation, and Care Act of 19785—known gencrally as the
adelescent pregnancy program—focuses on services for pregnant adoles-
cents, adolescent parents, and their infants. Adolescents who are pregnant
or who are parents are cligible for pregnancy testing, prenatal and
postratal care, family planning services, venereal disease screening and
treatment, sex and family life education, and a variety of counseling
- sezvices related to pregnancy, parenthood, and education, as well as
cmaployment. By contrast, adolescenis who are not already pregnant or
parents are eligible only for sex education, counseling, referral, and

__pregnancy testing.

The program is administered under the G{*ice of the Assistant Secretary
of Health. Congress authorized $75 million for this program for FY 1981,
but in the past, the amounts actually apgopriated have been significantly
lower: in FY 1980, for example, only $7.5 million was appropriated. There

“Title 42 U.S.C. Sect. 300 (1976 & Supp. II 1973\
STitle 42 US.C. Sect. 300a-21 (Supp. 11 1978).
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were only four adolescent pregnancy programs in 1979, and in FY 1980 27
new grants were awarded. But 300 communities had submitted applica-
tions and gone through the process of coordinating their related services
as a prerequisite to receiving funds. (All programs are mandated to have
established linkages with existing resources.) Graatees include schools,
health agencies, advocacy groups, and community action agencies.

There is widespread agreement that the legislation was based on
insufficient data—not only to justify needed funds but also to identify the
minimum services that should be required. Yet the need for a program to
address the problem of unwanted pregnancy among adolescents is
immense. About 17 percent of all infants born in 1977 were born to
teenagers; the Centers for Disease Control have estimated that 46 percent

of teenage births and 70 percent of all teen pregnancies that year were
unintended.®

GENETIC SCREENING

The National Genetic Diseases Act,” Title IX of the Public Health
Services Act, which is administered by the Office for Maternal and Child
Health within the Bureau of Community Health Scrvices, provides funds
to States for programs of genetic screening, counseling, and referral for
treatment. These programs offer comprehensive screening services for
sickle cell anemia, Cooley’s anemia, Tay-Sachs disease, and other genetic
disorders. Funds are also used to support laboratory testing, diagnosis,
and information and educational services. Some selected services include
newborn screening for metabolic disorders, counseling, the preparation of
educational materials for health providers and the public, and the design
of model curricula on genetics for school-age children.

In FY 1980, only $11.5 million was appropriated for the program, yet
the cost of genetic disease to society is enormous. About 30 percent of all
hospitalized children have diseases that are at least partially genetic in
origin. The cost of caring for persons suffering from Down’s Syndrome,
for example, is estimated to be $1.7 billion a year.

SIDS

The Sudden Infant Death Syndrome (SIDS) program,? included in the
1978 amendments to Title IX of the Public Health Service Act, was
initiated to help combat a disorder that claims the lives of 6,000 to 7,000
infants each year who die suddenly, quietly, and unexpectedly during
apparently normal sleep. SIDS is the leading cause of death between the
ages of 1 and 12 months and is responsible for half of all deaths during
that time. The SIDS program, administered by the Office for Maternal and

6U.S. Department of Health and Human Services, Center for Discase Control. “Teenager diildbearing

and Abortion Patterns— United States, 1977." Morbidity and Mortality Weekly Report 29: 157, 159, April
11, 1980.

Tritle 42 U.S.C. Sect. 300b (1976 & Supp. 11 1978).
BTiue 42 U.S.C. Sect. 300c—11 (1976 & Supp. I1 1978).
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Child Health, funds 42 projects in over half of the States to provide
counseling and information services and to carry out data-gathering
activities. It also conducts more than 2,000 educational programs each

-year. Funding for FY 1980 was $2.8 million. An additional $11 million

was allocated within the budget of the National Institute of Child Health
and Human Development for research into the sudden infant death

syndrome.

HEAD START

Among the Federal Government’s most successful child development
efforts is its Head Start program® for low-income preschool children.
Started by the Office of Economic Opportunity in 1965, and legislated
under Title V-A of the Economic Opportunity and Community Partner-
ship Act in 1967, the Head Start program to date has served 7.8 million
children.

Now administered by the Administration for Children, Youth, and
Families within the Office of Human Development Services, Head Start is
designed to enhance a child’s competency through education, health anc
social services, and parental involvement. It presently serves 378,000
preschool children in more than 9,200 centers (including centers located in
urban ghettos, rural areas, Indian reservations, and migrant camps)
throughout the Nation, with a budget of $735 million. Its health
¢omponent consists of medical, dental, nutritional, and mental health
services, with a broad range of preventive, diagnostic, treatment, and
rehabilitative services.

Head Start has been shown to improve children’s health: children who
participate in Head Start have fewer cases of anemia, more immuniza-
tions, better nutrition, and better health in general than do children with
similar backgrounds who do not participate. In addition, where there is a
high degree of parental participation in the program, children gain in their
social development.

- DEVELOPMENTAL DISABILITIES

The Developmental Disabilities Service Act!®was established to provide
and coordinate services for persons suffering from certain chronic
disabilities whose needs span several service areas, including health,
education, social welfare, and rehabilitation. An estimated 5.6 million
mentally retarded persons were originally eligible for the program. But
recent amendments to the authorizing legislation have limited eligibility to
individuals who have a severe chronic disability that is attributable to a
mental or physical impairment, is manifested by age 22 and is likely to
continue, results in substantial functional limitations, and indicates the

need for a combination of special services. This shift to a fanctional

*Title 42 U.S.C. Sect. 2928 (1976 & Supp. 11 1978).
'%Tite 42 U.S.C. Sect. 2661 et seq. (1970 & Supp. IV 1974).
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definition of eligibility with a focus on severe retardation has reduced by
more than one-third the number eligible, to an estimated 3.4 million
persons.

The program is operated by the Developmental Disabilities Administra-
tion within the Office of Human Development Services. Grant funds are
targeted ‘at rural and urban poverty areas, with the bulk of the funds
distributed to State-designated agencies providing priority services. These
include alternative community living arrangements, nonvocational social
development, case management, and child development. States receiving
grants must spend a specified percentage of their awards on deinstitution-

alization. Funding for FY 1980 was $62.4 million, which provided direct
assistance to about 300,000 persons.

DISABLED CHILDREN’S PRO GRAM

The Supplemental Security Income Disabled Children’s program!!
provides referral and direct services for blind and disabled children
receiving supplemental security income benefits under Title XVI of the
Social Security Act. Medical, educational, social, and rehabilitative
services are covered under the program, which is administered by the
Office of Maternal and Child Health. Regulations provide for case
management, a written Individualized Service Plan for each child, and
necessary supportive services. Funding is based on formula grants to
designated State agencies (46 States use the Crippled Children’s Agency).

For FY 1980, $19.8 million was distributed to serve approximately 209,000
children.

PROGRAMS OF THE CENTERS FOR DISEASE
CONTROL

The Centers for Disease Control {CDC) in the Public Health Service
provide a variety of services!? related to maternal and child health through
various centers and divisions. The Center for State Services, for example,
gives technical assistance to State and local health departments for
venereal disease and tuberculosis control procedures, and makes grants to
States to provide vaccine in public clinics and schools. The Division of
Environmental Health Services provides personnel to States for rodent
control and awards funds to small and medium-sized cities for fluorida-
tion as well as to local and city health departments to screen children for
lead poisoning. In addition, personnel from the Center for Epidemiology
are sent all over the Nation to investigate epidemic outbreaks. The Family

TiTige 42 U.S.C. 1381 et seq. (1976 & Supp. I1 1978).

12rhe authorization for each of the service programs described in this ph is found in Sections
317 and 318 of the Publ. ‘ealth Service Act All are codified within Tite 42 of the United States Code
(1976 & Supp. 11 1978) ar . - following sections: venereal disease control (Sect. 247b), tuberculosis control
(Sect. 247D), vaccinations (L s. 247b and 247b note), rodent control (Sects. 247b and 254c¢), fluoridation
(Sect. 300f et scq.), lead-base. paint poisoning control {Sect. 4801 et seq.), family planning (Sect. 300a),
alcobol and smoking prevention (Sect. 2688¢ et seq.), and health curricula (Sect. 300u).
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Planning Division performs epidemiological surveillance of abortions,
assesses various family planning techniques, and conducts studies on birth
defects. Grants for educational programs, such as alcohol and smoking
prevention, are made under the auspices of the Center for Health
Education, which is also responsible for developing health curricula for
elementary schools.

The Centers’ programs save lives and money; a major study!? showed
that $180 million spent on measles vaccination programs from 1966 to
1974, for example, saved $1.3 billion in medical and long-term health care
costs by reducing deafness, mental retardation, and other problems. The
CDC budget for FY 1980 was $295.7 million.

CONCLUSION

It is clear from this brief review of ten Federal programs that, in
addition to the five programs discussed in previous chapters, there are
various other potential avenues for improving child health—through
direct services to pregnant women, infants, and children, through social
service and public education programs, through programs addressing the
environmental and behavioral components of health, and through

~ programs intended to reduce the number of unwanted pregnancies. These
additional programs have many service components and goals similar to
thosc of Title V, Medicaid, WIC, P.L. 94-142, and the recent mental
health systems legislation. The program philosophy and strategies urged
throughout this volume should be applied to all 15 programs, even though
the Panel has devoted special attention to a subset of them.
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APPENDIXES

APPENDIX A

SUMMARY OF MAJOR
FEDERAL PROGRAMS

PROVIDING HEALTH AND
HEALTH-RELATED SERVICES
TO CHILDREN AND PREGNANT

- WOMEN

L. HEALTH PROGRAMS

A. HEALTH FINANCING PROGRAM
1) Medical Assistance Program (Mediceid)

Placement:

Description:

Legislation:

Funding:

Health Care Financing Administration, Departmoient of
Health and Human Services.

Formula grants under the Sacial Security Act to provide
financial assistance to States for payments of medical
assistance on behalf of cash assistance recipients and, in
certain States, on behalf of the medically needy. Includes
the Early and Periodic Screening, Diagnosis, and Treat-
ment Program (EPSDT). EPSDT provides preventive
health care to children in low-income families by identi-
fying, diagnosing, and treating medical, developmental,
and dental problems.

Title XIX, as amended by P.L. §88-97, P.L. 90-248 P.L.
91-56, P.L. 92-223 P.L. 92-603, P.L. 93-66, and P.L.

- 93-233. ’

FY 1980 Appropriations: $14.155 b.

B. MATERNAL AND CHILD HEALTH CARE

1) Tide V

Placement:

Bureau of Community Health Services, Health Services
Administration, Public Health Service, Department of
Health and Human Services.
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Description:

Legislation:
Funding:

Formula and project grants to States for maternal and
child services to improve the health of mothers and
children and to reduce the incidence of m=ntal retardation
and infant and maternal mort~lity. Services included are
family planning, wmaternity, well-child, pediatrics and
special child health services, early detection, prevention,
and after care. Formula and project grants to States for
training personnel in health care of and related services to
mothers and children; particularly mentally retarded and
multiply-handicapped children. Research provides project
grants to support research in health services for mothers
and children. Formula and project grants to States for
crippled children’s services to extend and improve medi-
cal and related health services to chronically ill and
handicapped children.

Social Security Act, Title V, as amended.

FY 1980 A ppropriations: $376.3 m.

2) Sudden Infant Death Syndrome Information and Counse’ing

Placement:

' Description:

Legislation:
Funding:

Bureau of Community Health Services, Health Services
Administration, Public Health Service, Department of
Health and Human Services.

Project grants to support the collection and analysis of
data relating to the causes of sudden infant death
syndrome, to provide information and counseling to
families, and to educate health officials, emergency care
providers, and the general public.

Public Health Service Act, Title XI, as amended by P.L.
93270 and P.L. 95-613.

FY 1980 Appropriations: $2.8 m.

3) Genetic Diseases Testing and Counseling Services

Placeiment:

Description:

Legislation:

Funding:

112

Bureau of Community Health Services, Health Services
Administration, Depzrtment of Health and Human Ser-
vices.

Project grants to assist State and local governments as
well as public and private nonprofit organizations in
establishing and operating voluntary screening, diagnos-
tic, laboratory, and counseling programs. The Sickle Cell
Anemia Program is included in this program.

P.L. 95-626; Health Services and Centers Amencments of
1978 which amends Title XI, Part A of the Public Health
Service Act.

FY 1980 Appropriations: $11.57 m.



4) Supplemental Security Income Diszbled Children’s Program

Placement:

Description:

Legislation:
Funding:

Office ror Maternal and Child Health Services, Bureau of
Community Health Services, Health Services Administra-
tion, Public Health Service, Department of Health and
Human Services.

Formula grants to States based on the State child
population. These grants support special health, educa-
tion, social service, and vocational rehabilitation services
to disabled children under 16 years of age.

Social Security Act, Title X V1.

FY 1980 Appropriations: $19.8 m.

5) Adolescent Pregnancy Program

Placement:
Description:

Legislation:
Funding:

6) Childhood

Placement:

Description:

Legislation:

Funding:

Office of Adolescent Pregnancy, Office of the Assistant
Secretary of Heaith, Public Health Service, Department of
Health and Human Services.

Project grants to provide comprehensive services to
pregnant adolescents, adolescent parents, and some teen-
agers at risk. The emphasis is on teenagers 17 and under.
Health Services Amendments of 1978, Titles IV, VII, and
VIII, P.L.95-626.

FY 1980 Appropriations: $7.5 m.

Lead-Based Paint Poisoning Prevention

Centers for Disease Control, Public Health Service,
Deparment of Health and Human Services.

Project grants to provide for the development of compre-
hensive lead-based paint poisoning programs, detection
and treatment of lead-based paint poisoning, and educa-
tional programs about the hazards of lead-based paint.
Lead-Based Paint Poisoning Prevention Act, Title I; P.L.
91--695, as amended by P.L. 93151, P.L. 94-317 and P.L.
95-626.

FY 1980 Appropriations: $11.25 m.

7) Comprehensive Hemophilia Diagnostic and Treatment Centers

Placement:

Description:

Office for Maternal and Child Health, Bureau of Commu-
nity Health Services, Health Services Administration,
Public Health Service, Department of Health and Human
Services.

Project grants to initiate or expand regionalized compre-
hensive diagnostic and treatment centers for hemophiliac
patients stressing individual care plans and home care.
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‘Legislation: Public Health Service Act; P.L. 78410, Title XI, as

amended.
Funding: FY 1980 appropriations: $3.0 m.
C. FAMILY PLANNING
1) Title X
Placement: Bureau of Community Health Services, Health Services

Administration, Public Health Service, Department of
Health and Human Services.

- Description:  Project grants to provide education and comprehensive
medical and social services to individuals seeking family
planning services. Also, under special projects, training

. grants and contracts.
Legislation: Public Health Service Act, Title X; P.L. 95-83.
Funding: FY 1980 Appropriations: $162.0 m.

D. GENERAL HEALTH AND MENTAL HEALTH CARE
1) Community Health Centers

Placement: Bureau of Cormmunity Health Services, Health Services
Administration, Public Health Service, Department of
Health and Human Services. '

Description:  Project grants to support the development and operation
of community health centers which provide primary,
supplemental, and environmental health services to medi-
cally underserved populations.

Legislation: Public Health Service Act; P.L. 95-626 as amended by
Title I, P.L. 95-83, as amended by Title V, P.L. 94-63.

Funding: FY 1980 Appropriations: $320.0 m.

2) National Health Service Corps

Placement: Health Services Administration, Public Health Service,
Department of Health and Human Services.

Description:  Provides specialized services through assignment of per-

: sonnel to tommunities that request to be designated

critical health personnel shortage areas. Medical and

dental care may be provided at a reduced rate or at no

charge to qualifying persons.
Legislation: Public Health Service Act; P.L. 78-410, as amended.
. Funding: FY 1980 Appropriations: $74.1 m.
~ 3) Health Incentive Grants for Comprehensive Public Health
Services _
Placement: Centers for Disease Control, Public Health Service,
Department of Health and Human Services.
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Description:

Legislation:
Funding:

Formula and health incentive grants to assist State health
authorities in providing comprehensive public health
services.

Public Health Service Act, Title I11.

FY 1980 Appropriations: $68.0 m.

4) Disease Prevention Grants

Placement:

Description:

Legislation:

Funding:

Centers for Disease Control, Public Health Service,
Department of Health and Human Services.

Project grants to assist States in supporting a disease
control program designed to contribute to mnational
protection against diseases, including tuberculosis, rubel-
1a, measles, poliomyelitis, diphtheria, tetanus, and mumps.
Public Health Service Act, as amended by the Disease
Control Amendments of 1972; P.L. 92449, Disease
Control Amendments of 1976; P.L. 94-317 and P.L.
95-626.

FY 1980 Appropriations: Venereal Diseases, $47.62 m.;
Immunization, $30.34 m.; Fluoridation, $6.79 m.

S) Community Mental Health Centers

Placement:

Description:

Legislation:

National Institute of Mental Health; Alcohol, Drug
Abuse, and Mental Health Administration; Public Health
Seivice; Department of Health and Human Services.
Project graats to support comprehensive mental health
services including day care and specialized services for the
mental health of children.

Community Mental Health Amendments of 1975, Title
III; P.L. 94-63.

E. HEALTH CARE FOR SPECIAL POPULATIONS
1) Migrant Health Grants

Placement:

Description:

| - Legislation:
'Fundlng

Bureau. of Community Health Services, Health Services
Administration, Public Health Service, Department of
Health and Human Services.

Project grants and contracts to public or nonprofit
agencies to support the development and operation of
migrant health centers. They also support projects which
provide primary ambulatory and inpatient, environmental
and supplemental health services whxch are accessible to
migratory and seasonal workers.

Public Health Service Act, Title III, P.L. 95-626.

'FY 1980 Appropriations: $39.7 m.

'z) Indian Health Services

- 'Placcment.

rIndlan Health Service, Health Services Administration,
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Description:

Legzislation:

Funding:

Public Health Service, Department of Health and Human
Services.

Project grants to build the capabilities of tribes to staff
and manage their health programs. Available only to
federally recognized tribes and tribal organizations.

Act transferring responsibility for health services from the
Bureau of Indian Affairs to the Public Health Service;
P.L. 83-568.

FY 1980 Appropriations: $547.21 m.

3) Appalachian Health Program

Placement:
Description:

Legislation:
Funding:

Appalachian Regional Commission.

Project grants to provide a flexible, noncategorical ap-
proach to the development of health demonstration
projects through community planning on a multicounty
basis and implementation of that planning through
service.

Appalachian Regional Development Act of 1965, Sections
202 and 214, as amended; P.L. 89-4.

FY 1980 Expenditures: $18.01 m (Appropriations not
earmarked for Health Program).

4) Health to Underserved Arcas Program

Placement: Bureau of Community Health Services, Health Services
Administration, Public Health Service, Department of
Health and Human Services.

Description:  Project grants to integrate primary care services into a
system of rural health care delivery and to develop
mechanisms to provide better health care to rural people,
including those eligible for Medicaid.

Legislation: Social Security Act, Title XI, Section 1110.

Funding: FY 1980 Appropriations: $14.0 m.

5) Civilian Health and Medical Program of the Uniformed Services
(CHAMPUS)

Placement: Office of Assistant Secretary of Defense for Health
Affairs, Department of Defense.

Description:  Direct payment for specified uses to provide medical care

' in civilian facilities.
Legislation: Military Medical Benefits Act of 1966, as amended.
Funding: FY 1980 Appropriations: $736.0 m.

6) Uniformed Services Health Benefits frogram

Placement:

Description:

116

Office of Assistant Secretary of Defense for Health
Affairs, Department of Defense.

Direct provision of medical care to active duty uniformed
services personnel and their dependents.

125



Leg:slanon
T andmg

~ Military Medical Benefits Act of 1966, as amended.
" FY 1980 Appropriations: $3.864 b.

E HEALTH-RELATED PROGRAMS

A. NUTRITION PROGRAMS

1) Special Supplemental Food Program for Women, Infants, and
Children (WIC)

Food and Nutrition Service, Department of Agriculture.
Grants to States for projects to supply supplemental
nutritious foods and nutrition education to participants
identified to be nutritionally at risk because of inadequate
income and inadequate nutrition.

Child Nutrition Act of 1966 as amended; P.L. 95-627.
FY 1980 Appropriations: $758.0 m.

2) Food Stamps

Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.
Direct payments to low-income households for specified
use to improve their diets by supplementing their food
purchasing ability. Also, Federal Support for State Ad-
ministrative costs incurred.

Food Stamp Act of 1964; P.L.. 95-113.

FY 1980 Appropriations (includes Supplemental): $9.191
b.

3) Child Care Food Program

Placement:
Description:

Legislation:
Funding: |

Food and Nutrition Service, Department of Agriculture.
Formula grants (also sale, exchange, or donation of
property and goods) to assist public and nonprofit private
organizations in maintaining or expanding nonprofit food

'service programs for children in nonresidential institu-

tions providing child care.

National School Lunch Act of 1966, Section 16, as
amended by P.L. 94-105, P.L. 95-627.

FY 1980 Appropriations: $220.4 m.

..4) Scheol Bmkfmt Program

7’ Placement:
~ - Description:

«  Legislation:
. Funding:

Food and'Nutrition Service, Department of Agriculture.
Formula grants (also sale, exchange, or donation of
property and goods} to reimburse public and nonprofit

- private schools for nutritious breakfasts for school chil-

dren.
Child Nutrition Act of 1966, as amended; P.L. 94105,

P.L.95-166, P.L. 95-627.

FY 1980 Appropriations: $261.4 m.
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Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.’
Free and reduced in-house prices for lunches to needy
children.

National School Lunch Act, as amended; P.L. 94-105,
P.L. 95-627.

FY 1980 Appropriations: $1.381 b.

G)NaﬁonalSéhoollnnchProgram

Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.
Formula grants (also sale, exchange, or donation of
property and goods) to assist States in making the school
lunch program available to school children.

National School Lunch Act of 1966, as amended; P.L.
94105, P.L. 95-166, P.L.. 95-627.

FY 1980 Appropriations: $734.7 m.

7) Special Milk Program for Children

Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.
Formula grants to encourage the consumption of fluid
milk by children of high school grades and under through
reimbursement to eligible schools and institutions which
inaugurate or expand milk distribution services.

Child Nutrition Act of 1966, as amended; P.L. 95-166.
FY 1980 Appropriations: $142.0 m.

8) Summer Food Service for Children

Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.
Formula grants to States (also sale, exchange, or donation
of property and goods) for maintaining and expanding
nonprofit food service programs for children in service
institutions and summer camps during the summer
months. '

Natisnal School Lunch Act of 1966, Section 13; as
amended by P.L. 94105, P.L. 95166, P.L. 95-627.

FY 1980 Appropriations: $88.8 m.

9) Nutrition Studies; Education and Training

Placement:
Description:

Food and Nutrition Service, Department of Agriculture.
Formula grants to State educational agencies to proyide
for the nutrition-related training of educational and food
service personnel, the food service management training
of school food service personnel, and the conduct of
nutrition education activities.



~ Legislation:

Child Nutrition Act of 1966, Section 19, as amended; P.L.

...... - ——— et =4 - —— 95;1“;—.. —— - ———— ——

Funding:

FY 1980 Appropriaﬁons: $21.7 m.

10) State Administrative Expenses for Child Nutrition

Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.
Formula grants to provide State educational agencies with
funds to cover administrative expenses for supervising
and giving technical assistance to local school districts
and institutions in their conduct of child nutrition
programs.

Child Nutrition Act of 1966, Section 7, as amended; P.L.
90-302, P.L. 91-248, P.L. 95-166, P.L.. 95-627.

FY 1980 Appropriations: $34.87 m.

' 11) Equipment Assistance for Schoo! Food Service Programs

Placement:
Description:

Legislation:
Funding:

Food and Nutrition Service, Department of Agriculture.
Formula grants to enable States to supply schools in low-
income areas with equipment for storing, preparing,
transporting, and serving food to children.

Child Nutrition Act of 1966 as amended; P.L. 95-166,
P.L. 95-627.

FY 1980 Appropriations: $20.0 m.

12) Regional Commission Health and Nutrition Demonstration

Projects

Placement:

Description:

Legislation:

Funding:

Coastal Plains, Four Corners, Ozarks, Upper Great Lakes,
and Old West Regional Commissions.

Project grants for planning, construction, equipment, and
operation of multicounty demonstration health and nutri-
tion projects.

Public Works and Economic Development Act of 1965,
Title V, Section 516, P.L. 89-136 as amended by P.L.
94-185.

FY 1980 Appropriations: $5.39 m.

13) Community Food and Nutriticn

Placement:
Deescription:

- Legislation:
Funding:

Community Services Administration.

Project grants, contracts, and training to supplement,
extend, and broaden other food programs and to provide,
on an emergency basis, food to low-income families or
individuals.

‘Economic Opportunity Act of 1964, Title iI, as amended;

P.L. 95-568.
FY 1980 Appropriations: $27.0 m.
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... B.__ CHILD DEVELOPMENT AND EDUCATION PROGRAMS

1) Head Start

Placement: Administration for Children, Youth, and Families, Office
of Human Development Services, Department of Health
and Human Services.

Description:  Project grants to provide comprehensive health, educa-
tional, nutritional, social, and other services to children,
primarily 3 years old to school age, and their families who
are economically disadvantaged. Parental involvement is
emphasized.

Legislation: Head Start Economic Opportunity and Community Part-
nership Act of 1974; P.L. 93-644, Title V, Part C, as
amended

Funding: FY 1980 ;‘\ppropriations: $735.0 m.

2) Foliow Through

Placement: Office of Elementary and Secondary Education, Depart-
ment of Education.

Description:  Formula grants and project grants to sustain and augment
in primary grades, the gains made by children of low-
income families in Head Start. Children receive special
instruction, health, nutrition, and other services. Parental
involvement is stressed.

Legislation: Economic Opportunity Act of 1964, as amended by P.L.
95568, Economic Opportunity Amendments of 1978.

Funding: FY 1980 Appropriations: $44.25 m.

3) Educationaily Deprived Children of Migrants

Placement:  Division of Migrant Education, Office of Elementary and
Secondary Education, Department of Education.

Description:  Formula grants to State educational agencies to expand
and improve programs to meet the needs of migratory
workers and fishermen. Programs include remedial in-
struction, health, nutrition, psychological services, cultur-
al development, and prevocational training.

Legislation: Elementary and Secondary Education Act of 1965 as
amended; P.L. 89—-10 and P.L. 89-750, as amended by
P.L.95-561.

Funding: FY 1980 Appropriations: $245.0 m.

4) Improvement in Local Educational Practice

Placement: Office of Elementary and Secondary Education, Depart-
ment of Education.
Description:  Formula grants to local educational agencies to improve

their educational practices, including health and nutrition
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Legislation:
Fundiﬁg:

programs.- Fifteen percent is set aside for children with
vial needs and handicapped children or those with

learning disabilities.

Elementary and Secondary Education Act, Title IV, as

amended by P.L. 95-561.

FY 1980 Appropriations: $146.0 m.

S)AlmholananngAbtneEdlmﬁonProgmm

Placement:
Description:

Legfslation:
Funding:

Office of Educational Research and Improvement, De-
partment of Education.

Project grants used for developing problem-solving tech-
niques to reduce alcohol and drug abuse. Designed to
promote awareness and understanding of the problems
and to treat causes rather than symptoms.

Alcohol and Drug Abuse Education Act; P.L. 95-336.

FY 1980 Appropriations: $3.0 m.

6) Drug Abuse Education Programs

Placement:

Description:

Legislation:
Funding:

Alcohol, Drug Abuse and Mental Health Administration,
Public Health Service, Department of Health and Human
Project grants to collect, prepare, and disseminate infor-
mation dealing with the use and abuse of drugs and the
prevention of drug abuse.

Abuse Office and Treatment Act of 1972; P.L.
92-255 as amended.
FY 1980 Appropriations: (Combined with Community
Programs).

7) Cooperative Extension Service

~Placement:
Description:
Legislation:

| Funding:

Science and Education Administration, Department of
Agriculture.

Formula grants to States to provide educational programs
including parent education and child development.

Smith Lever Act as amended; Rural Development Act of
1972; Food and Agricultural Act of 1977.

FY 1980 Appropriations: $285.54 m. (Includes Expanded
Food and Nutrition Education Program for low-income
families, $51.81 m).

' 8) Appalachian Child Development -

.. Placement: .
- - Description:

S T B T T L T L "L APV PSR S TIPS S

Appalachian Regional Commission.

Funds to create State and sub-State capabilities in
planning child development programs in order to provide
services to underserved areas throughout the region and
to test innovative projects and programs.
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Legislation:
Funding:

Appalachian Regional Development Act of 1963, Section
202, as amended; P.L. 89-4. -
FY 1980 Expenditures: $11.2 m. (Appropriations not
earmarked for Child Development).

C. SPECIAL SERVICES FOR HANDICAPPED CHILDREN
1) Handicapped Preschool and School Programs

Placement:
Description:

Legislation:

Funding:

Office. of Special Education and Rehabilitative Services.
Department of Education.

Formula grants to States to assist in providing a free
appropriate education to all handicapped children.
Education of the Handicapped Act, Title V1, Part B as
amended by P.L. 94-142, as amended by the Education
Amendments of 1978.

FY 1980 Appropriations: State Grant Programs, 5—18 yrs.
old, $874.50 m.; Preschool Incentive Grants, $25.0 m.

2) Handicapped Speciai Population, Early Childhood Educztion
Program -

Placement:

Description:

Legislation:
Funding:

Office of Special Education and Rehabilitative Services,
Department of Education.

Project grants to support experimental demonstration,
outreach, and State implementation of preschool and
early childhood projects for handicapped children and
their parents from birth through 8 years of age.

Education of the Handicapped Act, Title VI, Part C, as
amended by P.L. 95—49.

FY 1980 Appropriations: $20.04 m.

3) Special Population Programs for the Severely Handicapped

Placement:

Description:

Legislation:
Funding:

Office of Special Education and Rehabilitative Services,
Department of Education.

Project grants and contracts to develop innovative ap-
proaches to education, training, and services to severely
handicapped children and youth in deinstituti onalized or
integrated settings.

Education of the Handicapped Act, Title VI, Part C, P.L.
91-230.

FY 1980 Appropriations: $5.92 m.

4) Handicapped Regional Resource Centers

Placement:

Description:
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Office of Special Education and Rehabilitative Services,
Department of Education.

Project grants to pay all or part of the cost of establishing
or operating regional resource centers to provide advice
and technical services to educators to improve the
education of the handicapped.

-
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. Legislation:
" Funding:

Education of the Handicapped Act, Title VI, Part C; P.L.
91-230.

FY 1980 Appropriations: $9.76 m.

') Handicapped Media Services and Captioned Films

Placement:

Description:

Legislation:
Funding:

Office of Special Education and Rehabilitative Services,
Department of Education.

Project grants to provide for acquisition and distribution
of media materials and equipment, for research into use of
media, and for training of teachers, parents, and others in
media utilization. A free loan library service of captioned
films is maintained.

Education of the Handicapped Act, Title VI, Part F; P.L.
91-230, P.L. 94--142.

FY 1980 Appropriations: $19.0 m.

6) Handicapped Imnovation and Development

Placement:
Description:
Legislation:
Funding:

Office of Special Education and Rehabilitative Services,
Department of Education.

Grants and contracts for model programs, research, and
development activities.

Education of the Handicapped Act, Title VI, Part E, as
amended by P.L. 95-49.

FY 1980 Appropriations: $19.91 m.

7) Handicapped Recruitment and Information

Placement:

Description:

Legislation:
Funding:

Office of Special Education and Rehabilitative Services,
Department of Education. .

Project grants and contracts to enable public or private
agencies or institutions to help parents and consumer
groups provide information and referral services, to
recruit potential teachers, and to encourage schools to
respond to special needs of handicapped children.
Education of the Handicapped Act, Title V1, Part D, P.L.

- 91-230.

FY 1980 Appropriations: $1.0 m.

'8) Handicapped Special TEducation Personnel Development

Placement:

Description:

. Office of Special Education and Rehabilitative Services,

Department of Education.

Project grants to improve the quality of and increase the
supply of regular educators, physical education or recre-
ation teachers, paraprofessionals, and other support per-
sonnel to maintain handicapped children in an appropri-
ate school setting.
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Legislation: Education of the Handicapped Act, Part F, as amended
by the Education Amendments of 1974 and 1976.
Funding: FY 1980 Appropriations: $55.38 m.

9) Education of the Handicapped Children in State-Operated or
Supported Schoels

Placement: Office of Special Education and Rehabilitative Services,

artment of Education.

Description:  Formula grants to States to extend and improve compre-
hensive educational programs for handicapped children
enrolled in State-operated or State-supported schools.

Legislation: Elementary and Secondary Education Act of 1965 as
amended by P.L. 89-313, P.L. 93-380, P.L. 94-142.

Funding: " FY 1980 Appropriations: $144.0 m.

10) Centers and Services for Those with Developmental Disabilities

Placement: Office of Human Development Services, Department of

. Health and Human Services.

Description:  Project grants and formula grants to States to provide
comprehensive services for persons with developmental
disabilities, promote public awareness and provide infor-
mation, improve quality and coordination of services,
establish demonstration projects, and provide training for
those working in developmental disability.

Legislation: Mental Retardation Facilities and Community Mental
Health Centers Construction Act of 1963; P.L. 88-164, as
amended by P.L. 91-517, P.L. 94-103, P.L. 95-602, Title
V.

Funding: FY 1980 Appropriations: State Grants and Advocacy,

| $50.68 m.; Service Projects, $4.76 m.; University Affili-
ated Facilities, $7.0 m.

11) Centers and Services for Deaf-Blind Children

Placement: Office of Special Education and Rehabilitative Services,
Department of Education.

Description:  Project grants and contracts to support the establishment
of model single and multi-State centers to provide deaf-
blind children with comprehensive diagnostic and evalu-
ation services, education and orientation programs, and
effective consultive programs for their parents and teach-

er..
Legislation: Education of the Handicapped Act, Title VI, Part C.
Funding: FY 1980 Appropriations: $17.12 m.
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1Z) Vocational Rehgbilitation Services for Supplemental Security
Income Beneficiaries

Placement: Office of Human Development Services, Department of
Health and Human Services.
Description:  Formula grants to States to provide necessary rehabilita-

tive services to recipients of Supplemental Security In-
come (SSI) to enable them to attain or return to gainful
employment.

Legislation: Social Security Amendments of 1972, Title XVI, Parts A
and B; P.L. 92-603; P.L. 93-66, P.L. 93-233, P.L.. 93368,
P.L. 94-556, P.L. 94-569, and P.L. 94-585.

Funding: FY 1980 Appropriations: $56.2 m.

D. SOCIAL SERVICES
1) Title XX

Placement: Office of Program Coordination and Review, Office of
Human Development Services, Department of Health and
Human Services.

Description:  Grants to States for health and health-related services
such as family counseling and mental health services,
services for developmentally and physically handicapped,
prenatal services for parents, transportation, screening
and diagnosis of children not eligible for Medicaid, family
planning services, and day care for children.

Legislation: Social Security Act, Title XX.

Funding: FY 1980 Appropriations: $2.7 b.

2) Child WeHare Research and Demonstration Projects

Placement: Children’s Bureau, Administration for Children, Youth,
and Families, Office of Human Development Services,
Department of Health and Human Services.

Description:  Project grants and research contracts to provide support
for research and demonstration in child and family
development and welfare, including “Education fur Par-
enthood” and comprehensive programs for pregnant
teenage girls.

Legislation: Social Security Act, Title IV-B.

Funding: FY 1980 Appropriations: $14.7 m.

3) Child Abuse and Neglect Prevention and ‘Treatment

Placement: National Center for Child Abuse and Neglect, Office of
Human Development Services, Department of Health and
Human Services.
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Description:

Legislation:
Funding:

Project grants and research contracts to provide technical
assistance to public and private nonprofit agencies and
organizations; demonstration programs and projects to
establish and maintain centers providing parent and self
help, identification, and treatment of child abuse and to
support research into the causes, prevention, and treat-
ment of child abuse and neglect.

Child Abuse Prevention and Treatment Act, Title I, as
amended; P.L. 93-247.

FY 1980 Appropriations: $22.93 m.
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APPENDIX C
DISSENTIN G VIEWS

‘John MacQueen, M.D., Vice Chairperson
State Services for Cnppled C‘h:nldren ‘
Umversxty of' Iowa PR

Dr. MacQueen dxssents from t.he Panel’s recommendation that

. the majority of members on the proposed State Maternal and
o Child Health Councils be consumers, or nonhealth professionals.
',(Chapterz Title V) . - ,

Dr.' MacQueen also dxsagrees with the recommendation that the

_Title V formula grant to States be awarded as a single grant, with
' funds.for Maternal and Child Hualth and Cripped Children’s
S -semm oombmed (Chapter 2: Title V7))
John Palmer, PhD.
~ Assistant Secretary for Plaxm.mg and Evaluation

Department of Health and Human Services

‘1.

Dr. Palmer dissents from the Panel's recommendation regarding
the formula by which Title V funds would be apportioned
between Federal and State functions. In particular, he believes
that because the proposed mechanisms for accountability are
untested and there traditionally is a reluctance to withhold
formula grant funds from States, a significant portion of any new
funds appropriated to Title V should be distributed as discretion-

- ary incentive grants to States. (Chapter 2: Title V.)

Dr. Palmer also disagrees with the recommendation that the
Bureau for Maternal and Child Health Services be created by
legislation, as he believes that such matters should be left to the
discretion of the Secretary. (Chapter 2: Title V.) '

' Charlotte Wiler

Foundir

..wuperson, Council on Maternal and Infant Health

Statc of Georgia

1.

Mrs. Wilen, hke Dr. MacQueen, dissents from the recommenda-
tion that there be a majority of consumers on the proposed State
Maternal and Child Health Advisory Councils. She believes the
Health Systems Agencies are the appropriate vehicle for consum-
er input. In her view, the State councils should be comprised of
members of various professions providing maternal and child
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health care, assuring an equal number of public and private
health care consumers to the number of physicians from the
public, private, and academic health arenas. Members should
also represent nutrition, social work, hospital administration,
and education. (Chapter 2: Title V.)

Mrs. Wilen objects to the Panel’s statement that the Title V
funding formula unfairly favors rural States over large industrial
States, citing a recent survey conducted by the Alabama director
of Maternal and Child Health which suggests that the costs of
providing health care in rural areas are considerably higher than
in urban areas. Accordingly, she objects to the recommendation
that the formula be revised in order simply to reflect relative
need among the States. (Chapter 2: Title V.)

138

& U.S. GOVERNMENT PRINTING OFFICE : 1981 O - 339-2u3 (vol. II)



