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HEALTH CARE COVERAGE FOR CHILDREN

TUESDAY, JUNE 20, 1989

U.S. SENA1E,
COMMITTEE ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 10:07 a.m. in
room SD-215, Dirksen Senate Office Building, Hon. Lloyd Bentsen
(chairman of the committee) presiding.

Also present: Senators Bradley, Rockefeller, Roth, Chafee, Heinz,
and Durenberger.

[The press release announcing the hearing follows:]

[Press Release No H-34, June 12, 1989}

SENATOR BENTSEN ANNOUNCES HEARINGS oN CHILD HEALTH CARE

WasHINGTON, DC—Senator Lioyd Bentsen (.. Texas), Chairman, annolinced
Monday that the Finance Committee will hold a hearing to consider proposals to
improve health care coverage for children under the Medicaid and Maternal Child
Health Services Block Grant programs.

The hearing will be held on Tuesday, June 20, 1939 at 10 a.m. in Room 3D-215 of
the Dirksen Senate Office Building.

“The health care problems facing our children are complex and we can no longer
afford as a nation to ignore them. One of every five American children has no
public or private health insurance. Of 37 miilion uninsured Americans, 12 million
are children, 9 million of whom are the dependents of workers who lack insurance
against any health care costs,” Bentsen said.

“It is not an exaggeration to say that America's children are our future, and we
must be prepared to invest in them," Bentsen said.

OPENING STATEMENT OF HON. LLOYD BENTSEN, A U.S. SENATOR
FROM TEXAS, CHAIRMAN, SENATE FINANCE COMMITTEE

The CHAIRMAN. This hearing will come to order.

Today we are going to hear testimony about a wide variety of
health proposals. We will hear from experts about Medicaid and
MCH programs; we will hear about gaps in the current health care
delivery system; we will hear recommendations about ways to
remove barriers to health care.

Our witnesses have been asked to come because of their insight
and their years of experience, and they will talk about an issue
about which there is passionate concern of many of us on the Fi-
nance Committee.

There are a wide variety of bills that have been introduced by
members of this committee to try to address these particular prob-
lems, particularly those that deal with the health of children and
pregnant women.

Since the early 1980’s, the committee has approved extensions of
Medicaid and MCH coverage to pregnant women, infants, and chil-
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dren; but there are still a lot of problems. In fact, the problems are
so compelling that we have to solve them, even in an age when it is
almost impossible to fund anything that has any expense at all.

White American babies now die at a greater rate than babies
born in Singapore. Minority babies born here in Washington,
within a few blocks of this hearing room, today have a greater
chance of dying before the end of their first year than babies in
Cuba.

Of the nearly 40 million Americans without health insurance, 13
million' are children. Forty percent of children under 4 don't get
their basic immunizations. Actually, immunizations declined in the
1980’s, and that is when you saw this upsurge in the incidence of
mumps, measles, and whooping cough—incredible. I don’t know of
any bigger payoff than on immunization shots; and yet, we are not
fulfilling that need.

Meanwhile, we have seen those health insurance premiums go
up, and up, and up; and, not surprisingly, some of the coverage is
starting to go down.

Fifteen of the 20 members of this committee have sponsored and
cosponsored child-related health care legislation. This week Sena-
tor Chafee and I have introduced the Maternal and Child Health
Act. That is a bill that would increase the number of women and
children eligible for medical care. And yesterday, Senator Riegle
held a hearing on the larger issue of uninsured Americans.

One way to tackle at least a piece of that issue is to improve
health care coverage for children, and to do it under the Medicaid
and the Maternal Child Health Services Block Grant programs.
That is why we hope our witnesses today will help us do that, and
we will be welcoming them and looking forward to their testimony.

I yield to Senator Chafee, for any comment that you might have.

OPENING STATEMENT OF HON. JOHN H. CHAFEE, A U.S. SENATOR
FROM RHODE ISLAND

Senator CHAFEE. Thank you very much, Mr. Chairman.

First I want to commend you for holding this hearing and also
say how proud I am to join you in introducing the Maternal and
Child Health Act of 1989,

There are several reasons why health care is unavailable to mil-
lions of children:

First, our health care system has changed dramatically over the
past 20 years. Public and private efforts to protect families from
catastrophic illnesses have contributed to the evolution of a sick-
care system in our country instead of a health care system. We
don't currently emphasize primary and preventive care as we once
did and should now.

Second, many State Medicaid programs don't adequately reim-
burse the providers; so, more and more providers are turning away
from serving Medicaid beneficiaries.

Third, malpractice premiums, especially for obstetricians and
gynecologists, are increasing at alarming rates, thus leading to the
expensive practice of defensive medicine, and thus an inefficient
use of precious health care resources.
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Now, the bill that Sgnator Bentsen and I have introduced would
expand Medicaid eligibility to cover many of the poor and near-
poor children who currently are without health care coverage.
States who now have the option would be required to provide care
to pregnant women, infants, and children under the age of 6 with
incomes below 185 percent of the poverty level. In addition, States
would be given the option to cover children under age 18 who were
below poverty. This is all under Medicaid.

The Maternal Child Health Act of 1989 would establish four
Medicaid buy-in demonstration projects targeted at low-income
children and medically-uninsurable children. This is a spinoff from
the Med-America legislation which I put in in the last Congress.

Med-America would cover all individuals below 100 percent of
poverty, and allow people between 100 and 200 percent of poverty
to purchase health care coverage on a sliding premium scale. That
is, between 100 and 200 percent they could buy the coverage from
Medicaid with an adjusted premium based on their incomes. All
told, our bill would cover nearly 2% million children by 1991, and 1
think this is good cost investment and efficient use of our funds.

In conclusion, Mr. Chairman, [ would just say one thing that has
troubled me about Medicaid and coverage for children, young chil-
dren, and particularly pregnant mothers: I am disturbed cover the
fact that the services are available, but we cannot get the individ-
uals to come forward.

I saw some shocking figures about Southeast Asians--Laotians,
Vietnamese,” and so forth—that x-percent. something like 10 per-
cent. received no coverage, no medical attention, in the first trimes-
ter. It wasn't because the coverage wasn't available; it is that
either they are not availing themselves of it or they don’t know
about it. Somehow we have got to perfect a greater outreach for
these individuals if we are going to give them the services which in
some instances aren’t available, and under our legislation would
become available. So, I believe the outreach has to be a part of any
extension of this coverage for low-income pregnant women and
their children.

Thank you, Mr. Chairman.

The CHAlRMAN. Thank vou.

Senator Heinz, would vou care to make a statement?

Senator HeiNz. Yes, Mr. Chairman, [ would.

OPENING STATEMENT OF HON. JOHN HEINZ, A U.S. SENATOR
FROM PENNSYLVANIA

Senator Heinz. Mr. Chairman, 1 think that this committee,
under your leadership, along with the Administration, are to be
commended for making the health of America’s children a top leg-
islative priority.

The expert testimony we will hear today about gaps in our
health care coverage of children, builds on Senator Chafee’s earlier
comments. The bipartisan legislation you introduced earlier this
week, the Maternal and Child Health Act of 1989, Mr. Chairman,
which I am pleased to cosponsor, addresses these gaps.

The truth is America ranks as one of the most dangerous places
to be born in the industrialized world. Each day 100 American
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babies die from preventable complications associated with low birth
weight. Many of these babies would be saved if their mothers had
received simple prenatal health care screening or nutrition coun-
seling. The guarantee of a healthy baby may be nothing more than
monthly vitamin supplements for the mother during pregnancy.

Part of the problem is that over one-fourth of the 56 million
women of childbearing age in this country have no health insur-
ance coverage for maternity care, and those women most likely to
lack coverage are young and poor.

Another part of the problem lies in well-intentioned Federal pro-
grams that fall short when implemented by the States. For exam-
ple, few States, and I am sorry to say even my home State of Penn-
sylvania, have taken full advantage of the 1987 Medicaid amend-
ments to permit coverage of pregnant women, infants, and children
living in poverty.

In 1980, the Surgeon General set a goal to reduce the tragedy of
underweight newborns from some 6.8 percent to not more than 5
percent by the end of the decade. Our most recent statistics show
that while 1990 is at hand, we are still far from achieving that
goal. In Pennsylvania, for example, the rate of low birthweight in-
fants continues at almost double the targeted percentage. From
1980 to 1986, the rate in Pittsburgh, my home town, remained at
approximately 1 in every 10 babies born. In Philadelphia, the per-
cent actually increased somewhat, from 10 to 10.8 percent, during
the same period. As a result, a black child born in my State is less
likely to live to age 1 than any baby born in either Cuba or Bulgar-
ia.

Mr. Chairman, we have our work cut out for us. I think your leg-
islation is an excellent start. It will help make good prenatal care
every child’s birthright. In the words of Frederick Douglas, it is a
step toward giving every child in this country a fair start and an
equal chance in the race of life.

We thank you for your leadership, Mr. Chairman.

OPENING STATEMENT OF HON. WILLIAM V. ROTH. JR., A U.S.
SENATOR FROM DELAWARE

Senator RorH. Thank you, Mr. Chairman, for holding these hear-
ings.

The health of the nation’s children is of paramount importance
to a successful next generation. Infants and children are the
future, and we should not forget that they are particularly vulnera-
ble to deficiencies in the health care system.

The hearing today will focus on a population that has never
voted for any one of us yet, and reducing the rate of infant mortali-
ty is a goal we should continue to aim for. ‘

I remember the hearing held last year when Senator Chiles testi-
fied before us. I was struck with his description of the child health
care program in Japan. He told us that after World War Il Japan
made babies the national priority. Japan established a preventive
health care system where pregnant women were given a passport
which showed them what care was available to them. Today, Japan
has one of the lowest infant mortality rates, still, almost half of
ours.
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While Japan may be ahead of us, we have made some improve-
ment in recent years. I am pleased to say that in my home State
we have reduced the black infant mortality by 37 percent and the
total infant mortality by 17 percent. I have to say that part of this
improvement has been accomplished through awareness campaigns
and expansions in Medicaid. Governor Castle has made infants and
pregnant women a State priority in stressing preventative care, but
there is much improvement that yet remains.

Mr. Chairman, I would ask that my full stat-ment be included in
the record, and I congratuiate vou for holding these hearings.

The CHaigMAN. That wili be done. Thank you very much, Sena-
tor.
d_[T]he prepared statement of Senater Roth appoars in the appen-

ix.

The CnamrMmaN. Our first witnezs will he Mr. Louis Hays, the
Acting Administrator for the Health Care Financing Administra-
tion.

Mr. Hays, we are pleased to have you. If you would, proceed with
your testimony.

We will try to keep everyone, if we can, within 5 minutes. and
then take the full statements in the rccord. That will give us fime
to ask such questions as we want.

Mr. Hays?

STATEMENT OF LOUIS B. HAYS, ACTING ADMINISTRATOR,
HEALTH CARE FINANCING ADMINISTRATION, DEPARTMENT OF
HEALTH AND HUMAN SERVICES

Mr. Hays. Thank you, Mr. Chairinan.

Mr. Chairman and members of the committee, I am pleased to be
here teday to discuss the Administration's bill, S. 902, which would
expand eligibility for pregnant women and infants under the Med-
icaid program.

This legislation would put into effect the President’s strong com-
mitment to improving the health of mothers and children, as ex-
pressed in his February 9th address to the Nation. To quote the
President, “Infant and maternal health is an area where we must
invest in the future, and where we must all be committed to im-
provement.”’

Secretary Sullivan has also made this issue a top priority at the
Department of Health and Human Services. He, too, is deeply con-
cerned for the well-being of this under-served population. And, Mr.
Chairman, I am well aware of your personal commitment to better
health care for children, as evidenced by the legislation you have
sponsored in this area, as well as your other activities.

As this committee is well aware, the United States continues to
lag behind other developed nations in measures of infant mortality.
Even more disturbing, as noted already this morning, is the fact
that the infant mortality rate for black infants is nearly twice that
of whites. -

The President recognizes the need to improve health care for
lower income Americans and has chosen to focus first on the popu-
lation’s most at risk, pregnant women and infants. The Adminis-
tration’s bill is an important first step in carrying out that goal.
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The Administration’s proposal would require State Medicaid pro-
grams, by April 1, 1990, to cover pregnant women and infants with
incomes up to 130 percent of the Federal poverty level. Under the
President’s proposals, a pregnant woman with an annual income of
up to $13,078 would be eligible, and, for a household of four, an
annual income of $18,382.

Because of the importance of early prenatal care, the President’s
proposal seeks to encourage eligible women to obtain services cov-
ered by Medicaid. Thus, all States would be required to offer pre-
sumptive eligibility determinations, so that qualified health care
providers can make immediate Medicaid eligibility determinations.

States will have to demonstrate their efforts to make presump-
tsive eligibility available to pregnant women in all parts of the

tate.

Finally, and perhaps equally notably, States will be required to
conduct outreach and public education campaigns in areas with
high rates of infant mortality.

One of the most cost-effective ways to ensure children’s health,
as noted by the chairman, is to protect them from the disabling
and sometimes fatal diseases of childhood. To this end, the Presi-
dent’s proposal would entitle all children under the age of 6 who
receive food stamps to get Medicaid coverage for immunizations.

Medicaid alone, however, will not solve the problem of high
infant mortality. For example, the Department of Agriculture oper-
ates the Women, Infants, and Children Nutrition Program, other-
wise known as WIC, and in our Department, the Public Health
Service, administers the Maternal and Child Health Block Grant
Program.

The President’s proposal also includes $20 million for fiscal year
1990 and 1991 to test ways of coordinating these programs to maxi-
mize their effectiveness in combatting high infant mortality. The
results will be used to develop future reforms of service delivery
under the various programs affecting maternal and child health.

To make these important enhancements to the Medicaid pro-
gram budget neutral, the President’s budget has proposed offsets
for Congress’s consideration.

As the President noted, “At a time like today, when resources
are tight, when we have more desires than funds, we must move
resources from certain lower priorities to the higher priority of ma-
ternal and infant health.”

The Administration proposes to fund these expansions by gradu-
ally decreasing the Federal match for all administrative services to
50 percent. We propose to phase down over a several year period
enhanced matching rates that have outlived their purpose and to
put that money into program enhancements. None of the Federal
matching rates would go below 50 percent, which is the rate gener-
ally used for administrative costs, and there would be no cap on
the ameount of Federal funds matchable.

By phasing down over a period of years, States will be able to
take necessary action to adjust to the reduction.

In closing, Mr. Chairman, the President has submitted a respon-
sible proposal to address the national problem of children’s health.
It is a beginning. It is what we can afford right now. More needs to
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be done, and we intend to do it in a thoughtful way that meets pri-
ority health care needs without viclating budget agreements.

I note that you have several pieces of legislation pending before
this committee which share the same goals as the Administration’s
proposal. Our objectives are the same, and we look forward to
working with you on this important health policy.

I would be pleased to address any questions that you or the com-
mittee might have at this time.

[The prepared statement of Mr. Hays appears in the appendix.]

The CHAIRMAN. Thank you, Mr. Hays. Thank you for your testi-
mony.

I note that the President’s budget does have a modest increase in
there for expansion for child health coverage, but the lack of ade-
quate coverage for pregnant women and children in this country
has to be, I think, one of this Nation’s most pressing problems.

When you look at what we can spend in the first year, and if you
are the most conservative on a budget process in trying to see that
the taxpayer gets a real return for his money, and you spend $1 on
prenatal and neonatal health care, and you do that during the first
year of that child’s life, you will see that you get $3.00 for every
dollar you spend. It is a wonderful payoff.

Still, we find over 30 percent of the women receive no prenatal
health care, which gets me to the point that Senator Chafee has
made—the outreach is not being accomplished effectively.

Forty percent of children under 4 have not received a complete
basic set of immunizations; and, as a result, the CDC has docu-
mented a substantial increase in the outbreak of infectious diseases
such as mumps, measles, and whooping cough. One in five children
have no private or public health insurance.

Now, those kinds of numbers document a failure, I think, to
invest in America’s future, and one that we have to work to try to
turn around.

So, I have some questions about the program that you are pre-
senting.

First, the budget proposes to fund expanded child health pro-
grams under Medicaid by cutting back on some of these adminis-
trative payments to the States, payments for administrative ex-
penses. Do you think those States are going to be able to absorb
those administrative costs? Or are they likely to just cut back on
their oversight on nursing homes or family planning services?

Mr. Hays. Well, Mr. Chairman, the changes that we are propos-
ing to the so-called “enhanced” administrative matching rates
would be phased in over a number of years. Let me clarify, of
course, we are not talking about eliminating Federal reimburse-
ment for these administrative costs.

The CHAIRMAN. I am not talking about that. I am talking about
the reduction, and what happens, how do they respond to it.

Mr. Hays. The States would continue to receive 50 percent Fed-
eral matching for those activities. We propose a rather lengthy
phase-down from the higher rate to 50 percent.

The CHAIRMAN. How long is that?

Mr. Hays. Well, the one that you mentioned, in particular,
having to do with the new higher matching rates for nursing home
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oversight would be phased down over a particularly lengthy period
of time, so as to minimize the impact.

The CHAIRMAN. I keep asking you, tell me how long?

Mr. Hayvs. With respect to nursing care oversight, it would not be
until fiscal year 1995 that the 50 percent funding would occur.

The CHAIRMAN. That is one of the longer phase-outs, though. You
have chosen to give that as an example.

93/[21‘. Hays. Yes. The others would be phased out by fiscal year
1992.

The CHAIRMAN. Next, then, is the mandating of Medicaid cover-
age for pregnant women and infants, up to 130 percent of the pov-
erty line. When more than half of the insured infants reside in
households with incomes above that level, why not use 185 percent,
the threshold for the women, infants and children’s nutrition pro-
gram? That still wouldn’t reach the 200 percent of the poverty
level proposed by the Infant Mortality Commission. Would you
comment on that?

Mr. Havs. A couple of observations, Mr. Chairman.

First of all, the States do have the authority to increase up to
185 percent of the poverty level. And in fact, we have been out
working with the States, actively encouraging them to take advan-
tage of all of the optional provisions that currently exist in the
Medicaid program today.

With respect to making it mandatory up to 185 percent, I think
you may hear later today from State representatives that suggest
ghat there is a question as to whether it should be optional or man-

atory.

From our perspective, it is a question of taking one step at a
time. We do not envision the President’s legislative proposal to be
the ending point; we view it as the starting point, and we think it
is a fiscally-prudent way to proceed.

The CHAIRMAN. All right.

Do%s the President still intend to send us a Medicaid buy-in pro-
gram’

Mr. Hayvs. We are now actively looking at how we could con-
struct a Medicaid buy-in proposal. The President remains very in-
terested in that. I note with interest the buy-in proposal referred to
by Senator Chafee that is included in your bill, and I think particu-
larly the idea of testing it in a demonstration mode in several
States is a very interesting way to proceed. So, I hope that we will
be able to work together on a Medicaid buy-in approach.

The CHAIRMAN. But no final decision has been made on that?

Mr. Hays. No final decision.

The CHAIRMAN. Senator Chafee?

Senator CHAFEE. Thank you, Mr. Chairman.

Mr. Hays, several things.

One, on the outreach, we have run into great problems there,
even in a very small, compact State like ours, where those who are
most in need of this type of service are pretty well located in a cer-
tain section of our principal city. We just have great difficulties.

One of the things that has come to my attention is that by
having these services delivered through the welfare department as
opposed to through a health department, there is a certain stigma
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attached to it, with the connotation of welfare. Have you had any
experience with that? =

Mr. Hays. Well, I guess not directly, in quite the sense you are
raising it. But I would note that many of the services that are pro-
vided for maternal and child health are actually provided at clinics
that are under the Maternal and Child Health part of the activity,
as opposed to the Medicaid and the welfare part of the activity. So,
much of the actual service delivery to mothers and infants is pro-
vided outside of the welfare office or structure.

I think your point, though, is part of the reason we are proposing
$20 million for demonstration activities, that is, to see whether
there are more creative ways of getting mothers into the program,
that take into account those sorts of perceptions.

Senator CHAFEE. It is bad enough not to have the service avail-
able for these poor women, low-income women, pregnant women;
but it is even worse that, when it is available, they don’t know
about it or, for some reason, they don’t partake of it.

I think the chairman said 30 percent of all low-income women
have no prenatal care. That is a shocking figure.

Mr. Havs. It is shockingly high, and that is one of the reasons we
have placed priority on working with the States over the last year
in getting increased emphasis on outreach and education. It doesn’t
do any good to have the services available if we can’t get the
women and infants in to receive those services.

Senator CHAFEE. One of the factors that is upsetting this equa-
tion is malpractice insurance, and the expensive performance of de-
fensive medicine. Has the Administration . me up with any sug-
gestions on malpractice insurance reform?

Mr. Hays. It is an issue that we are looking at. As you may
recall, the previous Administration was hoping that through State
reform efforts the problem cf malpractice could be addressed. That
approach obviously has not been fully successful.

Senator CHAFEE. Well, it hasn't been fully successful in this Con-
gress, either.

Mr. Hays. We are looking at other options now.

Senator CHAFEE. I don’t know why we don’t seem to get very for
on that. I suppose if you had an exemption from malpractice in
connection with Medicaid, that would be looked on as a disservice
to the poor in some way, that they were treated differently than
the more well-to-do. So it would have to be an overall reform in the
malpractice in the State, rather than solely the providers for Med-
icaid.

Mr. Hays. Medicaid might be a place to start, though.

Senator CHAFEE. I can see you would get an awful row on that,
people saying you were treating the poor differently than you are
the better off—perhaps. I don’t know.

Well, I am glad about your support for the Medicaid buy-in,
which we have in this program.

The Administration’s proposal would make the 130 percent man-
datory?

Mr. Hays. That is correct.

Senator CHAFEE. How many States have taken the 185 percent
now, do you know?
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Mr. Hays. Our most recent data show that 11 States are volun-
tarily up to the 185 percent; 29 are at the 100-percent level.

Senator CHAFEE. We all believe this is true, but is there any indi-
cation statistically that by this expansion of Medicaid we are doing
better, as far as reducing low birth-weight babies and infant mor-
tality?

Mr. Havs. I think it is too early to have outcome evidence of
these recent expansions and stepped-up efforts to work with the
States. We certainly hope that it is going to have that effect.

Senator CHAFEE. Well, I have to believe it is true.

Mr. Havys. That is what it is all about.

Senator CHAFEE. Thank you, Mr. Chairman.

The CHAIRMAN. Senator Durenberger?

OPENING STATEMENT OF HON. DAVID DURENBERGER, A U.S.
SENATOR FROM MINNESOTA

Senator DURENBERGER. Mr. Hays, yesterday, I believe we had the
first meeting of the Subcommittee on Family and the Uninsured,
and I was structuring the 3 hours of this process by the fact that
there are a lot of good ideas out there for improving access to
health care.

But there was nobody there yesterday from the Administration,
Mr. Chairman, to say, you know, “We sort of have a focus on the
direction that this country ought to go.” We do have a bipartisan
commission working at it, and, even though during the course of 3
hours yesterday I was raising some questions about, “Well, isn’t
this approach better than the chairman’s? Our chairman here has
a little $1.4 billion health insurance package,” and I kept going
through there for 3 hours saying, “Well, isn’t this approach some-
what better than that, and that approach somewhat better than
that?”’ I found that at the end of the day I was saying to myself
that all of these are great ideas, including the proposal of the
chairman.

If you sit down and start making comparisons, one against the
other, we seem to have a lot of activity out here about how to pro-
vide access to more people, more kids, in particular, to the system,
or their parents into the system, but no developing consensus. No
developing consensus.

Some of us, particularly on this side, in the debate on ABC, are
going to raise questions about the chairman's proposal; but at least
the chairman has a proposal out there that I suspect will have a
majority support from the Senate.

The CHAIRMAN. If you are not too disruptive, Senator. [Laughter.]

Senator DURENBERGER. Thank you, Mr. Chairman. I don’'t know
how disruptive I am gomg to end up being.

I think the chairman’s view is to prevent leakage from an exist-
ing part of our system. But the difficult thing for a lot of us is
where the money comes from to provide this sort of basic access to
care.

Here, when we do reconciliation on Medicare, we are going to
hear from New York City hospitals and all of those big city hospi-
tals, saying, “You can't cut us. You have got to give us more
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money, because we have 100 percent occupancy, and we are trying
to take care of all of these problems.”

I have a sense, z..d maybe you can tell us what is true, that to
some substantial degree we are using Medicare money to provide
basic access to services for a lot of people, particularly in our urban
areas, and I suspect probably also, to some lesser degree, in some
rural areas of this country. I mean, if in fact New York City is
doing a poor job of catching people before they get to the emergen-
cy room, at least they are able to get to an emergency room, and at
least they are able to get to hospital care, and it is at least in some
part because Medicare is financing that access.

Now, do you have some feel—and I know this is sort of alongside
this issue we are debating today--on the degree to which Medicare
is currently facilitating access particularly for the poor io hospital
and physician services?

Mr. Hays. Well, T think it certainly provides a foundation, both
directly and indirectly, and ! think through the catastrophic heaith
insurance program Congress has taken it a step further, through
the program under which States actually heip so-called “poor”
Medicare beneficiaries directly by picking up the costs of the bene-
ficiaries through the Medicaid program.

But certainly the payments to hospitals and physicians, includ-
ing costs of uncompensated care that are included in Medicare pay-
ments to hospitals, does provide a certain base line or foundation.

Senator DURENBERGER. Yes. We have a specific adjuster to the
DRG formuia called “disproportionate share,” do we not?

Mr. Hays. Yes.

Senator DURENBERGER. And that formula tries to deal with the
adverse impact on a community with a substantial number o! poor.

Mr. Havs. Between bad debts and the disproportionate sharve,
there are indirectly provisions in Medicare for that.

Senator DURENBERGEK. Now. that may nct be the most efficient
way to get services to moms and kids and things like that. particu-
larly because it doesn’t get them primarv care, and doesn't get
them some of the ambulatory stuff they need; but at least there is
a substantial amount of money going in that direction currently, is
there not?

Mr. Havs. Yes. As you point out, it is not exactly a systemic ap-
proach.

I think we all agree that the problem of the uninsured is a seri-
ous problem that needs to be addressed; the question is how best to
go about it and how we can afford to do it.

Senator DureNBERGER. Thank yvou.

he CHAIRMAN. Thank you.

Senator Rockefeller?

Senator RockereLLER. | have no quesiion, Mr. Chairman. I just
want to apologize to you. I represented the quorum at the Com-
merce Committee and had to hang on there for a while. I apologize
for being late.

The CHAIRMAN. You particularly represented the quorum after I
left, and almost broke it.

Thank you very much, Mr. Hays.

Mr. Hays. Thank you, Mr. Chairman.
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The CHAIRMAN. Mr. Williard Gadsby, the Director of Intergovern-
mental and Management Issues, Human Resources Division of the
General Accounting Office.

Mr. Gadsby, if you would, come forward, please.

Mr. GapsBy. Thank you, Mr. chairman.

The CHAIRMAN. We are pleased to have you. If you would, pro-
ceed with your testimony.

STATEMENT OF J. WILLIAM GADSBY, DIRECTOR, INTERGOVERN-
MENTAL AND MANAGEMENT ISSUES, HUMAN RESOURCES DIVI-
SION, GENERAL ACCOUNTING OFFICE, ACCOMPANIED BY
ROBERT F. DERKITS, PROJECT MANAGER, AND DAVID BELLIS,
PROJECT MANAGER

Mr. GapsBy. Mr. Chairman and members of the committee, I am
pleased to be here today to discuss two GAO efforts relating to
meeting the needs of children in a home-based setting. Both of
these efforts are very relevant to the Maternal and Child Health
Act of 1989, which you have introduced this week.

The first is our report, which is being released today, on the
Home Care Experiences of Families with Chronically Ill1 Children.
Mr. Robert Derkits, sitting on my right, is the project leader on
that study.

The second is our study, which is still in progress, that deals
with home visiting as a means to improve child health and well-
being. Mr. Dave Bellis, sitting on my left, is the project leader on
that study.

Nationally, about 1 million children have a severe chronic health
condition. In the past these children were treated in hospitals, but
in recent years advances in medical technology have made it possi-
ble to care for them at home. At vour request, we reviewed the ex-
periences of parents with chronically ill children in obtaining medi-
cal and support services at home.

What did we learn from this?

Families with chronically ill children at home need both medical
and non-medical or support services. The need for medical services
is great. Virtually all of the parents we surveved said their chil-
dren needed services such as physician office visits, medications or
medical equipment and supplies. About three-fourths of the fami-
lies needing these services said they had no difficulty obtaining
them.

In contrast, although fewer families said they needed support
services, obtaining them was more difficult. Three-fourths of the
parents reported needing one or more support services, most com-
monly babysitting. counseling, day care, or transportation services.
These support services sound like the typical needs of any family.
But where thev involve a chronically-ill child, providing them can
become highly specialized. About one-half of the families said they
had ditficulty getting the support services that they needed.

Parents attributed their difficulties in obtaining both medical
and support services primarily to three factors:

The first was high out-of-pocket costs;

The second, the lack of information about the availability of serv-
ices and providers; and
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. ’II‘he third, the lack of a focal point to contact when they needed
elp.

Comments directly from parents can perhaps best illustrate
these points:

A Texas parent of a child with a heart condition and other com-
plications told us: “Co-payments and uncovered or under-covered
expenses have depleted our resources. We also fear preexisting con-
dition clauses, and that has had a detrimental effect on my hus-
band’s career.”

What are some possible solutions? Although many parents had
difficulty in obtaining services for their children, especially the
support services, not all of them did. The positive experiences of
some parents form the basis for solutions.

We bzalieve that the conditions we found can be improved by
three things:

First, by consolidating and publicizing sources of information on
services available for chronically ill children in a given community;

Second, by providing this information to parents at the time of
hozpital discharge or once they return to their own community;
an

Third, by ensuring that a focal point, or a case manager, is avail-
able when needed.

We are recommending that the Secretary of Health and Human
Services take a leadership role in developing the necessary policy
guidance to accomplish this, and HHS has agreed with that recom-
mendation in our report.

Now I would like to briefly discuss our ongoing work concerning
home visiting programs in the United States and Europe. This as-
signment, which we are doing at the request of the Senate Appro-
priations Committee, and which also is an outgrowth of the work
done by the National Commission to Prevent Infant Mortality,
under Senator Chiles, should determine if such programs might be
effectively used on a wider basis in the United States.

What do we mean by home visiting? Basically, we mean a service
delivery approach that provides preventive health, social, or educa-
tional services directly to at-risk pregnant women and families
with young children, in their home. Many researchers and practi-
tioners believe that home visiting is a cost-effective and efficient
way to improve health and decrease the risk of child abuse and de-
velopmental delay.

Our work has two components:

First, through extensive interviews and a literature search, we
have identified key characteristics that seem to make home visitor
programs effective. Second, we are testing, through case studies in
five States and in two European countries whether these key char-
acteristics have produced programs that meet their stated goals.
Based on the field work we have done to date, it seems that there
are at least three important characteristics to any successful home
visiting program. These are: clearly defined objectives for those
programs; providers' skills matched with service delivery objec-
tives; and stable program funding.

When we have finished this review, Mr. Chairman, we will devel-
op recommendations for the Congress and HHS to consider in
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gsing home visiting to improve maternal and child health and well-
eing.

Also, Mr. Chairman, I would like to mention that we would very
much like to supply comments on the Maternal and Child Health
Act of 1989 when 1t is introduced. In addition to the two studies
that I have just referred to, we have two other studies that we
have done on block grant programs that deal with the use of set-
asides in those block grants, as well as data collection strategies,
that I think might be useful in working this bill through the com-
mittee and through the Congress.

The CHAIRMAN. Mr. Gadsby, I would think that would be helpful
to us. We would be delighted to have that included, forward to
seeing it.

[The information, and the prepared statement of Mr. Gadsby
appear in the appendix.|

The CHAIRMAN. You recently sent us a report, a study, that we
had directed on surveying the home care experiences of families
with chronically ill children, and you referred to part of that.

You said part of the problem was, obviously, the expense, the
lack of information, the lack of help in inaking the transition.
What are the services that are least likely te be covered when we
are talking about health insurance plans? And is there a difference
bet veen privately-held health insurance and public health insur-
ance in that regard?

Mr. GapsBy. Well, if vou look at the broad cul between medical
services and support services, the least likely to be covered would
be support-type services. The medical services would be the ones
most likely to be covered.

The CHAIRMAN. What are the typical out-of-pocket expenses that
a family would have in that kind of a situation?

Mr. GabpsBy. The typical out-of-pocket expenses would represent
basically any co-payments or deductibles that they would have to
cover under their particular insurance policies, as well as any serv-
ices that were not covered—be they medical services, or support
services.

One of the things that was mentioned in the support area as
being particularly difficult when we talked with parents was the
transportation expenses for parents living in rural areas, having to
travel considerable distances to get the care that they needed.

The CHAIRMAN. What changes would be made to the existing pro-
grams that would facilitate the transition from hospital to home
care for the families of chronically ill children?

Mr. GapsBy. What we are recommending in our repu:t, basically,
is providing better information, to the parents of chronically ill
children, either at the point of time they are discharged from the
hospital or when they get back into their home community. And by
“information” we are talking about what services are available in
their home community, and who are the providers of those serv-
ices.

We found, during our discussions with parents, that simply pro-
viding the information to some of the parents was quite enough,
and they could deal with the logistics of getting those services
themselves; but other parents needed help in getting the services. I
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think that is where our recommendation for a case manager would
provide help to parents who need it.

And the case manager isn’t necessarily somebody new that has
to be introduced into the process. People who can serve in that role
are often available at public health clinics and at social welfare or-
ganizations. So it is really becoming aware of those individudls and
using that resource where it is available.

The CHairRmMAN. When you were talking about improving the
services for chronically ill children, you were discussing the fact
that they needed some focal point to turn to for those services. Do
you think that the Maternal and Child Health program is an ap-
propriate place to create that kind of a focal point?

Mr. GApsBy. Yes, we do think that is an appropriate place.

The CHAIRMAN. Could you give me an example of any State that
mig:iht?be doing a particularly good job in that regard that we could
study”

Mr. Derkits. The State of Maryland has a demonstration pro-
gram under the MCH block grant where they are going to place
social workers or State employees in tertiary care centers—that is
children's hospitals—to assist the parents of children who are
being discharged into the home environment. Purportedly, that
should overcome a problem that parents have regarding the lack of
information and lack of a focal point. I am sure there are some
other exemplary programs out there in other States, but that one
comes to mind.

The CHAIRMAN. Thank you.

Senator Chafee?

Senator CHAFEE. Thank you, Mr. Chairman.

In Attachment 2 of your presentation, I notice the great difficul-
ty the parents had in obtaining these support services—and I can
believe that—whether it is day care or respite care. Of course, phy-
sician home visits under the medical services is very, very difficult
for anyone.

Have you ever delved into the tendency to use emergency centers
at hospitals in lieu of public health centers of some type?

Mr. GabpsBy. Our office has done some work on that, yes.

Senator CHAFEE. It just seems that using the emergency centers
at hospitals is probably the most expensive and least efficient way
of taking care of these individuals, children.

Mr. GabpsBy. It would be very expensive.

Senator CHAFEE. It entails waiting and getting the type of serv-
ices that are far more expensive than the individual is seeking.

I don’t have any more questions. Thank you, Mr. Gadsby.

Senator Durenberger?

Senator DURENBERGER. Yes, Mr. Chairman. I just wanted to indi-
cate that Senator Bradley and 1 have, as you know, introduced the
Healthy Birth Act, which is composed largely of amendments to
Title V of the Maternal and Child Health Act. One of the areas
that is accented in there is the Maternal and Child Health home
visiting programs. Both of us are members of the National Commis-
sion to Prevent Infant Mortality, and I just want to say, Mr. Chair-
man, that I am pleased with the work that GAO did, at least this
groundwork that GAO is doing, to examine the values both finan-
cially and health-wise to the home visiting program, and to compli-
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ment the staff of GAO which always does very, very good work in
this area.

Thank you.

Mr. GapsBy. Thank you, Senator Durenberger.

The CHAIRMAN. Senator Rockefeller?

Senator RockerFeLLER. Mr. Gadsby, just a quick point: In your
testimony you suggest that support services are very crucial. Of
course, support services are often not seen as necessary medical
services by some people. Currently, non-medical services are not al-
lowed to be covered under the Medicaid program except under a
special waiver. If you include them, you are going to have to
expand——

Mr. GApsBY. Are you talking about Medicaid?

' S((einator RocKEFELLER. Yes, you are going to have to expand Med-
icaid.

I am just thinking of my own State of West Virginia, a State
with unbelievable financial problems. We go way beyond current
mandates for prenatal care and some other things. When services
and eligibility are optional in Medicaid, we try tc do them. Where
things are called for at 100 percent, we do them at 150 percent.
The State is struggling but they are doing what they can.

What types of services do you think Medicaid should pay for?

Comments? [Laughter.]

Mr. GAapsBY. We have observed this in work we have done in the
Maternal and Child Health block grant, when it was first made a
block grant. Areas like maternal and child health have been his-
torically very strongly supported by States. When there were modi-
fications to those programs or when the Federal Government has
raade cuts in those programs, the States have stepped in to stand
in the shoes of the Federal Government and provide financial sup-
port.

I would suspect that in other locations hke West Virginia, where
there is a strong feeling that this is a very valuable service, the
State would support some of these services. [ don’t know hew ycu
have them without paying for them.

Senator ROCKEFELLER. Thank you.

The CHAIRMAN. Senator Bradley?

Senator BRADLEY. Mr. Chairman, 1 will pass on questions at this
tlme

The CHAIRMAN. All right.

Mr. Gadsby. that will be heiptul, and we are locking forward to
the additional studies that you will be presenting. We have a lot of
confidence in the Gereral Accounting Office in this area, and we
will be pleased to have it. Thank you.

Mr. GapsBy. Thank yocu, Mr. Chairman.

The CHAIRMAN. Would the members of our first panel please
come forward? They are Mr. George Farr, who is president and
chief executive officer of the Children’s Medical Center of Dallas,
testifying on behalf of the National Association of Children’s Hospl-
tals and Related Institutions; Dr. Donald Schiff, president of the
American Academy of Pediatrics; Dr. Richard Schwarz, vice presi-
dent of the American College of Obstetricians and Gynecologists,
from New York; and Ms. Kay Johnson. who is the director of the
health division of the Children’s Defense Fund.
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Mr. Farr, who is president and chief executive officer of the Chil-
dren’s Medical Center of Dallas, again, testifying on behalf of the
National Association of Children’s Hospitals. If you would proceed.
We are pleased to have your testimony. It is good to have you.

STATEMENT OF GEORGE D. FARR, PRESIDENT AND CHIEF EXEC-
UTIVE OFFICER, CHILDREN’'S MEDICAL CENTER OF DALLAS,
TESTIFYING ON BEHALF OF THE NATIONAL ASSOCIATION OF
CHILDREN’S HOSPITALS AND RELATED INSTITUTIONS, INC.,
DALLAS, TX

Mr. Farr. Thank you, sir.

Mr. Chairman and members of the committee, I am honored to
testify before you today. I am George Farr, president of the Chil-
dren’s Medical Center of Dallas, Texas. I am also the founding
president of the Children’s Hospital Association of Texas.

Before I go any further into my testimony, I want to take this
opportunity to thank you, Mr. Chairman, on behalf of the children
and families of Texas for your commitment to the quality of life of
our children. We are proud of you, and we stand committed to you
in this regard. Thank you very much, sir.

The CHAIRMAN. Well, you are very generous in your statement,
Mr. Farr. I appreciate that. I served on the board of the Texas Chil-
dren’s Hospital in Houston for a number of years, before, so it is a
long-standing interest. If you would, proceed, sir.

Mr. Fagrr. Thank you.

Today I ain representing NACHRI, the National Association of
Children’s Hospitals and Related Institutions. I will submit my
written statement for the record and summarize it for you.

I want to emphasize three points:

First, NACHRI believes improvements in child health coverage
must include changes in both public pregrams and private insur-
ance, because each affects the other. We are very encouraged to see
the committee acting on tax credits for children’s health insurance
at the same time you are exploring changes in Medicaid and the
MCH Block Grants.

A second point is: Children’s hospitals are major providers of
care to low-income children, so we know that there are four pri-
mary barriers to access for children under Medicaid—(1) restric-
tions on eligibility; (2) burdensome application processes; (3) uncov-
ered services; and (4) limits on reimbursement.

My third point is: We believe effective Medicaid reform for chil-
dren must address all four barriers to children’s access, and our
testimony offers specific recommendations on each. We also believe
these reforms must be coordinated with changes in the tax law and
the MCH Block Grants.

I think the stories of two children from our hospital in Dallas
will make clear why we believe improvements in public and pri-
vate coverage go hand in hand:

Maria was a 3-year-old Medicaid patient admitted for congestive
heart failure who required more than 4 months of care in our hos-
pital. The total charges for Maria’s care amounted to more than
$234,000. Our hospital was reimbursed the State’s cap on hospital
care at that time—3$50,000.
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Sean was a 16-month-old with severe respiratory problems re-
quiring 24-hour ventilation. He spent more than 6 months in Chil-
dren’s in late 1987 and early 1988, followed by another 4-month
stay in late 1988. Sean’s charges totaled more than $655,000. How-
ever, because he had spent the first 16 months of his life in another
hospital, most of his private insurance coverage had already been
exhausted; and in addition, Sean required more than $140,000 in
home health care which his insurance did not cover. Our hospital's
total uncompensated care for Sean was more than $500,000.

These stories are about miracles of health care. We know that we
can provide care that significantly affects the morbidity and mor-
tality rates for children with severe, life-threatening illnesses. We
know children with cancer can be cured; a child whose liver does
not function can be transplanted; and that extremely premature
babies can be saved. These children who spend 70 to 100 or more
days in pediatric ICUs do not represent poor management or a will-
ful disregard of financial incentives; they represent a reality. A
premature child can show an amazing will to survive, but this fight
takes time.

This committee has led Congress to begin to unlink Medicaid
from welfare in order to open up eligibility for pregnant women
and children. We support such efforts. Without them,nearly half of
all poor children are denied Medicaid eligibility.

Children’s hospitals have learned that eligibility alone does not
determine access to care under Medicaid. The process of applying
for Medicaid enrollment can be so burdensome that many eligible
families do not complete it. Likewise, enrollment does not guaran-
tee that Medicaid will cover all of the services a child may need.
And even if the services are covered, reimbursement may not come
close to matching the cost of them.

For example, in States where there are dollar and length-of-stay
limits on coverage, the baby who dies would be virtually covered.
The baby who survives would do so without the provider having
any means of recovering the total cost of treatment. In reality, the
better the survival rates for children in our hospitals, the greater
the financial risk.

Based on a survey of children’s hospitals’ experience with Medic-
aid in 1987, NACHRI estimates that on average Medicaid reim-
burses a children’s hospital only 75 cents for every dollar of ex-
pense it incurs for a child. Of this 25-cent loss on cost dollars, not
charged dollars, 3 cents are due to failed enrollment, 6 cents are
due to uncovered services, and 16 cents are due to inadequate reim-
bursement.

If a 25-cent shortfall seems large, consider the fact that in Texas
children’s hospitals had an average loss in 1987 of 40 cents on the
cost dollar.

Mr. Chairman, Medicaid was enacted in 1965 to provide a par-
ticular service. Today, the people who in that timeframe agreed to
support indigent care no longer feel compelled to do that. We must
make changes.

You, Senator Bradley, and other members cf the committee have
various proposals that will enable our children to have greater
access to care. We salute the 185 percent of the Federal poverty
guideline as the entry level for pregnant women and children.
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A number of Senators have proposed different ways to improve
enrollment. We suggest that these enrollment centers be taken
away from the welfare department and centered in other areas,
primarily the hospitals.

The CHAIRMAN. Mr. Farr, you will have to summarize and finish.

Mr. FARrr. Sure. Thank you.

[The prepared statement of Mr. Farr appears in the appendix.]

The CHAIRMAN. Thank you. And we will take your entire state-
ment for the record. That is true for each of you. We have a
number of people yet to be heard this morning, so we want the
time to be able to ask each of you questions.

Our next witness is Dr. Schiff, who is president of the American
Aca_demy of Pediatrics. Dr. Schiff, we are pleased to have you
again.

STATEMENT OF DONALD SCHIFF, M.D., PRESIDENT, AMERICAN
ACADEMY OF PEDIATRICS, WASHINGTON, DC

Dr. ScuiFr. Thank you very much.

Good morning, Senator Bentsen and members of the Senate Fi-
nance Committee. I am Don Schiff, President of the American
Ac;demy of Pediatrics and Professor of Pediatrics in Denver, Colo-
rado.

I am particularly pleased to be here today, Mr. Chairman, be-
cause I believe that we are making headway—evidenced by new re-
lationships being forged by State, MCH, and Medicaid programs
and by the potential roles for these programs suggested in your leg-
islation, cosponsored by many members of this committee.

The Academy, along with a number of other child advocacy orga-
nizations, has worked closely with this committee to improve and
enhance maternal and child health services. The component parts
of your legislation represent many elements needed to craft an ef-
fective child health system at the State level. Indeed, the single
most important point I will make today is the need to fashion a
comprehensive, integrated system to meet the needs of children
and pregnant women. Your proposals are clearly a strong step in
that direction.

In the time I have today I would like to comment on five recom-
mendations of particular importance, and let me begin with a
statewide assessment of maternal and child health needs:

A clear definition of the needs of pregnant women and children
is essential to the future effectiveness of the MCH Block Grant.

The Academy also strongly supports requirements for State
annual reports through the Block. The information included in
these reports should reflect the data collected as part of a state-
wide needs assessment.

In addition to identifying unmet needs and available resources,
we believe these reports should set specific and measurable goals
for improving services and health outcomes, define steps to be un-
dertaken to attain these goals, and specify ways to coordinate ef-
forts among providers and relevant federally-supported programs.

We further applaud requirements for developing a statewide
system for the planning and development of care-coordination serv-
ices for children with special health care needs and the creation of
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a State maternal and child heaith ad\'sory board. In addition to as-
sisting with the development and review of the State plan, this ad-
visory board should be used to improve the ceordination of this pro-
gram with all other State child health pregrams, such as Title X,
WIC, and the lead agency under Public Law 99-457.

While the incremental enhancements in allowable Medicaid ben-
efits and eligibility over the past years have certainly helped, the
enormous variations and limitations in State coverage have result-
ed in an ineffective or, for many children, a nonexistent program.
The present system, by cffering different health care coverage to a
child based on where he lives rather that what he needs, is inequi-
table and discriminatory.

A number of proposals are pending betore this committee which
would mandate extending Medicaid eligibility. While the Acaderay
supports mandating the phase-in of ali children up to age 21, and
pregnant women up to 185 percent of the et elal peverty lowel we
do realize the economic implications cf such a re ecommendation.
Implicit in each of these proposals is the recognition that the varia-
tion in State programs is intolerable, and we support this commit-
tee's efforts to mandate improved, uniform eligibility.

In this same light, we encourage you to address the variations in
the State benefits pickages While the Medicaid package may
appear ample, children are clearly being discriminated against by
being ineligible tu receive necessary bencfits. All children should
and must have access to a comprehensive range of benefits,

No comprehensive report currently exists on the health of chil-
dren, either on their unmet needs or on the deficiencies of the cur-
rent health care delivery system. At a minimum, such information
would give us a clearer picture of the qtate of our Nation’s chil-
dren’s health, and hopefully help us to ptan more effective ways to
address their needs.

We recommend the Secretary provide a summary of all efforts
taken by the Administration to address areas covered by the report
and the priority areas for future initiatives, including budget re-
quests, and they should be based on this information. Zach year
the Secretary should set specitic and measurable goals for improv-
ing services and outcomes and steps to attain these goa]o

The Academy strongly endorses the requircment that the Secre-
tary develop a model health benefit package for pregnant women
and children through age 21.

As you know, a crucial shortcoming of our current health insur-
ance system for children is the inadequacy of coverage. Primary
care, preventive services, and services for children with special
health care needs are either completely uncovered or subject to in-
appropriate limits.

The Academy has developed such a package, including a cata-
strophic provision, as part of our objective tu develop an access pro-
posal for children and pregnant women.

In conclusion, the Academy’s main priority for the next several
years is to ensure access to quality health care for all children and
pregnant women. To that end, we are in the process of drafting a
proposal to restructure the current financing system for these pop-
ulations. We would be happy to share that with you and work with
you to that end.
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Thank you.

[The prepared statement of Dr. Schiff appears in the appendix.]

The CHAIRMAN. Dr. Schiff, that is why we keep asking you back
here. Your comments are always helpful and thoughtful, and we
are pleased to have you.

Dr. ScHiFr. Thank you.

The CHAIRMAN. Our next witness is Dr. Richard Schwarz, who is
the vice president of the American College of Obstetricians and
Gynecologists.

Dr. Schwarz?

STATEMENT OF RICHARD H. SCHWARZ, M.D., ACOG. VICE PRESI-
DENT, AMERICAN COLLEGE OF OBSTETRICIANS AND GYNE-
COLOGISTS, NEW YORK, NY

Dr. ScuawaRrz. Thank you, Mr. Chairman.

In addition to the ACOG office, I am professor and chairman of
obstetrics and gynecology, and provost, at the State University of
New York Health Science Center of Brooklyn.

One of the best ways to get children off to a healthy start is to
assure that all pregnant women have access to prenatal care. In
these days when we are forced to make difficult budget decisions,
the choice is an easy one; it is simply a question of whether to
invest now or to pay later.

Me "-aid is the single most important source of maternity care
for low-income pregnant women and their children; yet, a major
problem is that far too few qualify.

During the past several years, the Congress has taken significant
steps to address the infant imortality problem by expanding Medic-
aid eligibility for maternity care to low-income women. Fully 15
percent of the 3.7 million women who give birth each year have no
insurance, either private or public, to pay for their care. Raising
the Medicaid ceiling further could greatly reduce the number of
women who are without maternity services.

Since only a few States have raised eligibility, we strongly sup-
port the proposal included in the fiscal year 1990 budget agreement
to require States to expand Medicaid eligibility to low-income
women, and their children, with incomes up to 185 percent of the
poverty level.

ACOG also supports requiring continuous chigibility throughout
pregnancy and the post-partum period, as well as presumptive eli-
gibility.

Changes in the law expanding eligibility, while positive, have not
addressed the problems created when there are not enough provid-
ers in the Medicaid system. In a 1937 survey, ACOG obstetricians
reported low reimbursement, slow payment, denial of eligibility
after the patient has been in care, and a belief that Medicaid pa-
tients are more likely to sue as the main reasons for non-participa-
tion.

ACOG believes that States should be encouraged to try innova-
tive approaches o increasing provider participation through such
Medicaid demonstrations as proposed in Senate Bill 339.
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Research does indicate that there is a positive response by physi-
cians when States have increased reimbursement and improved
claims processing, eligibility determinations, and scope of services.

The problems of professional liability affect access to care by all
women, not just those insured through public programs. Increas-
ingly, obstetricians and gynecologists, as well as family physicians,
are no longer providing maternity services. To address access for
the Medicaid population, we must encourage all physicians to con-
tinue the practice of cbstetrics.

One proposal that could affect the willingness of physicians to
provide obstetric care will scon come before this committee, and
that is the inclusion of liability costs in the new Medicare reim-
bursement rates under the resource-based relative value scale. If
not done properly, this could actually lead more physicians tc stop
providing care.

Congress should increase funding for the Maternal and Child
Health Block Grant. Clinics funded through MCH block grants are
a critically important source of prenatal care for low-income
women.

Finally, we urge the committee to support an increase in the cig-
arette excise tux. Smoking during pregnancy increases the risk of
miscarriage, of pre-term delivery, and of stillbirth. Smoking is thus
an important pieventable contributor to adverse pregnancy out-
comes.

As one of the members of this committee, Senator Moynthan,
will recall frem the visit he paid us at the Health Science Center at
Brooklyn, we also cannot ignore the major impact of this country’s
drug abuse and AIDS problems on having good pregnancy out-
comes.

ATOG commends this committee, ana particularly its chairman,
for all of the efforts you have made on behalf of pregnant women
and their children. Much progress has been made. Much remains
to be done. And we at ACOG look forward to working with you,
Mr. Chairman, in that regard.

[The prepared statement of Dr. Schwarz appears in the appen-
dix.]

The CHalrMAN. Thank you very much.

Our next witness is Ms. Kay Johnson, director of the health divi-
sion, Children’s Defense Fund.

Ms. Johnson, we are pleased to have vou.

STATEMENT OF KAY A. JOIINSON, DIRECTOR, HEALTH DIVISION,
CHILDREN'S DEFENSE FUND, WASHINGTON, DC

Ms. JoHNsoN. Thank you.

Mr. Chairman and members of the Finance Commiitee, [ am
Kay Johnson, director of the health division of the Children’s De-
fense Fund, and on behalf of CDF I would like to thank vou for this
opportunity to testify today regarding programs that promote the
health of children.

For more than 15 years our efforts to improve programs and poli-
cies for children have included extensive work on ensuring access
to care for low-income children and their families.
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I would like to commend you, Mr. Chairman, for holding this
hearing to focus attention on key publicly funded maternal and
child health programs. As you know, for millions of low-income
families, lack of access to needed health care has become a serious
threat. Erosions in income, family health insurance, health status,
have led to widening cracks in our health care system.

While my written testimony discusses at greater length the size
of this problem and the barriers to health care services which
exist, in the interest of time I would like to summarize my recom-
mendations and submit my complete statement for the record.

The CHAIRMAN. That will be done.

Ms. JoHNsoN. Today I will discuss reforms in the two key pro-
grams, Medicaid and Title V, which are of particular relevance to
the work of this committee.

Before I move to the discussion of these key publicly-funded
health programs, I would like to begin by restating our position in
support of the dependent care tax credit proposal.

Last week, CDF testified before this committee regarding this
initiative. We view the expansion of the dependent care tax credit,
designed to help low-income families with children offset the cost of
health insurance coverage, as one important component of an over-
all effort by the members of this committec to ensure access to
health care for children. Specifically, we view the tax credit initia-
tive as a complement to, although in no way a substitute for, your
efforts to expand Medicaid.

For low-income children and women, Medicaid is the primary
source of health care financing. In 1987 more than 11 million chil-
dren under age 18 received services paid for by Medicaid. Children
comprised about 50 percent of all recipients, and they accounted
for only about 15 percent of all expenditures. Medicaid paid for ma-
ternity care for approximately one-half million births that year,
nearly one in every six United States births.

The recent reforms in Medicaid have the potential to dramatical-
ly affect access to care for low-income pregnant women, infants,
and the youngest childien; however, if we are to ensure health care
access, even for all poor children and pregnant women, Congress
and the States must take additional steps to improve Medicaid in a
number of ways. Among these are the following eligibility expan-
sions:

Medicaid coverage should be provided to all pregnant women and
infants with family incomes below 185 percent of the Federal pov-
erty level, and I am pleased to note that nine members of this com-
mittee support such an expansion.

Second, the Medicaid program should be e¢xpanded to cover all
poor children. Currently, we have millions of school-age children
who are without coverage and who are forced to go without needed
medical and dental care. Provisions for such coverage have been in-
troduced by Senator Bradley and supported by many members of
the committee.

In addition, Medicaid eligibility for near-poor children over age 1
should be phased in over the coming years.

In addition to eligibility reforms, Federal support should be
available to States to allow them to make structural improvements
in their Medicaid programs. For example, policies should be en-
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acted which improve and simplify enrollment procedures through
modifications to resource tests, eliminations. of unnecessary distinc-
tions between groups of children, requirements that States review
and redetermine eligibility before benefits are terminated, guaran-
teed annual enrollment periods, and improvements to presumptive
eligibility programs.

Reforms also are needed to enhance provider participation. CDF
supports protections for disproportionate-share hospital providers,
improvements to Medicaid reimbursement for community health
centers, efforts to ensure the provision of primary and outpatient
treatment services for children with mental health conditions, and
the study of provider reimbursement rates to allow us to plan for
further reforms in that area.

All of these reforms are included in legislation now pending
before Congress and have the support of one or more members of
this committee. In addition, as we know, President Bush has made
Medicaid a priority in the area of low-income pregnant women and
children expansions, and has worked with Senatcr Dole to intro-
duce legislation which would expand such coverage.

CDF also supports the provosed reforms in the preventive health
component of Medicaid, the Early and Periodic Screening, Diagno-
sis, and Treatment Program, also known as EPSDT. EPSDT is the
most important publicly-financed preventive child health program
e;'lexi %nacted by Congress, and the benefits that it offers are unpar-
alleled.

We appreciate the interest that the chairinan has shown in im-
proving the EPSDT program through the Maternal and Child
Health Act of 1989. There also should be improvements to the Titlc
V Maternal and Child Health Block Grant Program, particularly
in the areas of increased accountability, priority tc all of the three
target groups within the program’s mission, and increased flexibil-
ity to demonstrate and replicate new models of care.

We are very pleased that so many members of this committee
have made a commitment to improving the health of mothers and
children. We know that you believe, as we do, that we must make
preventive investments now to ensure the health and security of
our population in the future.

Thank you.
d.['I}he prepared statement of Ms. Johnson appears in the appen-

ix.
Senator RockerELLER. Thank you very much, Ms. Johnson.

OPENING STATEMENT OF HON. JOHN D. ROCKEFELLER IV, A U.S.
SENATOR FROM WEST VIRGINIA

I will start with a question for Dr. Schwaraz.

On page 4 of your testimony you talk about low reimbursement
rates as one of the reasons why physicians don’t participate in the
Medicaid program, and you specifically mention West Virginia’s re-
imbursement rate. I want to tell you there has been an update on
that; we are doing better than you indicate in your testimony. We
are up to $600, and I think that ought to be reflected.

This goes back to the question I was asking the GAO person. 1
have been torn in my mind, because I was Governor of West Vir-
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ginia for 8 years and we really have tried to push hard on expand-
ing Medicaid benefits and doing more than is required by the law.
When services or income eligibility are optional, we go beyond
that, and we need to, because we are a poor State.

It just seems to me, on balance-—and I am not asking you a ques-
tion so much, Dr. Schwarz, as I am talking to myself—that the
child health initiatives contained in Senator Bentsen’s bill and
also, of course, in Senator Bradley's bill, are so compelling that
even States like West Virginia, that have massive financial prob-
lems and too many poor children have to do better. We have to do
better. I am not sure how we can afford to do better, but we have
got to find a way to do better.

So, I want to cosponsor this bill, and I anm very proud to do it,
even as I am proud of what West Virginia, against unbelievable fi-
nancial odds, has been doing. But still, we have to do better.

Nevertheless, I want to set the record straight in terms of your
own testimony.

I do have a question. There have been a lot of articles about the
scarcity of doctors delivering babies, and there has been a lot of
talk about malpractice. Would you clarify something for me? Is it
more a matter of where it is that those doctors are practicing, that
there is a shortage in some areas? Are there, in fact, fewer OB-
GYNs in this country practicing today than there were 10 years

-ago? Or is that they are practicing in certain areas and not practic-
ing in others? It relates not only to malpractice and the effect of
that, but also simply the substance of the argument that there
aren’t enough OB-GYN:ss.

Dr. ScHwARz. Senator, in my own State of New York where we
have surveyed obstetricians and gynecologists, it is not that they
are dropping the practice entirely, although some are retiring ear-
lier than they had anticipated, but many are dropping obstetric
practice as a part of their practice of medicine, and others are lim-
iting the number of high-risk pregnant women that they take care
of in their practices.

All of that leads to a reduced number of providers available.
That is most acute for the Medicaid population, but in the Upstate
rural areas of New York, there are counties with no obstetrician-
gynecologists, or at least no obstetrician-gynecologists who are pro-
viding obstetric services. So, I think the data is real.

Senator RockereLLER. You have spoken of New York. I am
asking on a national basis.

Dr. ScuwaRrz. I think surveys would indicate, also, on a national
basis similar trends—that is, to retire early, for those physicians
approaching retirement; to give up obstetric practice but continue
gynecologic practice. In our testimony we have shown the differen-
tial insurance rates. For example, in States like Florida the differ-
ential is just enormous for those who provide obstetric care and
those who don't.

So I think these trends are national by our survey information.

Senator RockeFELLER. Thank you.

[The prepared statement of Senator Rockefeller appears in the
appendix.]

enator ROCKEFELLER. Senator Chafee?
Senator CHAFEE. Thank you, Mr. Chairman.
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Dr. Schiff, can you give us some idea of the trends among pedia-
tricians in terms of serving Medicaid beneficiaries? It is a down-
ward trend, isn’t it?

Dr. ScHiFrF. Yes, Senator, you are quite accurate about that. The
numbers are in this order:

In 1979 we did a survey which suggested that 85 percent of all of
the pediatricians in this country were taking Medicaid patients. In
a more recent survey—we have one going on now, and we don’t
have the data on that yet, but the last one was done in 1983—there
had been a significant decline.

What we are hearing is that, although pediatricians continue to
take Medicaid patients in substantial numbers, they have found
that, because of the poor reimbursement, they have had to limit
the numbers of patients coming from the Medicaid program.

Senator CHAFEE. Dr. Schwarz, 1 was fascinated with your com-
parison between the liability insurance cost per birth and the pay-
ment that Medicaid makes. As I understand it, in New Hampshire
Medicaid pays $214 a birth, and the liability insurance works out
to $154 a birth; so the physician nets $60 for all of is expenses and
his own reimbursement, as well—that is, his office coverage, all of
the assistants, and everything, he must pay for, and to pay himself.
He has got $60 for that.

Dr. ScuwaRz. That is correct, Senator.

Senator CHAFEE. What are ‘“high-risk patients”? I am not sure I
know what the term means.

Dr. Scuwarz. Well, I am speaking about medically high-risk pa-
tients, patients who might be at high risk because of some medical
or obstetric complications that they may have.

Senator CHAFEE. That they foresee in advance of the delivery?

Dr. ScuwaRrz. That is correct, sir.

Senator CHAFEE. On page 7 of your testimony you get into this,
and you point out that “less than 2 percent of our members devot-
ed a nominal 10 percent or less of their practice to high-risk care.
But in 1987, 45 percent restricted their high-risk practice.” In other
words, they see some trouble coming down the line, so what do
they do with the patient?

Dr. Scuwarz. They will refer those patients either to tertiary
care institutions or to sub-specialists who devote their entire prac-
tice to high-risk cases.

Senator CHAFEE. Now, do I understand from what you are saying
on page 7, that for one insurance company in Florida, a doctor who
is an obstetrician and a gynecologist, in some parts of Florida,
would have to pay $217,000 a year for liability insurance?

Dr. SchHwarz. That is correct, Senator.

Senator CHAFEE. Suppose he is a real hard worker: He works 50
hours a week for 50 weeks—you give him 2 weeks vacation—that is
2,600 chargeable hours a year, and of that he has to pay $217,000.
That is a pretty good slug per hour that he has to pay for liability
insurance.

I believe in this committee—and not necessarily solely in this
committee but in the whole Senate—we waltz around this malprac-
tice situation and wrestle with the high cost of medical care, but no
one wants to get into malpractice problems, and I appreciate what
you have done in pinpointing this.
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In West Virginia, even though—what is it you said, Senator
Rockefeller? They are up to reimbursing $300?

Senator ROCKEFELLER. Six hundred.

Senator CHAFEE. Oh, $600. Okay.

Also, Dr. Schwarz, I want to appreciate the plug you put in about
not smoking. That struck a sympathetic cord. I am for increasing
the tax by 22 cents a pack. Does that have your endorsement?

Dr. ScHwARz. Yes, sir.

Senator CHAFEE. Well, I am glad it got yours, because it is not
getting many other people’s. [Laughter.]

Also, I think this is all wonderful testimony. I want to thank
you, Ms. Johnson, because of where you point out the decline in
the immunization in some of your charts there.

Thank you very much, Mr. Chairman.

Senator ROCKEFELLER. Senator Bradley?

OPENING STATEMENT OF HON. BILL BRADLEY, A U.S. SENATOR
FROM NEW JERSEY

Senator BRADLEY. Thank you very much, Mr. Chairman.

I would like to ask each member of the panel, although I think
you have stated such in your testimony, are each of you in favor of
raising Medicaid eligibility for pregnant women and infants to 185
percent of poverty, and also, coverage on a phased-in basis up to 18
years of age for children from families with incomes below the pov-
erty level?

Mr. Farr?

Mr. FARR. Yes, sir.

Senator BRaDLEY. Ms. Johnson?

Ms. JoHNsoN. We are very concerned about the health status of
older children, Senator Bradley. We have all been focusing a great
deal of attention on infant mortality, and it is a very serious prob-
lem; but it is only the grossest indicator of the health status of our
children. It is the most dramatic, but it is only one indicator, and
we know that children of school age need a great deal of health
care that they are not able to have access to right now.

Senator BRADLEY. So, the answer?

Ms. JOHNSON. Absolutely, yes.

Senator BRADLEY. Dr. Schiff?

Dr. ScHIFF. Yes, indeed. In fact, we would prefer to raise it to age
21.

Senator BrRaDLEY. Okay.

Dr. Schwarz?

Dr. Scuwarz. And we would prefer to 200 percent, Senator Brad-
ley. [(L.aughter.]

Senator BrapLey. Well, thank you very much. You have given us
the next goal here.

Let me ask Mr. Farr: Will mandating States to cover poor chil-
dren up to the age of 18 lighten the uncompensated care load that,
say, the children’s hospitals are now carrying?

Mr. FARR. Increasing the eligibility to 185 percent will certainly
make much——

Senator BRADLEY. No, no, having coverage up to age 18.
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Mr. FARrr. Significantly. Yes, sir, especially in Texas. If you look
at Texas, we haven't done a very good job. ,

Senator BRADLEY. Could you describe how that would help vour
hospital?

Mr. FARR. Yes, sir. A significant part of our uncompensated care
falls between Medicaid and, the term that is often used, the “"work-
ing poor.” They can’t pay. It would take these people into account
and would provide coverage for them It would have a significant
impact not only on the Children’s Medical Center but on all uf the
children’'s hospitals in Texas.

Senator BrRApLEY. And would covering the children of the work-
ing poor up to age 18 have the same impact?

Mr. FARR. Yes.

Senator Braprey. Okay.

Now, Dr. Schiff, do you have any thoughts on payvment teo provid-
ers? In the bill that was introduced, we seek data from States. Do
you have any suggestion as to what data would be most useful in
terms of payment rates?

Dr. ScHirr. One suggestion that we have made has to do with the
current work on the RBRVS. As you know, at this moment that is
confined to Medicare. I have suggested in testimony before the
Physician Payment Review Commission that the responsibility of
that group also bhe given for Mediczid. Our understanding of that
would be. i the pediatric M« licaid payment reimbursement levels
were comparable to Medicarc. that that would go a great distance
toward improving the response of pediatricians and the ability of
pediatricians to serve the Medicaid population.

Senator BrabrLey. Picking «p on Ms. Johnson's point: You know,
the focus has been on infan! mortality. That is a very important
focus and a primary focus, 1 ut what about the need to deal with
the wellness of children from 5 to 18 or 20?

Dr. ScHirr. We certainly [ el that that is an enormously impor-
tant part of our population .hat dc not currently receive the pre-
ventive health care that they deserve and need.

1 would also like to state even in the first year of life; you know,
infant mortality is up to 1 year of age. Part of the reason that we
have significant infant mortality variability has to do with the
kind of care that patients get not only in the immediate newborn
period but up to a year. But then, even beyond that, certainly the
level of care available declines, and it is very important that that
be improved. That is why you heard me say "‘up to 21.”

Senator BRADLEY. Yes.

Dr. Schwarz, what reason do you have in the way of explanation
for why OB-GYNs sometimes are reluctant to take pregnant
women?

Dr. Scuwarz. Well, I listed a number of reasons.

Senator BRADLEY. If we take the reasons that you listed in your
testimony, would it be helpful if we mandated that coverage be
continuous through 2 months after delivery?

Dr. ScHwarz. Yes, I think that it would be. I think that the
model programs or projects that are being contemplated could look
at a number of innovations, perhaps that had to do with establish-
ing eligibility, that had to do with some of the complicating factors
in reimbursement—for example, kicking out every request for re-
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imbursement that involves a caesarian section, no matter what the
reason for doing it might be, and prolonging it; with every line in
the application, rejecting it on the basis of that line, and having it
come back and then being rejected on the basis of the next line.
There are many, many pieces of red tape that I think could be
streamlined that would make it easier and more attractive for ob-
stetricians to participate.

Senator BRADLEY. Thank you.

Senator ROoCKEFELLER. It sounds to me like the Senior Senator
frc;;n New Jersey is in need of a special health care program, him-
self.

I would ask Dr. Schiff my final question:

If the EPSDT services are now only—and that is from birth to
21, right?

Dr. ScHrrr. That is right.

Senator RocKEFELLER. It's my understanding that EPSDT serv-
ices are being used at only a 25- to 30-percent rate, so that approxi-
mately 70 to 75 percent of young people who are eligible for care
not getting that care.

Part of that could be that parents don’t take them in, and an-
other part could be that pediatricians are declining to see these
children. How do you interpret that?

Dr. ScHirr. I think, for the most part, that portion of the Medic-
aid program is little understood. It comes back, again, to a very im-
portant need that we have in this country, and that is to help
people understand the value of preventive health care. This is a
critical part of preventive health care for children. Again, as with
other portions of preventive health care, this is not understood.

We have an enormous task in front of us to do outreach and to
help our population understand the value received from EPSDT
and similar programs in both the private and the public sector.
And I think we have that responsibility.

The Academy of Pediatrics is taking that on as part of its goal,
and we hope that others will join us.

Senator RockereLLER. That is the answer to the first part of my
question. The second part of the question: To what extent are pedi-
atricians not participating in the EPSDT program?

Dr. SchiFr. I think most pediatricians will participate in the
EPSDT program. I think, of all of the portions of the Medicaid pro-
gram, this is the one which pediatricians place high value on and
really work hard at encouraging folks to come in and receive this
service. ~

So, I think you would find an analysis of the figures would indi-
cate there is a higher proportion interested in and more supportive
of this portion than any other.

Senator RockereLLER. Would you have a ball-park figure, like 85
percent of pediatricians participate?

Dr. ScHiFF. I would say in excess of 50 percent, but I don’t have a
more accurate figure. The data is being collected right now.

Senator ROoCKEFELLER. It would be interesting to have that.

Senator Chafee?

Senator CHAFEE. Mr. Chairman, I don’t have a calculator, but I
did work it out successfully: Your friend from Florida who is prac-
ticing obstetrics and gynecology, to pay his liability insurance, he

27-052 - 90 - 2
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would have to start off by charging $87 an hour solely for the in-
surance coverage. That is for starters.

I see you have some recommendations as to what we should do
on that insurance in your legislation. I will take a look at that, the
Medical Offer and Recovery Act, and where you point out that
“only 28 percent of the premium dollars paid by physicians are
used to compensate injured patients.” A lot of lawyers must be get-
ting rich under that bill.

Having now antagonized the lawyers, Mr. Chairman, I will cease.
Thank you. [Laughter.]

Senator ROCKEFELLER. Are there any other questions?

The CHAIRMAN. If I might make a comment here, Mr. Farr, you
were talking about some of the problems in the outreach insofar as
enrollment of people for AFDC. That is a real concern to me.

I have seen a situation in one of our major cities in Texas where
a woman was getting information on prenatal health care. She had
to fill out a long, involved application, difficult to understand.
After she had accomplished that and had the prenatal health care,
then she had to go to another hospital for the delivery of the baby
and had to go through the same process again. They finally have
been able to take care of that with a computer link-up between the
two hospitals.

But when you are talking about enrollment there, and many of
the counties and States do not allow the onsite enrollment in
AFDC, it seems to me that we really have to do some things on
outreach, to try to see that where we do have these funds available,
do have the money available, these people understand it is there,
that the service is available, and that we make it so that they can
utilize it much more effectively and efficiently than they have up
to now.

Dr. Schiff, as I read your testimony and listened to you, it is obvi-
ous also that, as we expand this service away from Medicaid for
pregnant women and for children, we are going to have to have
more providers, and we are going to have to see that it is attractive
to them, or they are not going to be servicing those clients. I have a
deep concern there because, as I understand it, we are also seeing a
diminishing situation there and quite a serious problem.

Dr. ScHiFr. I think you have pointed out something quite accu-
rately, and important, Mr. Chairman. We, too, are concerned about
that, but we believe that if our proposal is phased in, as most pro-
posals are, we will be able to arrange service for the children who
need that service. We believe it is possible to do that.

The CHAIRMAN. I apologize to the witnesses for having to leave
during part of the testimony, but we have some matters on the
floor, and they have had me involved in some decisions on that.

Thank you, Mr. Chairman.

Senator RockereLLER. Thank you very, very much. We appreci-
ate it.

Mr. Chairman, I notice that Senator Chiles is here.

Senator Chiles, we welcome your testimony, sir.

The CHAIRMAN. Well, I am very pleased to see my very good
friend Senator Chiles before us, a man who has had a great inter-
est in this subject, is committed to it, dedicated to it. Although he
has chosen to retire from public service, still he is very much ex-
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pressing his concern—just not paid as well, but in the public serv-
ice. But he is a man who has had a long-time interest and concern
here and has made a very major contribution. We are pleased to
have him back.

Yes, Senator Bradley.

Senator BRADLEY. Mr. Chairman, Senator Chiles is here also in
the capacity of chairman of the National Commission to Prevent
Infant Mortality, which I am fortunate to serve on with him. I
think that his voice on these matters not only has the credibility of
his years of service in the Senate but also of his continued commit-
ment to issues that relate to children, particularly infant mortality.

Senator DURENBERGER. Mr. Chairman, briefly, if I might claim
some credit—not for his commitment to infant mortality but for
sitting over on that side of the table, when at Senator Chiles’ sug-
gestion we created the Commission on Infant Mortality. It gave
him the opportunity to do all of the things he had been longing to
do for so long. And then to see him quit on us was sort of a disap-
pointment, but a great honor to continue to serve with my col-
league from New Jersey and our former colleague on the commis-
sion.

The CHAIRMAN. Well, he just quit being paid for it, that was all.
[Laughter.]

STATEMENT OF HON. LAWTON CHILES, A U.S. SENATOR (RE-
TIRED), AND CHAIRMAN, NATIONAL COMMISSION TO PREVENT
INFANT MORTALITY, TALLAHASSEE, FL

‘Senator CHILES. Mr. Chairman, it has been a long time since I
have been so lathered up. [Laughter.]

I am delighted to see old friends and colleagues and to have a
chance to talk to you about these particular programs.

-Mr. Chairman, your interest in this issue goes back so many
years I can'’t sort of remember when. I know of your great and con-
tinuing interest, your creation of the Children’s Commission, and I
certainly applaud you for that. I am delighted to see two of my col-
leagues that serve on the Infant Mortality Commission with me, as
well as Senator Chafee, who has long had an interest.

Many years ago, Mr. Chairman, largely through the work of this
committee, we made a commitment to our older citizens that, re-
gardless of their wherewithal, we would give them medical care.
That is now just sort of a given. We all accept that they have
access to care. Now this committee wrestles with how far we go
with that care—catastrophic coverage, coverage on nursing homes,
prescriptions, and many of the other things that we are looking at;
but the fact that they are given care and access to that care is
something we made as a commitment.

We have not yet made that commitment to our children, nor to
our pregnant women, that sall are entitled to access to care. I think
that really is what we are talking about now, beginning to do that.
I applaud the committee and its legislation, and I think that is
what we really have to do.

The reasons for doing so are compelling:
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The first is certainly a moral obligation that we don’t deny the
most vulnerable citizens of our society, those without representa-
tion, the ability to have care.

But in addition to that, certainly from a fiscal point of view and
a good-government point of view, investing in our children early in
their lives, even before birth, we now know results in long-term
economic benefits to society as a whole.

We wrestle with problems of how many prisons we can build and
how many mandatory sentences we can pass. But we have not
gotten around to the front end of that question: how to prevent
some of these problems from ever occurring.

The voices that speak on behalf of children are growing stronger
every day. Certainly we see it with the President and the members
of this committee, and many others in the Congress.

Our Commission was formed a couple of years ago to examine
the policies affecting women and children. We attempted to do
that. We made a report, and the number-one recommendation of
that report was to provide everyone with access to care.

I am here today to urge the committee to pass into law some of
the other legislation we proposed, as well.

We know that infant mortality has slowed in this country. We
know that we rank nineteenth among the industrialized world. We
know there has been no increase in the early utilization of prena-
tal care and well child care by pregnant women and children.

We know that the low birthweight rate has stalled since the
1970’s. We see the same percentage of the low birthweight that we
have seen for many, many years.

The problem of infant mortality is easily stated. Too many babies
are born too soon and born too small, and low birthweight can be
prevented in most of the cases with comprehensive, coordinated
prenatal care, care that our health care system knows how to deliv-
er. By delivering the care early on, we can avoid that special care.

We need, then, to target our efforts at prevention. Our medical
technology has focused on keeping babies alive that we didn’t keep
alive before, but that is an after-the-crisis approach.

It is interesting to note that Japan, with half the infant mortali-
ty rate that we have in this country, does not have the extensive
neonatal facilities that we have. They deliver a healthy baby to
start with, so they don’t need the high-tech sort of keep-them-alive-
after-you-have-the-crisis care.

Infant mortality now costs our Nation over $2.4 billion annually,
and those costs occur from caring for that low birthweight or criti-
cally ill infant. Those costs really do not include many of the life-
time costs because they are handicapped as well.

We know that the Institute of Medicine has reported that every
one dollar invested in prenatal care for high-risk women saves
more than three dollars in later health care costs. So, the real
problem of infant mortality centers around this access to care and
the barriers to that care.

Most of the talk in the cornmittee today has been about the fi-
nancial barriers, and those are real. I am delighted to see that the
committee is talking about doing something. I applaud the legisla-
tion to go to 185 percent, that Senator Bradley and others have in-
troduced. That is tremendously important.
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But, Mr. Chairman, there are barriers other than the financial
barrier, and I think we have to recognize them. You touched on
one of the barriers in your question about the paperwork maze
which faces women seeking care.

So, the problem amounts to implementing programs and policies
that help pregnant women and childrep overcome these barriers to
care. The financial barrier certainly has got to be the biggest one.

The Medicaid legislation of Senator Bradley includes other
changes in the Medicaid program, and one of those that would
keep a woman from losing her coverage in the middle of a pregnan-
cy is tremendously important.

Considering these program changes in the proposed legislation, I
applaud the committee and you, Mr. Chairman. The number-one
recommendation to the committee, as I say, on infant mortality,
was to provide this access to care.

Under consideration by Congress this year is reauthorization of
the Maternal and Child Health Block Grants. Everyone agrees that
this program needs additional funding. The committee certainly is
to be praised for considering an increase of $150 million in addi-
tional funds.

I support many proposals under the committee’s consideration
which coincide with the Commission’s recommendations. Increas-
ing participation and enhancing use of early and periodic screen-
ing, diagnostic, and treatment programs is critical. In the Commis-
sion we certainly lend our support to Lhe additional reporting re-
quirements for the MCH Block Grants as well as other proposals
under consideration.

I learned with interest of the proposed statewide block grant
needs assessment, which is intended to identify unmet maternity
and infant care needs, including prenatal care in the prevention of
low birthweight and infant mortality. That is great, and it calls for
a plan to meet these needs.

The Commission, and Senator Bradley and Senator Durenberger
as members, have introduced some legislation that would also pro-
vide some changes to specific programs for the block grant. These
four programs grew out cf work of the Commission and are part of
our recommendations. '

As I might point out, what we attempted to do during our exist-
ence is similar to a needs assessment: we tried to examine prenatal
care, low birthweight, and infant mortality and then come up with
a plan of action. And part of the recommendations I want to talk
about now were part of that plan of action.

One of the programs that the bill recommends is home visiting.
Some people refer to this as ‘““resource mothers.” I think the chair-
man is interested in looking at part of that in some of the legisla-
tion he is proposing.

What we found in our hearings is that, even where you have
clinics and where you have some doctors, where you are dealing
with an at-risk population, where you are dealing with a child who
is having a child, a 13-year-old whose mother maybe had her when
she was 15 years old, and you are in this cycle, well these women
are scared of doctors. They are scared to go see a nurse. When they
show up is when they are in labor, and they go to the emergency
room in labor.
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How do you reach those people? How do you break that cycle,
even when some care is out there? The best way we found is
through the use of “resource mothers.” These are people who are
in the community, who have successfully raised their children.
They are persons who have some peer status in the community.

You get those people, you train them, you pay them a minimum
wage—they do it as a calling—and they go out. They have a cer-
tain number of cases, and they work one-on-one to intervene with
these unmarried women, in many instances, that are not very well
educated. They say, “We are going to take you to the doctor
today,” or they say, “I heard you were drinking a beer the other
day, and I'd better not hear about that,” or, “I heard you were
smoking. You had better cut that out.” And they tell them why.
They care about them, and the people know they care about them.

We have seen more success, | think, in some of these poverty
areas in breaking the cycle by using that kind of method than any
other one. They don’t have to be professionally trained. In fact, it is
better if they are not. As I say, it has to be someone that the preg-
nant women can relate to. We think that is one of the most impor-
tant recommendations the Commission has made.

The second program of great importance, we think, is what we
call “one-stop shopping.” I think it gets to what the chairman was
talking about with the paperwork maze.

In many instances now, we are talking about the uneducated
child trying to access maybe four different programs. That means
four different stops, and it means four different sets of forms. I
would ask you to look at one of those sets of forms that your State
has come up with. It is designed to frustrate, literally. I mean it is
almost impossible to try to fill out. And when you realize that
many times they have to pay Uncle John $10 to take what is his
“taxi,” the ride, to each one of those trips, and they get there and
they can’t fill out their form, they get frustrated. Then you wonder
why they don't show up until their delivery.

Of course, WIC is through the Department of Agriculture, so it
has a different bureaucracy. There is some way, as the policymak-
ers, you need to try to coordinate that. I mean there ought to be
one simple set of questions and once the mother answers those,
then we can tell her whether she is eligible, for how many pro-
grams, what she is eligible for. We ought to try to do that so there
is one stop, and they don’t have to go to all of these places.

We are not talking about something now that costs a world of
money, but we are talking about something that is very hard to
change in the bureaucracy that we are dealing with. Changing the
way these programs are set up would be tremendously important.

Another recommendation is the development of a health hand-
book, or a “passport,” we call it. Over 100 nations have a health
passport which the mother gets when she becomes pregnant. It
tells her, basically, what some of her rights are and where she can
get services, but it is also an immunization record and a health
record of each of her children.

Many of our problems are with migrant children, as the chair-
man knows, in his State and my State, where they are passing
through the agricultural system. They go to one place, and they
don’t remember, maybe, where their child has problems, is allergic
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to certain drugs, whether they have had measles or whooping
cough, or what they have had. This passport would give them that
record, as well as some information on the rights that they have.

It is interesting—in Japan the women carry this handbook like a
little badge. It gives them transportation, literally, during the time
they are pregnant. It is scmething, as I say, that over 100 nations
have adopted. Again, the cost of this is minimal, but it is some-
thing we can do that we think helps spread the word.

Finally, the establishment of a toll-free information number—
which, again, I think is partially proposed in scme of the legisla-
tion—we think would be helpful.

I applaud very much the committee going into these hearings
and the work that you are doing. I think there is an opportunity
now that we haven't seen before of really trying to do something
about the health of women and children. I think the States are
more ready now, as well. Senator Rockefeller was talking about
how his State has raised the rates; I see that happening in a lot of
places. It is a timely subject, and one in which I think we could
move on now.
d.[’I}he prepared statement of Senator Chiles appears in the appen-

ix.

The CHAIRMAN. Senator, you have made a number of sugges-
tions. You were talking about home visiting; Senator Chafee and 1
have made that as an option for medically fragile infants. And you
tga}ked about a health handbook, which I think could be very help-
ul.

But a number of these things that were tried in Europe and in
some other countries, none of those systems, or very few of them,
are as privatized as ours. Do you feel that they would be effective
in ours?

Senator CHiLEs. Well, you know, the one-stop shopping has noth-
ing to do with the difference in the systems.

The CHAIRMAN. No, that is bureaucratic.

Senator CHILES. That is right. That is where we have got to con-
trol our bureaucracy, and make it simple for them to do. I think
many of the other countries have a health visitors program. Eng-
land has what they call their ‘“flying nurses,” you know. They
drive around on their little motorbikes and visit everyone, includ-
ing Princess Anne, and they make certain visits to check on the
baby and how she is doing.

So I think, again, that can work, and I urge that it be included
as a preventive method of prenatal care, and not just to infants
that are high-risk to start with, because it is a way I see of trying
to break this cycle that we have, of children having children.

And for the health passport, Mr. Chairman, it is my guess to how
that will work; but these people care about their kids, and I think
they will carry that kind of a document. I think it will be of some
help to them. I think it helps pass information around. You could
put basic information in there of where they could get help. And
again, as I say, it is something that could be done with very little
cost.

The CHAIRMAN. One of the things Senator Chafee and I have in
our bill is to mandate that the Secretary give us a simplified Med-
icaid application form.
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Senator CHILES. That is tremendously important. But really, we
ought to look at the WIC forms, the AFDC, each of these, and there
ought to be some way that, when you go through a set of questions,
they will tell you the answers as to whether you are eligible for
maternal and child care for each of these programs.

The CHAIRMAN. Well, in part, it seems that you ought to be able
to have a computerized hookup, where you could have all that in-
formation coordinated, pulled together for whatever the identifica-
tion number of that patient happened to be.

Senator CHILES. Absolutely. And there are some test programs
out there on that now.

We know that can be done now, when we see everything else
that we are doing with computerized information.

The CHAIRMAN. Senator, if you will forgive me, I am going to go
back and try to take care of some of these situations on the floor.

Senator Chafee?

Senator CHAFEE. Why don’t you, Senator Bradley, go ahead? 1
want to talk to the chairman before he leaves.

Senator BRADLEY. Senator Chiles, let me thank you for your tes-
timony, particularly the points you made on the information bar-
rier.

In responding to some of the questions, you could almost imagine
the home health visitors out there encouraging women who are
pregnant to go to the doctor, which is what we want them to do.

They could arrive at the doctor—the visiting nurse or the doctor
could have the passbook—to give to the pregnant women. This
would be the first contact, right?

Senator CHIUES. Right.

Senator BrRADLEY. Then if you had a reasonable computer pro-
gram, you cculd. in coordination with the States, work out a “one-
stop shopping” type of source. Then for any questions you could
have an 800-number, which could be attached to the passbook, if
need be.

Senator CHILES. Yes, sir.

Senator BRADLEY. It seems to me that that makes eminent sense
and that it all ties together; in other words, this is not one thing
but really four things that are usually supportive of each other.

Senator CHiLEs. I think that is right. And if you couple that with
the legislation that you have introduced, of trying to up the
amount of funding, then you try to break down and get into some
of these other barriers that are set there—that is why I think the
four parts are important to trying to do that.

Senator BRADLEY. I think that people don't appreciate the infor-
mation barrier, or the ‘‘fact barrier,” really.

Senator CHILES. Right.

Senator BRADLEY. You know, the application form is bewildering,
and you do need us to simplify that.

Senator CHILES. Yes, sir.

Senator BRADLEY. But it is getting people to the application point
that you are addressing in your testimony.

Senator CHILEs. Right.

Senator BRADLEY. Getting them there, with follow-up, and with
some guidance for not only what to do for the remaining months of
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their pregnancy but what to do in the first year or two of the life of
their child, in terms of the immunization records, et cetera.

Senator CHILEs. That is right.

Senator BrRapLEY. Well, I thank you very much for your testimo-
ny, and I also thank you for your leadership as the head of the
Commission.

Senator CHiLES. I am delighted that you are there to try to get
these things implemented, as you know.

Senator BRADLEY. Senator Chafee?

Senator CHAEFEE. Well, Senator, we welcome you back and appre-
ciate so much what you are doing.

On page 5 you touch on the high medical malpractice rates, and
that is something I am going to wrestlie with as we struggle with
this. I hope we can get some suppert across the country.

Have you seen any area or State where this resource-mother
system—I have forgotterr how you phrased it—where it has
worked?

Senator CHiLES. Yes, sir. We can show you some information and
studies on that. Lynda Robb, who is a member of the Commission,
is very acquainted with some programs that work in the Appalach-
ians and also around Norfclk, and at one of our hearings she
brought up a number of the resource-mothers from the Norfolk
area. Their testimony was very, very moving. These arc very dedi-
cated women. They have successfullv raised their children, and
they believe that the job they have is very important. As I say,
they are normally paid sort of a minimum wage. They have 10 or
12 cases that they work on. But they go out into the homes and see
that these people have the transportation and the information nec-
essary.

Again, very good programs have worked in some of the poorest
areas in Louisiana, and we have some programs that we are begin-
ning to do in Florida. And if what I have seen so far is trying to
barrier, this is one of the best ways.

I want to give you an example that a resource-mother just told
us about who came out of a rural country in Florida. She now has
a client, a 15-year-old. The 15-year-old has three children—the first
one was born when she was 11. She is also taking care of two of
her mother’s children. The mother is 30, and the mother’s children
are age 1 and a newborn baby; so the 15-year-old is taking care of
five children all under the age of 3.

This 15-year-old, remember, was born to her mother when the
mother was 15, because she is 30 now. So what you see is the cycle.
To make it a little worse, the mother is on cocaine, and they are
both prostitutes for a living.

This is the cycle that you see of children having children, and
then it repeating itself. And now perhaps we have an opportunity,
with this resource-mother, to try to deal with this 15-year-old and
tell her what she can do about a day care situation, try tc get her
back into school so she can complete her education—all of these
kinds of things—at least trying to get in and break that kind of a
terrible cycle.

Senator CHAFEE. Well, thank you. That is an idea I hadn’t known
of, and we will certainly try to convey that to our folks. I will
check with the Commission on some suggestions.
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Senator CHILEs. I will get you some more information.

Senator CHAFEE. Good.

Well, thank you very much. I am so glad you came and for the
time and energy you are giving to this Commission.

Thank you, Mr. Chairman.

Senator CHiLEs. Thank you.

Senator BrapLEY. Thank you very much, Senator Chafee and
Senator Chiles.

Our last panel is Mr. Raymond Scheppach, executive director of
the National Governors Association; Richard Nelson, director of
the Child Health Specialty Clinic, University of lowa; and Mr.
Aaron Johnson, chairman of the Health Care Committee of the Na-
tional Council of State Human Service Administrators and commis-
sioner of the Georgia Department of Medical Assistance.

Let me welcome all three of you. Your full testimony will be sub-
mittied to the record. Would you please summarize your comments,
briefly? Time is running out, unfortunately.

Mr. Scheppach?

STATEMENT OF RAYMOND C. SCHEPPACH, EXECUTIVE DIREC-
TOR, NATIONAL GOVERNORS ASSOCIATION, WASHINGTON, DC

Mr. SceeppacH. Thank you, Senator.

I appreciate the opportunity to appear before you today on behalf
of the Nation’s Governors. I would like to submit my full statement
for the record and summarize it very briefly.

First, the Governors are committed to reducing infant mortality
and improving children’s health in the United States. To date, 44
States have taken advantage of the option to provide Medicaid eli-
gibility to pregnant women and infants with family incomes below
the poverty level. Fifteen of these States have elected to cover preg-
nant women and infants with incomes up to 185 percent of poverty.
Twenty-three States are providing coverage to all children below
the poverty level up to age 3, and 20 States are using presumptive
eligibility.

The Governors are very proud of the progress that they have
made in helping these populations over the last few years. Beyond
expanding Medicaid eligibility, States have been working to
streamline the eligibility process, improve outreach, and increase
participation of physicians.

While States have been moving forward rapidly in this area over
the last several years, we are opposed to any further mandated eli-
gibility requirements in the Medicaid program. Individual States
are in the best position to decide how Medicaid funds should be
spent.

This is not to say that these populations are not in need; howev-
er, we must recognize the fiscal condition of States.

Medicaid will be 11 percent of State budgets in 1989; in 1981 it
was only 7 percent. By 1995, it is projected that Medicaid will rep-
resent 15 percent of State budgets.

Projected State surpluses for next year are expected to be only
1.5 percent of total spending, which is essentially the lowest level
ghat we have seen in the last 12 years that we have been surveying

tates.
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The continued mandated increases will force States to both raise
taxes and/or cut other programs. Over the last year and a half,
Congress has mandated huge increases in State spending for nurs-
ing home reform and catastrophic insurance, as well as for Medic-
aid. The State are just beginnir.g to feel the fiscal impact of these
changes.

For these reasons, we ask the committee to forego any new man-
dates of Medicaid eligibility at this time. We do, however, support
proposals that would allow States to provide Medicaid eligibility to
children below the poverty level, up to the age of 18.

Mr. Chairman, I also want to express concern with the proposal
to.mandate presumptive eligibility. Some States have taken action
to streamline the standard eligibility process so that it is as effec-
tive or even more effective than presumptive eligibility.

Finally, I am very concerned with the proposal that Medicaid
must reimburse physicians a fee that will provide Medicaid recipi-
ents with the same access as the general population. It is not real-
istic to try to achieve a goal through reimbursement alone. In a
recent survey that we have done in increasing provider participa-
tion, we found that the reasons obstetricians and gynecologists give
us for not participating in the Medicaid program include not only
the fee but a growing concern about malpractice, reasons with re-
spect to -the high-risk nature of these individuals, and the burden
of administrative procedures. Many of these issues are in fact
beyond the control of the Medicaid program.

In summary, Mr. Chairman, States have not had time to bear
the costs of the recent changes, coupled with those for catastrophic
and nursing home, and therefore we would rather not see the com-
mittee move forward on mandates at this time.

Thank you.
d_['Iihe prepared statement of Mr. Scheppach appears in the appen-

ix.
Senator BRADLEY. Thank you very much, Mr. Scheppach.
Dr. Nelson?

STATEMENT OF RICHARD NELSON, M.D., DIRECTOR, CHILD
HEALTH SPECIALTY CLINICS, UNIVERSITY OF IOWA, TESTIFY-
ING ON BEHALF OF THE ASSOCIATION OF MATERNAL AND
CHILD HEALTH PROGRAMS, IOWA CITY, IA

Dr. NeLsoN. Mr. Chairman, I am Richard Nelson. I direct Iowa’s
Title V program for Children with Special Needs, which is funded
under the Maternal and-Child Health Block Grant, and I am here
today to speak on behalf of the association of the State programs
that administer the Block Grants throughout the Nation.

The Association of Maternal and Child Health programs strongly
supports Congressional action to improve and to expand the health
care of mothers and children in the United States.

In my brief verbal remarks this morning, I want to concentrate
on the expansions of Title V and Title XIX that this committee will
be considering in subsequent weeks.

We strongly support your efforts to expand these Titles of the
Social Security Act. Until there is a national consensus for more
fundamental reform in our nation’s fragmented system of health
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care delivery and financing, these two Federal-State programs con-
tinue to be the major vehicles to assure health care for pregnant
women and children in the United States. We certainly are inter-
ested in more universal attempts to improve the health care of
America’s women and children, but we feel we must continue to
improve the existing legislation that provides the basis for current
activities.

For Title V, the Maternal and Child Health Block Grant, we sup-
port:

Strengthening the requirements for accountability to the States.

We support increasing resources to the States so that they can
further work on developing a coordinated system of care. We have
heard a great deal this morning about the fact that not only
having a source of health care financing is important but also that
thex('je is a system to deliver the services that women and children
need.

We support legislation that continues to strengthen State efforts
to assure access to primary and preventive services, and we cer-
tainly support legislative intent to support the development of serv-
ices for children with special health care needs, and their families,
through a series of initiatives that the United States Surgeon Gen-
eral has emphasized during recent years.

We realize, though, that our Maternal and Child Health pro-
grams don’t function in isolation, and we do support the strength-
ening of mandates for our programs to work with other Federal
programs, especially Title XIX, or Medicaid; although we have not
heard yet this morning about the early intervention legislation
that is being implemented in the States under Public Law 99-457,
it is also a key program in meeting child health needs, and also, of
course, other programs for women and children, including WIC,
family planning, community health centers, and migrant health
centers.

In terms of Title XIX:

We do support expansion of eligibility to the age of 21 for women
and infants under 185 percent of poverty;

We support reforms to facilitate early and continuous participa-
tion of pregnant women and children in Medicaid. A problem that
has not been highlighted this morning is that many times eligibil-
ity, once established, is soon lost; but the needs of women and chil-
dren continue.

We support reforms to increase provider participation; and

Greater consistency throughout the country in what Medicaid
will provide for women and children.

We would like you to look at ways to require Title V and Title
XIX programs in the States to work in a more coordinated fashion,
to make the best uses of the resources available.

We have had a chance to review proposals coming from the com-
mittee, including your own proposal and that of Senator Bentsen,
and we certainly applaud all efforts to generate legislation that
will improve access to care, including the recommendations of the
Commission to Prevent Infant Mortality and to strengthen States’
ability to improve outcomes for women and children.

Thank you.

[The prepared statement of Dr. Nelson appears in the appendix.]
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Senator BRADLEY. Thank you very much, Dr. Nelson.
Mr. Johnson?

STATEMENT OF AARON J. JOHNSON, CHAIRMAN, HEALTH CARE
COMMITTEE OF THE NATIONAL COUNCIL OF STATE HUMAN
SERVICE ADMINISTRATORS, AND COMMISSIONER, GEORGIA
DEPARTMENT OF MEDICAL ASSISTANCE, ATLANTA, GA

Mr. JoHNSON. Mr. Chairman, I am Aaron Johnson. I am Medic-
aid commissioner for the State of Georgia, and I speak to you today
as both the chairman of the National Council of State Human
Service Administrators’ Health Care Committee and as chairman
of the State Medicaid Directors Association. Both of these organiza-
tions are integral parts of the American Public Welfare Associa-
tion.

Let me begin by thanking the chairman and members of the
committee for providing this opportunity to day to discuss chil-
dren’s health. I also want to commend the committee’s leadership
in the area of infant and child health indigent care and long-term
care.

Members of this committee have worked long and hard to bring
attention to and resolution of the plight of those who have inad-
equate access to the health care system. Those efforts are starting
to come to fruition. The American people are becoming more aware
of the problems and, for that reason, are more willing to accept
changes in the system.

I would like now to turn my attention to the issue before us, chil-
dren’s health care under the Medicaid program, and to address
what I believe to be key aspects of the various bills. A full copy of
my testimony is available to you, so I will just highlight here.

Senator BRaDLEY. I would appreciate it if you would. Your full
statement will be in the record.

Mr. JounsoN. Thank you, sir.

Innovation: With regard to innovation, State agencies strongly
support funding demonstration projects aimed at both greater co-
ordination among various agencies that serve pregnant women, in-
fants, and children, and increasing provider participation in the
EPSDT program.

Eligibility: States have long advocated breaking the tie between
Medicaid eligibility and eligibility for cash assistance programs.
This is because health care is a very different market good than
food, shelter, or housing. However, State agencies believe that man-
dating coverage of pregnant women and infants up to 185 percent
of poverty is not appropriate at this time, when State budgets are
fixed, and when States are implementing costly nursing home
reform and qualified Medicare beneficiary legislation. States sup-
port an option to cover children through income-related eligibility.

Presumptive eligibility: States continue to pursue a variety of in-
novative ways to provide expedited eligibility to pregnant women.
These methods do not necessarily follow the presumptive model.
Therefore, a mandate to implement a presumptive process would
be inappropriate. State agencies would also like to see changes to
the presumptive program which would facilitate program goals.
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Provider reimbursement: Many States are increasing provider
rates and analyzing the effect of these increases. There are many
unresolved issues that bear on provider participation, only one of
which is payment rates. States are concerned about the feasibility
og obtaining certain data and the accuracy of that data in support
of rates.

Outreach: State agencies believe that providing an enhanced
Federal match for outreach activities, including out-stationing eli-
gibility workers at a variety of sites, would provide incentives for
'States to develop new outreach strategies and build on a variety of
State initiatives already in place.

In summary, I would say that States in general are equally cog-
nizant of the problems and need for change. States have been
making good-faith efforts to expand and expedite eligibility, in-
crease outreach, and educate about wellness to combat increased
infant mortality. We remain unconvinced, however, that mandat-
ing further incremental expansions and reporting requirements at
this time constitutes a realistic soluticn. Further mandates at this
time will have significant implications for the whole of the Medic-
aid population in different States.

The APWA has given the issue of access to health care serious
consideration over the past 2 years and has published a set of pro-
posals for broader reform. We are aware that our proposals do not
constitute the ultimate solution to all the health care problems, but
we believe they are a substantive place to start.

I would like to stress that States want to work together with
Congressional leaders and their staffs to develop a set of viable pro-
posals, based on what we, together, know at this point. It is clear
that something needs to be done.

Our system of governance is based on Federal-State partnership.
That partnership must be evaluated in the context of the Medicaid
program, which is designed to be operated by the States. We should
build on that concept in order to turn our nation’s health care situ-
ation around.

Thank you for this opportunity to testify. I will be happy to re-
ceive any questions.
d.{'I;he prepared statement of Mr. Johnson appears in the appen-
ix.

Senator BRaDpLEY. Thank you very much, Mr. Johnson.

The 185-percent mandate: As I heard your testimony, the Gover-
nors don’t support it, the Medicaid directors don’t support it; but
you do support it, Dr. Nelson, right?

Dr. NELsON. Yes.

Senator BRADLEY. Now, could you give me three sentences as to
why you don’t support it? Why don’t you support it, Mr. Schep-
pach, and why don’t you support it, Mr. Johnson?

Mr. JoHNsON. It is a good idea. The concept is great. The prob-
lem is the dollars. I would support it, and I am sure a number of
Governors would support it, if the Federal match was increased
along with the increase in the level of eligibility.

Senator BRADLEY. Okay. And Mr. Scheppach?

Mr. ScHEppACH. I think it is also a cause. I spent yesterday in the
State of Mississippi and spent 2 hours with the Governor, at which
time he told me that he is closing three charity hospitals within
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the next 6 months to pay for the Medicaid expansion. Now, that
may well be good policy.

Senator BRADLEY. He has already gone to 185 percent, right?

Mr. ScHeppAcH. I think that is true.

Senator BrabLEY. Right. So, he is at the mandated point.

Mr. ScHeppack. Okay. But, as you know, the Federal Govern-
ment pays probably 80 percent of the State of Mississippi’'s Medic-
aid. But I am saying that is the kind of trade-off and tough deci-
sions that some of the States are going to have to make.

The second thing, I think, is that you have to be careful, when
you go to 185 percent, of what kind of disincentives are you send-
ing to private employers in terms of decreasing the insurance cov-
erage they are providing. So, I think you have to be careful. It may
not happen in all States, but it is clearly going to happen in a
number of States, that you are going to see basic shifts from em-
ployer and individual insurance, essentially to government insur-
ance.

Senator BRapLEY. But the people we are after don’t have any
health insurance here, right?

Mr. ScHeErPACH. That is who you are after, but can you target
that without creating disincentives in the other industry? I don’t
believe you can.

Senator BRADLEY. Yes.

Dr. Nelson?

Dr. NEusoNn. I think there is a great political tendency here to
take the woes of Medicaid and place it fully on the shoulders of
pregnant women and children.

We have heard testimony this morning that in fact preventive
prenatal care and appropriate care of infants really will save Med-
icaid. I think if there were more careful analyses of some of the
Medicaid expenditures for low birth-weight infants as well as older
infants—and, for that matter, women, due to complications of preg-
nancy, preventable complications—we would see that the real out-
comes of expanding eligibility to 185 percent would not have the
disastrous effects on State Medicaid budgets that many people sup-
pose.

You only need to walk into any neonatal intensive care unit in a
major hospital now and obtain social histories of the infants to re-
alize that they probably, to a great extent, should not be there if
their mothers had had more appropriate care.

Senator BRADLEY. Mr. Johnson, do you want to respond on
behalf of the State Medicaid Directors to that comment?

Mr. JoHnsoN. The only thing I would say, sir, would be that
States are interested in taking care of pregnant women and chil-
dren, no question about it. However, there are many other con-
cerns which States have, and they work with fixed budgets in a
way in which the Federal Government does not.

If the match-rates for some of the mandated services could be
elevated, along with the elevated requirements, the incentives
would be greater for the States to go along with them.

Senator BRADLEY. I understand that, but do you have any specif-
ic response to Dr. Nelson? In other words, what do we say to the
mothers in States who don’t have adequate prenatal care? If the
Federal Government says, “We want to mandate it,” but the State
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says, “No, we are not going to do it,” what do we say to these
women?

Mr. JounsoN. It is a tough call, and it is a political call. The poli-
tics of the situation is something that I can’t speak to. I can’t speak
for the politicians. I am an appointed official of the State, but I
imagine the politicians know how they wish to respond in those sit-
uations, and they have responded accordingly. They would rather
trade off something else for increasing Medicaid.

Senator BRADLEY. Right.

Let me thank all three of you very much for your testimony. I
think it was very helpful. I will have some written questions that I
would like for you to answer for the record, if T could.

Thank you very much for being a part of today’s hearing.

[Whereupon, at 12:31 p.m., the hearing was concluded.}
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ALPHABETICAL LISTING AND MATERIAL SUBMITTED

PREPARED STATEMENT OF SENATOR LAWTON CHILES (RET.)

Thank you Mr. Chairman and Members of the Committee. It is always a pleasure
to see old friends and colleagues, especially when I have the chance to speak about
the policies and programs which affect our nation’s women and children.

We politicians are famous for kissing babies before election day; now it is time to
pass some laws which guarantee that the children of America have the greatest op-
portunity to be born healthy and grow up to reach their full potential.

Many years ago, our nation made a commitment to its elderly citizens to provide
them the care and assistance that they need. We need to make the same commit-
ment to our children.

The reasons for doing so are tremendously compelling. First of all, we have a
moral obligation. We should not deny the most vulnerable citizens of our society—
those without any representation—the help they deserve. Second, from a good gov-
ernment standpoint, investing-in our children early in their lives—even before
birth—results in long term economic savings and benefits to government and socie-
ty.

The voices that speak on behalf of children are growing stronger every day. They
include the President’s, the Chairman’s, that of many of the members of this Com-
mittee, and that of many other Members of Congress. Two of the members of the
Committee, Senators Durenberger and Bradley, also serve as members of the Na-
tional Commission to Prevent Infant Mortality, which I chair.

The Commission was formed two years ago to examine the policies and programs
affecting our infants and make recommendations on ways to improve maternal and
child health. Our Commission’s current activities focus on publicizing these recom-
mendations and assisting others in their implementation. Many of these recommen-
dations, in different forms, have been included in legislation introduced this session.
I am here today to urge this Committee to pass into law much of the proposed legis-
lation as well as all of the remaining recommendations contained in the Commis-
sion’s report. It’s no small agenda, Mr. Chairman.

As the Committee knows, the infant mortality rate is one of the leading indicators
of a nation’s health. During this decade, the rate of decline in infant mortality has
slowed, and our nation now ranks 19th in the industrialized world. The proportion
of infants and toddlers who receive immunizations has declined, and there has been
no increase in the early utilization of prenatal care and well child care by pregnant
women and children. In 1986, almost a third of all American infants were born to
women whose care could not be considered adequate.

The problem of infant mortality is easily stated. It is most often the result of low
birthweight. Too many babies are born too small and too soon. Low birthweight can
be prevented in most cases with comprehensive, coordinated prenatal care—care
that our health care system knows how to deliver. By delivering that care early on,
we can avoid the special health care needs of many infants born early and low
birthweight. To have the greatest impact, we've got to target our efforts at preven-
tion—not at high technology, high cost care delivered after the crisis has already
occurred.

Infant mortality now costs our nation over $2.4 billion annually. The cost arises
from caring for low birthweight or critically ill infants in neonatal intensive care
units, as well as from the cost of numerous other life long disabilities that result
from low birthweight births. The lifetime costs of a low birthweight infant can
reach $400,000. The costs of prenatal care, on the other hand, can be provided for as
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little as $400. By investing in prevention, we save on the high tech crisis care that
might be required later. As the Institute of Medicine reported, every $1.00 invested
in prenatal care for high risk women saves more than $3.00 in later health care
costs.

The real problem with infant mortality centers around access to care and the bar-
riers to that care—whether financial, institutional, geographic, educational, cultur-
al, or behavioral. As Marsden Wagner of the World Health Organization said and 1
often quote, “Infant mortality is not a health problem. It is a social problem with
health consequences.” The problem, as I see it, is in bringing health care providers
and those in need of care together earlier and more often. The problem amounts to
implementing programs and policies which help pregnant women and children over-
come the many barriers to care.

One of the greatest barriers is financial. In 1985, 9.5 million women of childbear-
ing age had no health insurance. An additional 5 million women of childbearing age
had health insurance that did not cover maternity care. This Committee’s proposals
for tax credits to families to help them get and retain coverage are needed. Govern-
ment must help provide the incentives to individuals and the private sector to do
their part in helping women and children.

But government must also take direct responsibility for those who cannot afford
care. Legislation affecting the Medicaid program as introduced by Senator Bradley
of this committee and other Senators and Members of Congress directly addresses
this concern, proposing to raise the eligibility threshold for participation by preg-
nant women and children in the Medicaid program to 135 percent of the poverty
level. Our government must do this to help reach our ultimate goal of universal
access to care for all pregnant women and children.

Senator Bradley's Medicaid legislation also includes other changes in the Medic-
aid program which are of great importance to our women and children. Because in
many states a pregnant woman can lose her coverage in the middle of a pregnancy,
states will be required to provide continuous coverage to pregnant women until at
least sixty days after birth. Because many pregnant women must wait many weeks
to become eligible for Medicaid, states will be required to provide “presumptive eli-
gibility” so that women can get proper prenatal care immediately. Coverage for chil-
dren up to age 19 would also be expanded.

For considering these program changes in proposed legislation, 1 applaud this
Committee and its Chairman. The number one recommendation of the Commission
is for universal access to care for all pregnant women and children. We have added
our voice to the many other organizations and individuals who want to break down
the financial and administrative barriers to care, and we are pleased that they are
being heard.

I also applaud the proposals being considered to ensure the adequacy of provider
participation in the Medicaid program. Rates of participation in Medicaid by obste-
tricians and pediatricians continue to remain inadequate due to high medical mal-
practice rates across the country, unstable eligibility, the changing benefits that are
covered, claims processing problems, as well as the level of reimbursement.

The Committee must also be lauded for other proposals in its legislation that
would reduce barriers to care. A significant barrier for many women who often lack
extensive education or speak English only as a second language is all the paper-
work. Under consideration is a proposal to develop a uniform eligibility application
for Medicaid. The forms must be streanlined, the asset tests simplified, and they
should be uniform between the Medicaid and WIC programs.

Also under consideration by the Congress this year is a reauthorization of the Ma-
ternal and Child Health Block Grant. Nearly everyone agrees the Block Grant
needs additional funding. This Committee must again be praised for ~ronsidering an
increase of $150 million in additional funds. This money is greatly needed to support
the health care services provided to mothers and children in the states.

I support the many proposals under this Committee's consideration which coin-
cide with the Commission’s recommendations. Increasing participation and enhanc-
ing use of the Early and Periodic Screening, Diagnosis, and Treatment Program
(EPSDT) is critical to the general physical and mental health of this nation's chil-
dren. Like WIC and the immunization programs, it has proven its effectiveness as
an investment in our children.

The Commission also lends its support for the additional reporting requirements
for the MCH Block Grant as well as for some of the newer proposals under consider-
ation. A demonstration project within SPRANS focusing on public/private partner-
ships to evaluate and extend health coverage is an innovative concept, and I am
huppy it includes a requirement for preventive care.
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I also learned with interest of the proposed statewide Block Grant Needs Assess-
ment which is intended to identify unmet maternity and infant care needs including
prenatal care and the prevention of low birthweight and infant mortality. It also
calls for a plan to meet these needs.

Two of the members of this Committee, Senators Durenberger and Bradley, have
proposed additional programs for the MCH Block Grant. Earlier this year, they in-
troduced legislation entitled the ‘“Healthy Birth Act of 1989,” proposing at least four
specific programs for the block grant. These four programs grew out of their work
with the National Commission to Prevent Infant Mortality and are part of the rec-
ommendations contained in the Commission’s report, “Death Before Life: The Trag-
edy of Infant Mortality.” I urge the Committee to consider seriously and to adopt
their proposed programs.

As I might point out, what the Infant Mortality Commission has done during its
existence is very similar to a needs assessment. We examined prenatal care, low
blrthweight, and infant mortality, and we came up with a plan of action. “The
Healthy Birth Act” which Senator Durenberger and Senator Bradley introduced is a
product of that plan.

One of the programs which the bill recommends is home visiting. The Commission
found that too many women never enter the health care system because of various
barriers. Home visiting is an outreach mechanism that can serve as a liaison to the
health care system. We've got to try to serve women where they are. That's where
prevention begins. That's where women can be motivated to seek care, to stop smok-
ing or abusing drugs, and to take better care of themselves and their children.
These programs are proving effective, and the Commission will soon publish a
report on home visiting programs which I will certainly provide to Members of this
Committee.

The second program of great importance to our women and children is called
“‘one-stop shopping.” It is an extension of our concern with achieving better coordi-
nation between the different programs serving women and children, like Medicaid
and WIC. Just as it makes no sense to have multiple application forms for these
programs, it makes no sense that they be located in different places, requiring preg-
nant women without money or means of transportation to seek care at multiple
sites. We need to implement this program and see the results it will produce. I can
guarantee that it will increase utilization of services, and utilization directly corre-
sponds with improved birth outcomes.

Third is the development of a Health Handbook. Over 100 nations around the
world currently have some form of health handbook. It serves as a permanent
record for women to track their own health as well as that of their children. It
helps to educate women about health care needs and risks, and it also tracks care
such as immunizations. The idea is simple, the cost is minimal, and it is time to
implement the handbook soon.

Finally, the Healthy Birth Act proposes the establishment of a toli-free informa-

_tion and referral telephone number for pregnant women and children. I have noted
that the Committee is considering telephone information numbers for children with
special health care needs. Doesn’t it make sense to provide information to women so
that unnecessary health problems can be prevented and the need for special health
care treatment avoided?

Infant mortality can be reduced. We know how to do it, and we know it is a good
investment. We can stop the dying and we can stop so many children from suffering
permanent disabilities. We need to commit the resources now, and I urge the Com-
mittee to continue taking the largest and boldest steps forward to achieve that goal.

Thank you.

PREPARED STATEMENT OF GEORGE D. FARR

Mr. Chairman and members of the Committee, | am George Farr, President and
Chief Executive Officer of Children’s Medical Center of Dallas. Children's is a 168
bed, not-for-profit pediatric hospital treating diseases and disorders of children from
birth to age 18, with approximately 9,000 inpatient admissions and more than
90,000 outpatient visits per year. We are the primary pediatric teaching facility for
The University of Texas Southwestern Medical Center at Dallas and a major pediat-
ric referral center for North Texas. I also had served as the founding President of
the Children’s Hospital Association of Texas.

I appreciate the opportunity to appear before you today on behalf of NACHRI—
the National Association of Children's Hospitals and Related Institutions. I am a
member of NACHRI's Board of Trustees and its Council on Public Policy. NACHRI
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is the only national, voluntary association of children’s hospitals. It represents 100
institutions, including six hospitals in Texas. Children’s hospitals have missions of
serving children who are very sick, children who have special health care needs,
and children whose families often have very low incomes, particularly those eligible
for Medicaid and those for whom no public or private coverage is available. Virtual-
ly all of NACHRI’'s members are teaching hospitals. Most are regional medical cen-
ters receiving referrals from larger geographic regions in the United States and
around the world.

NACHRI applauds Chairman Bentsen and members cf the Committee for the sig-
nificant efforts you have made this year to develop legislation to reform health care
coverage for children of low income families. NACHRI also is deeply appreciative of
the opportunities the Chairman and members of the Committee have given chil-
dren’s hospitals to provide input on draft legislation. In my testimony this morning,
I will make three points:

¢ First, as NACHRI testified before this Committee last week, we support the de-
velopment of a package of child health overage reforms which together build a
public-private partnership of responsibility for extending access to health care for
children of low income families.

¢ Second, the preliminary results of NACHRI's year-long study of Medicaid cover-
age for children strongly indicate the need for reforms that address the four key
obstacles to access to care under Medicaid: eligibility restrictions, burdensome en-
rollment processes, uncovered services, and limits on reimbursement.

¢ Third, offer four sets of recommendations on: Medicaid retforms, coordination of
Medicaid reforms with Title V, coordination of Medicaid reforms with child health
insurance credits, and new reporting requirements.

{

PUBLIC-PRIVATE PARTNERSHIP

Health coverage in the United States is a complex system of public and private
financing. As NACHRI explained in its June 12 testimony, children’s hospitals are
especially sensitive to the interaction between private insurance and public pro-
grams, because our hospitals are major providers of care to children of low income
families who are uninsured or by Medicaid. We know from first-hand experience
that declines in employer-paid dependent overage increase the numbers of unin-
sured and the need for publicly funded access to care. Growing numbers of unin-
sured patients, coupled with inadequate Medicaid financing for care, increase the
costs of operation for which hospitals must charge private payers and raise non-op-
erating revenues.

We are convinced that changes in either private health insurance or public pro-
grams can have significant implications for coverage of all children. NACHRI be-
lieves it is essential to develop child health coverage reforms that strengthen public
coverage to guarantee access to care but do not erode further private coverage. We
are especially encouraged by the decision of this Committee to endorse a child heath
insurance credit as it turns its attention to reform of Medicaid and reauthorization

of Title V.
CHILDREN'S HOSPITALS EXPERIENCE WITH MEDICAID

During the past year, NACHRI has undertaken a study of Medicaid coverage of
poor and near-poor children. The association will issue a final report in October. It
will be based on two efforts. The first is an assessment of children's eligibility and
coverage prepared for NACHRI by George Washington University's Intergovern-
mental Health Policy Project. The second effort is an analysis of children’s hospi-
tals’ 1987 experience Medicaid reimbursement, derived from a NACHRI survey of
its member hospitals last fall.

The preliminary findings of NACHRI's study make clear to us that access to care
for children of low income families under Medicaid is a function of four aspects of a
state’s program:

¢ the state’s eligibility standards for determining who qualifies to receive care
under Medicaid;

* the state's enrollment process which determines how many eligible individuals
actually enroll;

) '.dthe ?itate's restrictions on the duration and scope of covered services under Med-
icaid; an

¢ the state’s limits on reimbursement for covered services.

Eligibility Restrictions.—In recent years, this Committee has given particular at-
tention to the barriers to access to care for children and pregnant women under
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Medicaid posed by states’ restrictions on eligibility. Historically, Medicaid eligibility
has been linked to a family's eligibility for AFDC—Aid to Families with Dependent
Children. In 1988, according to the National Governors’ Association, a family with
an annual income of more than 48 percent of the Federal poverty level—about
$4,350 for a family of three—would be ineligible for AFDC in the average state. In
Alabama, a family with annual income of $1,380 would be ineligible; or $3,300 in
Missouri; or $2,150 in Texas.

In short, when linked to states’ Medicaid eligibility standards have denied cover-
age to nearly half the nation’s children living in poverty. These facts have led Con-
gress to begin to reform Medicaid eligibility standards for pregnant women and in-
fants by gradually breaking the link to welfare.

Enrollment Difficulties.—According to a study sponsored by the Southern Gover-
nor's Association, an average of one third of the people who apply for AFDC or Med-
icaid assistance were disqualified—not because they were ineligible, but because
they are unable to complete the application process.

Because children’s hospitals have missions of caring for children of low income
families, enrollment failures can be a source of significant financial shortfalls and
without question limit children’s access to care. According to our survey, nearly 30
percent of responding hospitals cited non-enroliment as a major reimbursement
problem resulting in substantial uncompensated care. The hospitals attributed those
enrollment problems to:

* burdensome application forms—sometimes dozens of pages in length which dis-
courage their completion;

¢ overworked, undertrained, and in some cases, under-motivated caseworkers who
do not provide needed assistance; and

* comply and lengthy Medicaid application processing.

Although more than one-third of the responding children’s hospitals have sought
to expedite enrollment for inpatients by providing application processing at the hos-
pital—often at their own expense—others have been denied state or county permis-
sion for on-site enrollment. T

Uncovered Services.—States limit their coverage of services in two ways—(1) by
denying overage for specific services or (2) by limiting the volume, duration, or total
payment for covered services. More than half of responding children’s hospitals re-
ported non-coverage or extremely restrictive medical criteria for inpatient serv-
ices—most often in the areas of rehabilitation, psychiatric care, eating disorders,
organ transplants, or transportation. Almost 50 percent of the hospitals reported
denial of coverage for outpatient services, including durable medical equipment for
home care use and home care services.

Even when services are covered, limits on duration of coverage or total payment
can be significant. More than 30 parent of the responding hospitals cited inpatient
limits such as the Texas 30 day length of stay limit. More than 50 percent cited lets
on outpatient services, such as Ohio’s cap of four outpatient visits per month for a
patient. Based on its survey, NACHRI estimates that for affected hospitals Medicaid
day limits may result in 10 or more percent of Medicaid pediatric inpatient days
being uncovered. With children’s hospitals averaging more than 25 percent of their
care devoted to Medicaid patients, and more than a third of their care to low
income patients, day limits, volume caps and dollar caps can have serious conse-
quences. Last year, this Committee led Congress in beginning to address this prob-
lem as it affects infants receiving care in hospitals with a disproportionate share of
their states’ Medicaid patients.

Reimbursement Restrictions.—Mr. Chairman, Medicaid was enacted in 1965 to
provide financial assistance to the cost of caring for the poor. Other payers in that
era were tolerant of sharing in the cost of the medically indigent. That era is gone
now, and Medicaid really must more fully the cost of care of the patients it spon-
sors. States impose a variety of different restrictions on reimbursement, all of which
can affect a children’s hospital’s ability to fulfill its mission of caring for children
with special health care needs as well as low income children. These include restric-
tions not only on reimbursement rates for inpatient and outpatient services but also
on promptness of payment and interstate payments. In addition, restrictions on re-
imbursement for physician care can have a double impact on children’s hospitals
which often are located in low income communities short of physicians. The hospi-
tals must provide increased primary care in outpatient services, and low physician
payment rates make recruitment of hospital-based physicians are difficult.

n terms of inpatient reimbursement, more than 80 parent of responding hospitals
reported that Medicaid paid them using ful? prospective rates. Yet, such payment
systems can pose special challenges to children’s hospitals, because they may not
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reflect the uniqueness of the care such hospitals provide or they may under-estimate
seriously the costs of caring for children, particularly infants. Again this Committee
led Congress in beginning to address this complex set of payment issues by amend-
ing Title XIX to require states to provide outlier payment adjustments under pro-
spective payment for the care of infants with exceptionally long or costly stays in
disproportionate share hospitals.

The combined effects of restrictions on enrollment, covered services, and reim-
bursement on a children’s hospital’s ability to provide care for children are substan-
tial. NACHRI estimates that on average in 1987 children’s hospitals received only
75 cents in Medicaid reimbursement for every dollar—in costs, not charges—it in-
curred to care for a Medicaid-eligible child. In other words, the hospital spent 25
cents for which it was not reimbursed—16 cents due to reimbursement restrictions,
6 cents due to coverage limitations, and 3 cents due to incomplete enrollment. On
average, a children’s hospital’s Medicaid shortfall accounted for more than 30 per-
cent of its uncompensated care. Nearly one out of three hospitals reported that they
e}ilthert; flostponed expansion of services or curtailed services as a result of Medicaid
shortfalls.

RECOMMENDATIONS

Congress has demonstrated its support for Medicaid reform by including funding
for Medicaid expansions in its FY 1990 budget resolution. Several Members of Con-
gress have developed major lei}slative proposals to reform Medicaid on behalf of
pregnant women and children. NACHRI has endorsed specific bills drafted by Sena-
tors Bentsen, Bradley, Riegle, and Biden. As the Committee anticipates acting on
these initiatives, we offer four sets of recommendations. ]

(1) Medicaid Reform.—NACHRI believes that Medicaid reform should address
problems with eligibility, enroliment, coverage, and reimbursement. We believe that
at a minimum, new legislation enacted this year should:

* Mandate eligibility for pregnant women and infants with incomes less than 185
percent of the Federal poverty standers, and at least phase-in mandatory eligibility
for children born after Sept. 1, 1983, with incomes less than 100 percent of poverty.

* Mandate application processing outside the welfare office.

o Authorize states to cover home and community-based services for children
under age 18 who depend on mechanical ventilation for survival or have AID.

* Prohibit states’ use of day limits or prospective payment without outlier adjust-
ments for inpatient care of children up to age 18 in dgsproportionate share hospitals;
reguire payment adjustments for children receiving care in outpatient services with
a disproportionate number of low income patients; and codify HCFA regulations on
sufficient payment for obstetricians and pediatricians.

(2) Coordinaton with Title V.—~NACHRI supports a substantial increase in the au-
thorization for a more accountable MCH Block Grants program. As providers of
care to children with special health care needs, children's hospitals are encouraged
by draft legislation that would highlight such needs in the use of Title V funding.

ACHRI also supports proposals to increase coordination between Title V and Title
XIX, including:

* Require states to establish a state MCH advisory board, with Medicaid agency
representation, to oversee the state’s MCH program.

* Authorize demonstration grants to fund models of improved coordination
among Title XIX, Title V, and other programs serving children.

¢ Direct DHHS to coordinate the use of data from Title V, Title XIX, and other
programs in annual child health reports to Congress.

(8) Coordination with Tax Credits.—In NACHRI's June 12 testimony on the child
health insurance tax credit we recommended specific measures to ensure that Med-
icaid reforms and tax credits complement one another:

* Enable Medicaid eligible families to purchase private coverage so that Medicaid
remains the secondary payer.

* Authorize states’ use of Medicaid funds to assist families with incomes up to the
Medicaid eligibility limit to meet the cost of private insurance premiums not cov-
ered by the credit.

¢ Authorize states’ use of Medicaid as a “wrap around” for private insurance for
Medicaid eligible pregnant women and children, to meet the costs of co-payments,
deductibles, and coverage maximums.

(4) Reporting.—The child health care reforms under consideration by the Commit-
tee represent major improvements in access to care that believe are politically feasi-
ble today. But realize that the Committee recognizes that these changes do not rep-
resent the sum of the needs for health care of all of America’s children. Consequent-
ly, NACHRI supports and endorses legislative proposals that enable Congress to
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take a more comprehensive look annually at the status of child health and access to
care. Congress should:

* Require DHHS to report annually to Congress on the status of children’s
health, health care coverage, utilization and cost of services.

* Require DHHS to report to Congress on definitions of medically at risk and un-
insurable pregnant women and children, as well as model benefit packages, includ-
ing children’s catastrophic insurance.

* Authorize an independent study comparing reimbursement for care to cost of
service delivery and changes in utilization patterns.

Mr. Chairman, thank you for the opportunity to present NACHRI's views.

PREPARED STATEMENT OF J. WiLLIAM GADSBY

Mr. Chairman and Members of the Committee: I am pleased to be here today to
discuss two GAO efforts relating to meeting the nceds of children in a home-based
setting. The first is our report, which is being released today, on the home care ex-
periences of families with chronically ill children. The second is our study, which is
iti]l in progress, on home visiting as a means to improve child health and well-

eing.

HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN

Nationally, about 1 million children have a severe chronic health condition. In
the past, these children were treated in hospitals. But in recent years, advances in
medical technology have made it possible to care for them at home. At your request,
we reviewed the experiences of parents with chronically ill children in obtaining
medical and support services at home.

To do this, we focused on children who had the more severe forms of 10 medicai
conditions, such as spina bifida, congenital heart disease, or cystic fibrosis (see att. |
for complete list). Working in 11 states and the District of Columbia, we contacted
14 hospitals that care primarily for children, surveyed 892 parents, and had group
discussions with 96 of these parents about their experiences. We also contacted 60
local service providers and organizations for information about services they offered
in the communities where we conducted family interviews. What did we learn?

Families’ Needs for Services and Difficulties in Obtaining Care Varied

Families with chronically ill children at home need both medical and nonmedical
tor support) services. The need for medical services is great: virtually all of the par-
ents we surveyed (98 percent) said their children needed services such as physician
office visits, medications, or medical equipment and supplies (see att. II). About
three-fourths of families needing these services (73 percent) said they had no diffi-
culty obtaining them.

In contrast, although fewer families said they needed support services, obtaining
them was more difficult. Three-fourths of the parents reported needing one or more
support services, most commonly baby sitting, counseling, day care, or transporta-
tion. These support services sound like the typical needs of any family. But, where
they involve a chronically ill child, providing them can become highly specialized.
About one- half (56 percent) of the families said they had difficuity getting the sup-
port services they needed.

Lack of Financing and Information Create Difficulties in Obtaining Some Services
Parents attributed their difficulties in obtaining both medical and support serv-
ices primarily to three factors: (1) high out-of-pocket costs, (2! a lack of information
about service availability and providers, and (3) the lack of a focal point to contact
when they needed help. Comments directly from parents can perhaps best illustrate
these points.
A Texas parent of a child with a heart condition and other complications told us:

.. . [Clopayments and uncovered or under-covered expenses have depleted
our resources. We also fear “pre-existing condition” clauses and that has
had a detrimental effect on [my husband’s] career (he is in a field where
upward mobility is achieved by changing companies).

A Maine parent of a child with muscular dystrophy said:

... [TIrying to get information concerning grants, funds, special schools or
programs is difficult at best. It's like a secret society—no one wants to
share information that should be public knowledge.
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And a Minnesota parent of a child with a cleft lip/palate remarked that:
Support groups and contact persons were not available and it would have
been such a relief to talk to a person who had gone through (what we have]
after the birth of our daughter.

Pessible Solutions

Although many parents had difficulty obtaining services for their children, espe-
cially support services, not all did. The positive experiences of some parents form
the basis for possible solutions.

We believe that the conditions we found can be improved (1) by consolidating and
publicizing sources of information on services available for chronically ill children
in a given community, (2) by providing this information to parents at the time of
hespital discharge or once they return to their own home cominunity, and (3) by
ensuring that a focal point (case manager) is available when needed. We are recom-
mending that the Secretary of Health and Human Services take a strong leadership
role in developing the necessary policy and program guidunce to accomplish this.
HHS has agreed with our recommendation.

HOME VISITING AS A PREVENTIVE STRATEGY

Now, I would like to briefly discuss our ongoing work concerning home visiting
programs in the United States and Europe. This job, which we are doing at the re-
quest of the Senate Appropriations Committee, should determine if such programs
might be effectively used on a wider basis in the United States.

What do we mean by “home visiting?”" Basically, we mean a service delivery ap-
proach that provides preventive health, social, or educational services directly to at-
risk pregnant women and families with young children in their home. Many re-
searchers and practitioner.. believe that home visiting is a cost-etffective and effi-
(cjielnt way to improve health and decrease the risk of child abuse and developmental

elay.

Our work has two components. First, through extensive interviews and a litera-
ture search, we have identified key characteristics that seem to make home visitor
programs effective. Second, we are testing, through case studies in five states (Illi-
nois, Michigan, Rhode Island, South Carolina, and Texas) and in two European
countries (the United Kingdom and Denmark), whether these key characteristics
have produced programs that meet their stated goal!s. Based on the field work we
have done to date, it seems there are at least three important characteristics to any
successful home visiting program. These are:

—clearly defined objectives.
—providers' skills matched with service delivery objectives, and
—stable program funding.

I'd like to talk for a moment about why each of these is important.

Clearly Defined Objectives

Clearly defined objectives are important because they provide the framework for
deciding who to serve and with what services, monitoring program progress, and
evaluating outcomes. One place with such clearly defined objectives is the Roseland
Adolescent Parent Project in Chicago. This project serves teenage mothers with
first-born children who lack a family or other “‘support systems.” By routinely moni-
toring program activities, such as seeing whether infants get a minimum number of
pediatric visits, program managers are evaluating their progress in reaching stated
goals and desired outcomes.

Providers’ Skills Matched With Service Delivery Objectives

Matching the skills of the provider to service delivery objectives is a key to suc-
cess for home visitor programs. Programs focusing primarily on preventive health
objectives often use highly skilled public health nurses. Trained lay workers, on the
other hand, are often used to provide social support and referrals to other existing
services.

The United Kingdom’'s program, for example, uses health visitors who are highly
skilled and highly trained nurses functioning as part of a primary medical team.
Among other things, they provide preventive health services, such as immunizations
and well-baby check-ups, in the home. In contrast, the Resource Mothers Program
in South Carolina uses lay workers to provide social support, health education, and
referral inforination to pregnant teens in rural areas In each case, program manag-
ers believe their program’s objectives —whether primarily medical or social---are
best met by the type of home visitors thev are using.
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Stable Funding Sources

Another vital contributor to success seems to be stable funding. Effective home
visiting programs need providers who can develop rapport with program partici-
pants and maintain a relationship over time with the families they visit. Experience
shows it can take 2 to 3 years to develop a program, put it in place, and begin to
show results. Yet, in the past, much of the Federal support for home visiting has
been for research and demonstration projects. While this Federal support has been
valuable in demonstrating that home visiting works, such programs need stable
sources of funding to continue or to be replicated in other locations. Without such
funding, programs often lapse or become less effective.

A home visiting program in Elmira, New York, was particularly effective in its
initial phase when it received Federal and private research and demonstration fund-
ing. When these funds ran out, the local health department continued to support
the program, but in a different and diluted form. Because of funding constraints,
the home visitors found they had to shorten their visits and drop families earlier
(when the baby was 4 months old, as compared to 2 years under the demonstration
program). County officials told us that the current project is no longer having the
same impact as the original demonstration project because the same level of inten-
sive services is no longer provided.

When we have finished this review, Mr. Chairman, we will develop recommenda-
tions for the Congress and HHS to consider in using home visiting to improve ma-
ternal and child health and well-being.

Mr. Chairman, this concludes my statement. I would be pleased to respond to any
questions you or other members of the Committee may have regarding our work.

ATTACHMENT [.—10 CHRONIC HEALTH CoNDITIONS COVERED IN GAO REVIEW

Juvenile-onset diabetes

Asthma

Spina bifida

Cleft palate and other craniofacial anomalies
Congenital heart disease

Leukemia

End-stage renal disease (kidney failure)
Sickle cell anemia

Cystic fibrosis

Muscular dystrophy

Some of these conditions are long-term tsuch as diabetes, spina bitida, and cystic
fibrosis), while others (such as heart conditions and cleft palates) can often be cor-
rected early in life.

These 10 conditions are among those included in a 1985 Vanderbilt University
study (Nicholas Hobbs, James M. Perrin, and Henry T. lrevs. Chronically Il Chil-
dren and Their Families: Problems. Prospects. and Proposals From the Vanderbilt
Study, Josey-Bass, Inc., 1985) and are consideied to be representative of the prob-
lems and costs parents faced in obtaining care for a wide variety of chronic illness-
es.

ATTACHMENT II.—FAMILIES" NEEDS FOR SPECIFIC SERVICES AND DIFFICULTIES IN OBTAINING THEM

far'ws who had a need for Families with 2

Services need who had
. di'tculty
obtaning
N> Percent SENVICeS
(Percent)
Medical services !
Physician office visits 823 97 )
Medications . . 759 90 g
Medical equipment 470 35 16
Medical supplies for equipment o . 464 55 15
Rehabilitative and other therapies . 3 32 30
Skilled nursing wisits . S 208 25 2
Physician home visits L . 102 12 58
Support services- 2
Baby sitting ... .. .. .. . . e . 412 65 58

Counseling. ............... S . . ‘ 358 58 32
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ATTACHMENT 1. —FAMILIES' NEEDS FGi: SPECIFIC SERVICES AND DIFFICULTIES IN OBTAINING
THEM—Continued

' Famihes who had a need for famihes with 2
SerVICes need who had
- ]  dittculty
| oblaining
No Percent sernces
j (Percent)
1
DAY CO18. . o 3% 53 57
Transportation . . ..o s e e e e 30 | A kY]
Case management. .. . ... . \ 266 | 42 31
RESPIE CHE.. .o o oo s e e LS 2 53
Homemaker ... ....... ... “ 129 20 50

10f 865 vald responses to GAQ's question about medical service needs. 848 (98 percent) sad they needed one or more of these services
20f 840 vald responses to GAO's question about support service needs, 634 (75 percent) sard they needed one or more of these services
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BLOCK GRANTS

FEDERAL-STATE COOPERATION IN DEVELOPING NATIONAL DATA COLLECTION
STRATEGIES

United States
General Accounting Office
Washington, D.C. 20548

Human Resources Division

B-217560
November 29, 1988

The Honorable Augustus ¥ Hawkins
Chiaiinan, Subcommittee on Elementary, -
Secondary, and Vocational Education
Comnuttee on Education and labor

House of Representatives

The Honorable Willlam F Goodling

Ranking Minonty Member

Subcomnuttee on Elementary. Secondary,
and Vocational Education

Committec on Education and Labor

House of Representatives

The Honorable David R Obey
House of Representat:ves

You asked us to compare the data collection and reporting provisions of the education block
grant (chapter 2 of the Education Consohdation and Improvement Act of 1981) with those of
other block grants and to assess the viability of federal and state cooperation in the
collection of national block grant data. This report assesses the viabiity of this approach to
obtaining national data without resorting to prescriptive federal regulation:

As agreed with your offices, we are sending copies of this report to other interested
congressional committees and members; the appropriate executive department heads; the
Director, Office of Management and Budget; state and loc il governmental agencies; and
national associations representing state block grant officials. We will also make copies
avatlable to other interested parties upon request.

This report was prepared under the direction of J. William Gadsby, Associate Director. Other
major contributors dre listed in appendix 1X

IR SO

Lawrence H. Thompson
Assistant Comptroller General



Executive Summary

Purpose

One goal of the 1981 block grants was to expand states’ authonty to
administer federal programs The states’ current flexibility 1n collecting
data on block grant programs contrasts markedly with data collection
requirements under prior categorical programs, which compelled states
to adhere to federal standards As a result, block grant data first
reported to the federal government were not comparable across states.

In 1984, the Congress responded to this situation by legislating the
development of model ¢nteria and standardized forms for some block
grants to facilitate uniform data collection through a process that relied
heavily on voluntary state cooperation This report, requested by sev-
eral Members of Congress, assesses the viabality of this approach to col-
lecting national data on block grant programs

Background

For some block grants, mandatory data collection standards set forth in
federal regulations were replaced by a cocperative approach in which
data were voluntanly submitted to the federal government using report-
ing forms, standard definitions, and data elements ang categories devel-
oped by national associations in cooperation with federal agencies. This
approach attempts to minimize differences between state data collection
systems by using geteric data c.ements and broad categories of informa-
tion to describe the types of data to be collected without resorting to
prescriptive federal data collection requirements. GAO assessed the via-
bility of this approach for four block grants: alcohol, drug abuse, and
mental health services, energy assistance: community services; and edu-
cation. GAO used three cniterta data must be (1) available in a timely
fashion, (2) available without undue burden, and (3) techrically ade-
quate to draw j:oper conclusions and to provide confidence i the
results. The review was made ! the Departments of Health and Human
Services and Education and 1n six states ta also visited eight national
associations and organizations that were involved in the development of
model cnteria and standardized forms to provide national data on bic %
grant programs (See p 30)

Results in Brief

_Although the cooperative approach s voluntary and allows deviation
from the model format, 6ao believes that it can be a viable way for fed-
eral policymakers to obtain national block grant data for program over-
sight purpases without imposing rigid, burdensome federal reporting
requirements on states Generally, the data were timely, and most offi-
cials in the six states perceived the collection efforts to be less burden-
some than reporting under categoncal programs. However, data

Page 2 GAO HRD 892 Block Grant Deta Collection
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collected through this approach for the four block grants were not
always comparable across states. Limited data comparability, however,
would be a consequence of any voluntary effort. Nonetheless, several
factors, primarily national leadership in developing standard forms and
definitions, can improve data comparability.

Because of limitations in data comparability, the voluntary approach
cannot equitably serve other potential congressional and federal agency
needs that require comparable data, such as to allocate funds or com-
pare the cost per client served among states. To increase data compara-
bility to meet such needs would probably require mandatory federal
data collection standards, which would result in additional costs and
increased state and local administrative burdens. Even then, some states
might have difficulty in regrouping data to meet federal reporting
requirements.

Principal Findings

Burden Reduced but Data
Were Not Always
Comparable

The collection of data through the cooperative approach for the four
block grants reduced administrative burdens on state and local govern-
ments. It also promoted broad state cooperation in the development of
national data systems by involving state officials in the systems’ design.
Further, it allowed states flexibility to accommodate national reporting
requests by making maximum use of their own information systems.
However, limited data comparability reduces the usefulness of data col-
tected under this approach for other purposes where fully comparable
data are needed, such as allocating federal funds or determining the
magnitude of needs among individual states.

Several Conditions
Contribute to Increased
Data Comparability

Where policymakers have concluded that the cooperative approach can
meet federal data needs, several conditions, primarily the existence of
national leadership, appear to have contributed to the success of the
approach. When a tederal agency or a national association took the lead
in developing model criteria and standardized forms, it was easier to col-
lect comparable data through the cooperative approach. Under the
energy assistance and the alcohol, drug abuse, and mental health ser-
vices block grants, where legislation requires federal agencies to work
with appropriate national associations representing state officials to
develop national data systems, states fully supported the cooperative

Paged GAO, HRD-8% 2 Block Grant Data Cotiection



efforts. For example, under the leadership of & national association with
guidance from the federal agency, a national survey was developed for
the substance abuse program directors. As a result, data collection
efforts for substance abuse programs were generally sufficient to meet
federal policymakers' oversight needs. The Congress has recently passed
legislation to require the Secretary of Education to develop a coopera-
tive system for the collection of education block grant data. A similar
system is not required under the community services block grant.

In contrast, when there was no statutory requirement to encourage
national leadership, comparable data were more difficult to obtain. For
example, when the education block grant was created, neither the
Department of Education nor a national association representing state
and local education officials provided leadership in developing report
format or content. Consequently, state reports on block grant-related
activities could not be aggregated to provide a national picture. Now
that the states have their data collection systems in place, changes to
acoommodate a naticnal reporting format to provide comparable state
data on educational activities, such as the number of students served
and the use of funds to serve private school students, have been diffi-
cult to implement. Similarly, the absence of national leadership has hin-
dered the collection of comparable state-level data on clients and
services for mental health programs. (See pp. 23-26.)

Certain Program
Characteristics Facilitate
the Cooperative Approach

Several program characteristics, such as clear program objectives, also
enhance the viability of the cooperative approach. Under the energy
assistance and alcohol, drug abuse, and mental health services block
grants, where federal funds support a narrow range of allowable pro-
gram activities, the federal agency and national associations were able
to encourage states to voluntarily collect and report data to meet
national reporting requests. For both programs, states fully supported
the voluntary national requests for data. (See pp. 20-23.)

The cooperative approach to data collection was also easier to imple-
ment when (1) federal funding was avaiiable to support data collection
activities, (2) national-level staffs were designated to work with state
officials, (3) state officials were involved in the system design, and

(4) states had been involved in prior categorical grant programs.

Page 4 GAO/HRD-89-2 Block Grant Duta Collection
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Matters for
Congressional
Consideration

In considering future block grant data needs. the Congress may want to
statutorily require the Secretary of Health and Human Services to
develop a model for state data exchange in consuitation with appropri-
ate associations of state and local officials to facilitate uniform data col-
lection under the community services block grant. The Congress has
already required the cooperative approach for the energy assistance;
education: and alcohol. drug abuse, and mental health services block
grants.

The Congress should also consider providing seed money to encourage
national leadership by helping federal agencies. national associations,
and other organizations defray initial systems start-up costs and
ongoing costs for the collection, processing, analysis, and publication of
comparable block grant data across states. (See p 27.)

Recommendations

Agency Comments

GAU recommends that the Secretary of Health and Human Services work
with the states through the cooperative data collection efforts to
increasce data comparability under the energy assistance; community
services; and alcohol, drug abuse, and mental health services block
grants. (See pp 27-28.)

GAO also recommends that the Secretary of Education, when developing
the cooperative data system recently required by the Congress, define
specific data categories as part of the model format for the required
state evaluations in order to facihtate uniform data collection. (See p.
28.)

The Departments of Health and Human Services and Education con-
curred with Gao’'s recommendations to increase the viability of the coop-
erative approach to obtaining national block grant data. They also
provided some technical comments, w hich were incorporated, where
appropnate, in this report. While the Office of Management and Budget
had some concerns about GA's scope and the need for federal seed
money for initial systems start-up costs and ongoing costs for coopera-
tive data collection activities, it said that it did not object to the report’s
recommendations. (See pp. 28-29.)

Page 8 GAQ, HRD-89-2 Block Grant Data Collection



Chapter 1

Introduction

The enactment of several block grants in 1981 shifted responsibilities
for many program management decisions from the federal government
to the states. Since then, the Congress has been interested in how data
can be collected nationally on the uses 2nd results of block grants with-
out imposing excessiye reporting butdens on states. This report exam-
ines federal and state appreaches to collecting national dita thirough
cooperative arrangements. These arrangements have evolved in seven
of the block grants as alternatives to the detailed collection require-
ments imposed under many categorical grant programs.

Under block grants, states are gener illy required to submit periodic
reports to the federal govermunent on their use of block grant func's, but
they are often given the flexibility tn determine the exact form and con-
tent of these reports. Fach state collects data primarily to mect its own
budgetary and managemert needs, and cach has unique laws and fiscal
accounting systems As a result, information collected by some states
may not he comparable with that coltected by other states. This is in
marked contrast to data collection efforts under categorical programs,
which required states to adhere to federal data collection standards that
scek to star.dardize data across states for congressional oversight and
program inanagement purposes

Although states prefer the flexibility to develop data systems based pri-
marily on their own needs, they recognize the need for national block
grant data to meet congressional requests. Therefore, many have coop-
erated in voluntanly developing standard reporting forms, definitions,
and data clements for 7 of the 11 block grants. These data collection
systems were often developed in conjunction with federal agencies and
national associations. This cooperative approach attempts to minimize
the differsnces among state data collection systems without resorting to
the prescriptive federal data collection requirements under the former
categoric 1t grant programs.

Background

Of the 11 block grants operating in 1988, 8 were enacted as part of the
Omnbus i3udget Reconciliation Act of 1981 (Public Law 97-35). This
statute substantially changed the administration of numerous federal
domestic assistance programs by abelishing some and by consolidating
57 categorical grant programs into block grants and shifting primary
admunistrative responsibility for these programs to the states. About
$13 billion was appropriated through these 11 block grant programs for
fiscal year 1988.

Page 8 GAO, HRD89 2 Block Grant Data Collection
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Statutory Requirements
for Federa! and State Data
Collection and Reporting

27-052 - 90 - 3

Block grant legislation imposes several mimmum data collection and
reporting requiremerts on both federal and state agencies. Federal agen-
cies are generally requuired to (1) prepare agency reports to the Con-
gress, which summarize the program activities supported with block
grant funds; (2) collect program assessment data on specific types of
activities; and (3) conduct compliance reviews, which are used to deter-
mine whether the'states are carrying out their programs in accordance
with federal laws and regulations

To comply with federal statutes. states are generally required to collect
data to mect four tyypes of reporting requirements. (1) grant apphea-
tions, which include iInformation on how the states plan to use federal
funds: (2) program and evaluation reports. which describe the actual
use of federatl funds; (3) fiscal expenditure reports. which provide a pic-
ture of expenditures within certam cost categories; and (4) financial and
compliance audits. which examine the financial statements and internal
controls of administenng state agencies Although the administering
federal agencies generally have the authority to prescribe the form and
content of these state reports, for block grants they have chosen not to
impose requirements beyond those in the legislation. As a result, report
format may be decided by each state with minimal guidance. The state
reports often serve as the primary source of information that tederal
agencies report to the Congress !

Some Members of Congress and federal program officials are concerned
that comparable data are not available across states to assess whether
block grant funds are being used to address key national concerns.
These concerns have led the Congress to add new data collection provi-
stons to seven block grants since 1981 to ensure the existence of some
comparable national data for these programs Additionally, the Con-
gress 1s considering increasing data collection requirements under the
alcohol, drug abuse, and mental health services block grant

In response to legislative requirements and concerns, several federal
agencies have developed strategies to obtain national data through coop-
erative arrangements that are consistent with the block grant philoso-
phy of decentralizing the management of federal programs. These
strategies include funding state officials’ associations and research firms
to collect data in cooperation with federal agencies and conducting spe-
cial studies and surveys on specific issues of rational concern. In some

e ral [rata Cotkation Provisions (GAD HRI-RT ROFS, Feb 24 1987 for spe-

an
cific dala et 1on T vments for vadh blok grant

Page 9 GAOQ HRD-89-2 Block Grant Data Collection
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cases, national associations have taken the lead in collecting data with-
out any federal support because they see the value of having data avail-
able for the Congress.

Objectives, Scope, and
Methodology

The Chairman and Ranking Minonty Member of the Subcommittee on
Elementary, Secondary, and Vocational Education, House Committee on
Education and Labor, and a member of the House of Representatives
asked us to examine federal and state cooperation in collecting national
data on block grant programs. Some Members of Congress, as well as
federal and state officials, are concerned about the consequences of this
approach, such as limited data coinparability in the absence of federal
data collection standards. Our primary objective was to assess the via-
bility of the cooperative approach.-

Selection of Programs
Included in Review

We surveyed the reporting requirements for all block grants and focused
on four programs that were representative of the varying characteris-
tics of block grants. These characteristics include (1) the relative share
of funding from state and federal sources, (2) the amount of federal and
state financial support for national data collection activities, and (3) the
data collection strategies used by federal agencies in different program
policy areas. The block grants are as follows:

Alcohol, drug abuse, and mental health services (AbDMs)}— under which
state and private funds are about 82 percent of program funding in the
substance abuse area and about 86 percent of funding for community
mental health services. The states voluntarily report data on substance
abuse and mental health (financial data only) to national associations
through standardized data collection formats The federal agency pro-
vides financial support to the national association collecting data on the
substance abuse program area.

Low-income home energy assistance program (LIHEAP)}—under which
states contribute about 1 percent of program funding for four activities.
They provide data directly to the Department of Health and Human Ser-
vices (HIS), voluntanly using a format developed by a national associa-
tion with federal financial support.

Community services block grant ((sii)}—under which states contribute
less than 5 percent of program funding. Most states voluntarily submit
data to a national organization, which prepares a national report under

*We did net assess the usefulness or test the accuracy of individual data elements, nor drd we evalu-
at~ other metheeds of pbtaiung natsonal blodk grant data such as spevial studws and surveys
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a federal grant. However, there is no federal guidance on the types of
data to be collected

Education block grant—under which state and local funds represent
more than 93 percent of funding for elementary and secondary educa-
tion programs. Of the total funding for education programs, the block
grant represents less than 1 percent ' Most states submit their required
evaluation reports to the Department of Education, using a format
developed by an organization representing state officials with no federal
financial support.

Scope of Work

We obtained information to assess the cooperative approach primarily
from three sources federal agencies, state agencies, and national
associations and organizations (See app. 1.) We did some limited work at
the local level. We performed work at two federal agencies (the Depart-
ment of Education and #i1is) and in six states: California, Maryland,
Pennsyivania, Rhode Island, Texas, and Virginia * We chose these states
because of geographic location and differences in their data collection
approaches, block grant program administrative structures, and size. We
also examined the uses of the block grant data at the national level. We
performed our work between October 1986 and October 1987.

Criteria Used to Assess the
Viability of the Approach

We used three criteria to assess the viability of the cooperative
approach in providing data useful for congressional and federal agency
oversight: the data had to be (1) available in a timely fashion, (2) avail-
able without undue burden, and (3) technically adequate. These criteria
were developed in consultation with a researcher at the Urban Institute,
selected national associations, and various federal and state program
officials. We assessed each of the four blork grants based on these crite-
ria. Table 1 1 describes the indicators for each criterion.

‘The educaton bkxck grant was reauthonzed by the Augustus F Haw kins Robert T Salford Elemen
tan and Sevondary School Impros ement Amendments of 18R (Publi Law 100-77) 1t s currently
cutitained in chapter 2 of title [ of the Elementany and Secondary Fducation Act of 1965, as amended

Un Vinina, (SBG was not 1ncluded as part of this review bevause the program revonds were unas ail-
able at the ime we performed our work

Page 1} GAO. HRD-89 2 Block Grast Data Collection
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Tabdie 1.1: Description of Criteria fer
Assessing the Cooperative Approach

Crmerion Descrption of indicator

Timehness Delnery of state agency reports 10 the respectve natonal
3550C1at0n N me to be inciuded N the 8550C3LoN § report by the
Jue date

Delvery of state agency reports 10 the respective federa agency n
hme to be wkiuded in the lederal agency § report 13 mee!t the
statutory due date

Butaen State otfcials perceptions of burden 10 produce Common and
aodihonal data elements ‘calegones 1o meet nationa! repxrting
requests when Compared [0 prix categor: Jal grograms of other
federal grant programs

Amount of tume sta!l resources needed 10 meet Natonal reporting
requests

Techncai adequacy  Types of cata avalabie tC state agences throuGh ocal agences and
service providers 10 meet federal agency and,of natonat 2550C.alon
dala requests

Comparability of data reporied by state agencies 1o the federal
agency and, o Natnal 3ssocation 10 provide a ratonal overview

Adequacy of internal conlrol procedures that the state and tederal
agences and nalonal assocations had in place to ensure that data
reported are reasonably accwrate for congressional and federal
agency oversghl purposes

Not every indicator was available for each block grant program. For
example, the data reporting burden perceived under block grants could
not always be compared to that perceived for prior categorical programs
because some state agency staffs were not familiar with predecessor
programs. In such cases, we relied on the state officials’ estimates of the
amount of time and/or staff resources needed to meet national reporting
requests in the six states visited

To assess the meliness of data collected and reported, we examined
federal agency reports to the Congress, federal agency evaluation
reports, and national association reports to determine whether state
agencies reported in ime to be included in the federal agency or national
association reports

To determine whether the data reported to the federal agency or
national association were collected without undue burden on states, we
relied on state officials’ perceptions of burden in meeting national
reporting requests in the six states. We also obtained state officials’ per-
ceptions of burden to produce a common data set and of the additional
data requested to satisfy federal data requirements under categorical

programs.
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Introduction

To assess techniaal adequacey. we deternuned whether the data that
states collected were adequate and comparable. We determined what
data were colleeted by local agencies and senvace providers and reported
to the state ageney . We also eviluated how well state data bases allow
aggregation in each of the aix states to produce nationwide data. Finally,
we reviewed the six states” internal control procedures (o ensure that
the data were reasonably accurate However,we did not test the acon-
racy of ndividual datia clements

.
To ey ahtate the viability of the cooperative approach, federal policy-
mikers will need to weigh the findings under each enterion according to
ther own program objectives and data needs For example. poley-
makers mterested im mummizing the adonnnistratiy e burden by requiring
only enough data to ensire oversight accountabihty will want to focus
more on the burden eriterion than on imeliness and technieal adequacy
On the other hand, poitcymakers who need dita tor atlocating funds or
COMPANNE programs iacross stiates will want to focus more on the find-
mgs for tnehiness and techmoal adequacy

We based our analysis of the findings that follow on the exphot fegisia
tveantent of block grants- to reduce the buarden on the states and give
them eater adimistrative Hesibihty We also iassessed the Timitations
of the coopetative approic boan mectumt other data needs ot federal
polivyma

Chapter 2 sunimaizes onr observatians of the cooperative approach In
appendives throngin Vowe describe the designoand collection precesses
devetoped for cach block grant review ed and assess the tmehness, bue
den and techneal adequaey of the data produoed

Onr saenple o fonn hlock grants was judgmentaly selected to represent
adiversity of approachies Our tidngds aee not wtended to be projected
to the other Block grants Likewise, the results from our sample o1 iy
SLetes shonld not e vicwed as representatine of expenences s other

states

i~ the Departiment of Education and the Otice of Managenent and
Budiet Were given an opportimty to comment onsvdraft of this report

Mot Ter st e e e s el vy pion e montlont it dotor s T e statg
W eyt these e s s ready el BBt g s
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In considermyg these comments, we made appropnate revisions. (See
apps VI-VIH for detailed agency comments ) Our work was done in
accordance with generally accepted government auditing standards.
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Overall Assessment of the Viability of the
Cooperative Approach

block grant data on funding. services, and client characteristics that
should meet federal policymakers' oversight needs This approach
allowed states flexibility to accommodate national reporting requests by
using their own information systems. thereby reducing administrative
burdens Further. it promoted broad state cooperation in the develop-
ment of national data systems by involving states in the design of data
collection and reporting systems

However, because hnuted data comparability 1s an adverse effect of this
approach. national leadership is needed to faalitate umform state data
collection to the extent possible Also, the cooperative approach is not a
viable way to obtain national data for other potential congressional and
federal agency needs, such as allocating federal funds or determining
state compliance with federal laws and regulations, since more compar-
able data are needed to mmimize ineqities in the results

Where federal poliey makers conclude that their data needs can be met
through the coopei ative approach, we havedentified several factors
that can enhance the viability of thas approach These include four pro-
gram characteristies th it nade 1t vasier to coltect data through volun-
tary reporting (1) there was sunarrow seope of allowable activities, (2)
tederal funds were the primasy source of program funding, (3) states
had been imvotecdrpeser categorical grant programs, and (4) state gov-
ernments had clear statatory authority to collect data from their
localities

In those block grants where the cooperative approach can be viable, we
hav e identified six conditions that can inerease data comparabulity

(1) national leadershipan direcung the development of model criteria
and standardized forms, by either a federal ageney or 4 national associa-
ton, (2) states” recognit,on of the need for block grant data; ¢3) federal
funding to support data collection activities: (1) designated national-

ey el staft to work with state officials; (3) state of ficials” involvement in
the design of the systems, and (6) federal statutes to encourage covpera-
tron in datia collection
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Assessment of the
Cooperative Approach
Based on Our Criteria

'T-n;h“ﬁ.i:vh;o;menl of lh;
Cooperative Approach for Each of the
Four Block Grants

We assessed the imehiness, burden, and technical adequacy of data col-
lected under the cooperative approach We found that the foar block
grants generally met our criteria (see p 12), with the following
exceptions

Data comparabihty at the national tevel was generally a problem
because report formats and definitions vary across states for each of the
four block grants

Education and community services block grant data were generally not
tmely.

Sore state officials pereaived the national survey of (3gG-supported
activities and the preparation of the required education block grant
evaluation to be burdensome

Our analysis of the cooperative approach across the four block grants in
SIN states and the procedires used by federal agencies and national
associations to collect national program data are summarized in table

2 1. A discussion of the cooperative approach for cach of the four block
grants 1s contained i appendixes Il through V.

Criterion AD* MS* LIHEAP CSBA Education
Timeliness Y A A N N
Burden Y A Y N N
Technical adequacy
Acarfabilty
fapend tutes - A v Y Y Y
Senaces A . Y Y Y
Tnt osmoers A ~, . 4 Y Y
Jrertoharatenst e Y N Y Y N
rpanapt,
o Y 5 ¥y v A
Wt s N . N .
N
kR} < Y v ' v
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~

Timeliness The voluntary subnussions of data by states to the tedral
or national associdtion to meet national reporting requests were gener
ally timely. with the exception of the education and commumty services
biock grunts Under the edncation block grant. states were slow in meet-
ing the reportirg deadhine requested by the Departiient of Faneation
Only 10 state »valoations for fisca? vear THE6 wore recewved by the dan-
nary 1957 request date After the reguest dace aiother 31 evalnations
were receaived by October 1987, and anotter by Apnl 19SS s, 3
evaluations were ovtstandmg 15 months atter the request date

For c=u6, only 13 state derta subnussions for somie or all parts ot the
survey were recesved by the March TO87 duc date, and another 33 were
received by September TRST Thus, 3 state duta subnissions were out-
standing when the Cenier for Community Fotures” fnal report was
wsued e November 1937,

Under citicak, all state ageney reports wers reeeived m time to bencor
porated into 1ES'S 1O86 report to the Congre s Although some state
data submissions were not received by the due dates, they wereeeaned
1 time to be metuded in both the National Assocation of State Adcobd?
and D Abuse Directors” (S asamb’syand the National Assedation o}
State Mental Health Program Directors” (Sassiied’ss Qinal reports

Burden Most state of ficials 10 the ix states told s that the cooperative dita
collection etforts were generaby less burdensome than their repeorting
experiences tnder the prior categonical grant programs Under the apws
block grant. both the national assoctations aivd states we visited told us
that, compared to the federally mandated state reporting under the
prior categornical prosrams, the cooperative efforts are less burdensome
Undder tiisar, state of fiewlds told us thet thes had few protlemsan fol-
lowing the national reporting format becaise thett datiu systems were
based substantiatly on federal reqan ements under the prior categonical
programs Thus, their costs to follow the natinal veporting tormat were
minmal, usually amounting te less than one statf-day for cach of the
two required state reports

On the other hand, state education officials told us that the preparadion
of the required ey diaion reports were. to some extent, burdensote
Nonetheless, some state officials believe that, compared to reporting

NASMVHID s ner tasd o sias it pubhoatinaedars and than oo did not i o oot urtl !

“ e EETINRINE [
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N

:I‘echnical Adequacy

under numerous categorical grant programs, the cooperative efforts
have simplified paperwork procedures and reduced administrative bur-
dens. Also, according to state officials, meeting national reporting
requests under Csig represented a significant effort and required sub-
stantial work beyond that needed to maintain existing state data bases.

Although data reported to the state agencies through the cooperative
efforts were avallable for oversight purposes and states had internal
control procedures to ensure its accuracy, data were not always compar-
able across states Data on funding, services provided, and chent charac-
teristics were generally available and reported by states through the
cooperative efforts for the substance abuse portion of the apums black
grant, LIREAP, and csiaG. However, states reported little data on the char-
acteristics of clients served under the education block grant, and LIHEAR
data on houscholds receiving assistance to weatherize their homes were
not always readily accessible to state cash assistance agencles, While the
state educational agencies report extensive data on funding and ser-
vices, information on the characteristics of clients served will be limited
until more states report such data

Although data on funding and services are generally available at the
state level for all four block grants, data formats and definitions vary
somewhat across states. Under the abms block grant, some states are
unable to report selected client information according to national report-
Ing categories because of differences in state defimtions, and a few must
estimate at least part of the data they report to raeet national reporting
requests. While data under tinrEap are reasonably comparable, some dif-
ferences 1n state definitions exist For example, most states reported eld-
erly recipients as persons over 60, but a few states defined the elderly
as persons over 55 1n their fiscal year 1986 reports. And, because of the
broad range of allowable activities under <36 and the education block
grant, itas lughly hkely that the same chents served by more than one
activity will be counted twiee. In addition, under the education block
grant, data identifying students that used instructional resources, such
as hibrary books and computers, appear to be inconsistent

States reported that theirinternal control procedures were adequate to
ensure that reported data are sufficiently acceurate for federal agency
oversight purposes Across the four block grants, the six states we vis-
ited penerally had internal control procedures in place to ensure that
data mect minimim state standards of completeness and guahty For
the apMs block grant, some states conducted computenized validity
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checks of local data and verified data entries. Under (s, state officials
seek clarification from local service providers on specific items, and
state education officials generally conduct pericdic monitoring visits to
local educational agencies (LEAS) and require separate quarterly or
annual financial reports

At the national level, one national association developed a checklist for
assessing whether the state substance abuse data met its data collection
standards. Another association requested states to subnut supporting
documentation to verify state revenues and expenditures data on state
mental health services. At the federal level, existing internal controt
procedures were not adequate to venfy that data reported by the states
to federal agencies were reasonably accurate to meet federal policy-
makers' data needs other than program oversight.

Usefulness of Data
Collected Under the
Cooperative Approach
Is Limited

Our review of four block grants identified several promising uses of
data collected under the cooperative approach and several uses that
should be limited. Data collected cooperatively show promise for(1)
obtaining a national picture of funding, scrvices, and client characteris-
tics to mect congressional and federal agency oversight needs; (2) identi-
fying areas where states need technical assistance: (3) facilitaung the
exchange of data among states; and (4) tracking national trends in fund-
ing and services provided. Limited data comparabihty and the absence
of federal data collection standards to ensure timely and accurate data.
however, reduce the usefulness of this approach for other potential con-
gressional and federal agency needs, such as determining the magnitude
of needs among individual states and allocating federal funds.

In the absence of federal data collection standards, existing internal con-
trol procedures are not adequate to verify that data reported by the
states are reasonably accurate and comparable. Consequently. if these
data were used to allocate funds, some states could have an incentive to
report data that would maxinmuze cheir allocations under grant formulas
used to distnibute federal aid to states and localities. Also, methodologi-
cal problems in analyzing and aggregating data that are not comparable
across states could create some 1nequities in the results. For example.
when HHS used MAsanab's data, which account only for those patients
served by “'state” agencies. to allocate funds under the Anti-Drug Abuse
Act of 1986 (Pubhic Law 99-57(0), several members of the Texas congres-
sional delegation formally protested Texas patients receive services, for
the most part, from city and county clinics that are supported with state
funds According to these Texas congressmen, not considering such
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state-funded clinics in a federal allocation formula would result in some
states not receiving their fair share of federal funds.

Furthermore, data collected under the cooperative approach are of lim-
ited usefulness in making comparisons among states. While it can be
used, with some caution, to compare the number of clients served, the
types of services provided, and total dollars spent, it should not be used
to compare the cost per client served or program effectiveness among
states because of differences in state cost accounting procedures, such
as depreciation methods for facilities and equipment. To compare pro-
gram effectiveness among states, a system must be developed to mea-
sure the programs’ success.

Additionally, data collected under the cooperative approach may not be
sufficient for determining state compliance with federal laws and regu-
lations. In the absence of {ederal data collection standards, definitions
vary across states and thus the data are not adequate to judge whether
a particular state is complying with federal laws and regulations The
data might, however, serve as an initial screening to signal the need for
additional review.

Certain Program
Characteristics
Enhance the Viability
of the Cooperative
Approach

Several block grant program characteristics enhance the viability of the
cooperative approach. The approach was easier to implement if (1)
there was a narrow scope of allowable activities, (2) federal funds were
the primary source of program funding, (3) states had been involved in
prior categorical grant programs, and (4) state governments had clear
authority to collect data from their localities. Table 2.2 summarizes
these four characteristics for each of the four block grants in our
review.
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Tabie 2.2: Program Characteristics That

Intluenced the Viability of the
Cooperative Approsch

Scope of Activities

Funding Source

o ... Blockgant
Charactenstic AD* MS® LIHEAP CS8QG  Education
Narrow range of aliowable activities Y v Y N N
Federal tunds are pnmary source ot funding N N Y Y N
Pror state invoh e ment in program
administration Y Y Y N Y
Statutory authanty tor states ta collect data
from local enlities Y Y Y Y Yt

Y RYeT DO Chatactir $MC 15 @SSt a'™d win the TAWE 3rart a nl appedrs 1o tontubate 1o the vabilidy of
the COCeralne appro

NERNY N (P aci 0 S 3tsaC-aten] A TR PR DOk 1A% 4 %1 apeCars o diminesh IR vabe 1y of the
Lo At v ap prdach

NAbOn da'3 0 IhG AT Bl o rart we corec it By TAG Latar 3 assu0ations  one b sutistance
abuse {AD} a0 ore b menta health setyiccs M5 Tamare cear'ly cuthvey (e resuts we treated ¢ach
Program anca soparately

TR0 P e o Ihe §a SIBIES We v SITET Tk Gy that There were barters B colle hing duta rom LE Aste g
paget acrr rednct 0n) 1ne Elemertary and Secondary Shaut Irprovenent Amendments «F I3RS ron
requre LEAS 10 report annua ly 1o the state edocatond' a3 <,y N he use of *unds

When block grant funds supported a narrow range of program activi-
ties, 1t was casier for states to reach a consensus on the ty pes of data to
be collected and reparted When states had to regroup data to meet
nattonal reporting requests for foewer program activities. they were more
willing to voluntanly participate in national surveys. For example,
under 1IHEAP and the ADMs block grant, where federal funds supported a
narrow range of program activities, states fully supported cooperative
etforts

W hen black grant funds were used to support a broad range of program
activities, the cooperative approach was mere difficult to implement.
Although in these cases developing a consensus on what types of data to
collect and what reporting formats to use has been stow, state educa-
tonal agencies, for example, were increasingly willing to collect speaific
data 1o meet uniform reporting formats on a broad range of education
block grant activities Siularly, state osiG of ficials, whose data cover a
broad span of allowable activities, were wilhing to use a uniform format
developed by a national center through a natbional orgaruzation

The relative share of funding from federal sources had an noupact on
whether states can assocate their federal block grant funds with spe-
cifie program outcomes For example. under the apMs block grant, when
federal funds were a small portion of total program funding, states used
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State Involvement
in Prior Grants

a single information system to meet their budgetary and management
needs. On the other hand, when state funds were relatively small com-
pared to federal contributions in programs such as LIHEAP, states collect
data primarily to meet federal reporting requirements. As a result,
11tiEAP data can be specifically associated with the block grant because
the state funds were a small portion of total program funding. The
exception to the reliance on integrated data systems when federal funds
are small for the program area is the education block grant, for which
states we visited had created separate data reporting systems.

If state governments had been heavily involved in prior categorical pro-
grams, collecting national data on block grant programs tended to be
casicr because states had ongoing relationships with service providers
and national associations, as well as established rules, regulations, and
monitoring systems to oversee providers' performance. For example,
under the ADMs block grant, when federal regulations were substantially
reduced, states already had information systems that were uniform and
that also met their needs. Even though state educational agencies
administering over 40 former categorical programs already had infor-
mation systems in place, the systems could not provide national data on
all aspects of the education block grant because of the wide range of
authorized allowable activities.

While the lack of previous state financial involvement could make
national reporting more difficult at the outset of the block grant, the six
states we visited were willing to support a national reporting format.
For example, in the case of (386, states had little financial involvement
in the program area before its enactment, but they followed a uniform
reporting format _

Statutory Authority for
States to Collect Data

The existence of statutory authority for states to collect data from their
local governments increased the viability of the cooperative approach.
Under the anms block grant, for example, when states required their
localities to report individual client data, the localities reported such
data. On the other hand, when states did not réquire local service pro-
viders to submit individual client data. some providers did not report
such information Two of the six states we visited did not require the
submisston of individual client data. As a result, these states had to esti-
mate data to participate in the NASADAD survey.
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Under the education block grant, state educatioral agencies were
encouraged to collect data from 1FAs on the use of funds with a mini-
mum of paperwork. As a result, some states did not require tras to
report on the use of funds. In the six states we visited, however, the
1£AS reported data to the state agencies, although five states told us that
they were encouraged to reduce paperwork. While the states we visited
did not have any difficulty obtaining data from their LrAs, the lack of
clear statutory authority could hinder their efforts at the local level,
thereby diminishing the viability of the cooperative approach. The Ele-
mentary and Secondary School Improvement Amendments of 1988
require LEAS to report annuatly to the state eduational ageney on the
use of funds

s generally a problem for each of the four block

CO“ditiOﬂS That Data (nnxgmargbnlll,.' Wi \ em for of the .

A grants because report formats and definitions vary across states. Lim-
Contribute to ited data comparability 1s a consequence of any voluntary effort. How-
Increased Data ever, there are several factors, primanly national leadership, that can

™ improve data comparability. We identified six conditions that could
Comparablhty increase comparahility in the types of data states collect. For each of the

four block grants, these conditions are shown in table 2 3.

ence of Conditions That “

Table 2.3: Pre
Contribute to Increased Dota . _ Blockgrant
Comparability Condition AD* MS* LIHEAP CSBG  Education
Nationa! leadership by either a tegeral agency
of a nabynal association X X X X
Sta‘es recogmition of need tor biock grant
data X X X X
Federal funding 10 support nat:onal data
collection X X X
Designated natona' level stat! 1o work with
state ofhciats X X X X
State o'ficials involvement in system des.gn x X X X X

Federal statutes 10 encoura,e cooperatne
data coliection X X X

YaPrps ace dt ot ot tre ok gt program
N e oA e ALNWS Dior ant 300 ColeCTmI By 1A maten g gassecatic s Or e e st L
Al AT g e B m et SOt Sefuces NS TO Mo Cedt y CChvey Out e e we edted v et

VAT Sepnaraden

Atar, 371N Lt 107, SePaadie pu oot Ameng et ot TIRR now T w1 Sedretan,
AT TN 3 @30T ND A J0N0 eprese 13T Ve A

MO LENE NS BN MEVIGRE ISR R DN U R LS IR A 1 RS SX N

O
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National Leadership

When a federal agency or national association provided leadership in
developing a national data system for the four block grants we
reviewed, states fully supported cooperative data collection efforts. For
example, under both LilikAP and the ADMS block grant, HHs was involved
in developing formats for collecting data. HHS provided funds to the
American Public Welfare Association (APwA) to develop a model format
for states to use in reporting LIHEAP data. 1Hs also participated in annual
NASADAD meetings to revise reporting forms to collect data on substance
abuse for the ApMS block grant, but it has been careful not to be viewed
as federally mandating the effort. NAsMuPD provided national data on
state mental health agency funding sourves and expenditures for the
same block grant without any uhs guidance. All 50 states as well as the
U §. territones fully supported these three cooperative efforts. Under
(3BG, HHS provided a grant to the Center for Community Futures to con-
duct a national survey, parts of which have had high state participation.

In contrast, when the education block grant was created, little national
leadership was provided by the Department of Education or a national
association that represented state education officials. Now that states
have their data collection systems in place, efforts to collect uniform
data on eJucational activities, such as the number of students served
and the use of funds to serve private school students, have been diffi-
cult to implement. Similarly, the lack of national leadership has hin-
dered the collection of comparable state-level mental health client and
services data under the AbMs block grant.

Recognized Need for Data Ihgh state participation in the cooperative data collection efforts under

Federal Funding

each of the four block grants, according to national associations and
state officials we visited, was a result of states’ recognition of the politi-
cal significance of cooperating with federal ageneies and national
associahions to collect national data on block grant programs This is evi-
denced by the states” willingness to make the necessary format changes
to meet the national, voluntary data requests

Wihite national lTeadership and states” recogmition of the need for data
play ed a syauficant role i des eloping nationabdata systems, federal
funding to support the data collection svstems greatly enhanced the via-
lity of the cooperative approach For example, s funded the Center
tor Commumty Futures (o collect data en ossa, and did not specifreally
nuindate the types of datia to be collected Nonetheless, the Center cot-
lected national data on the ostui program begimmng in 1984, and the
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National Association of State Community Services Programs (NASCSP)
began collecting ¢S8G data in 1988. In another instance, HHs funded
NASADAD to collect national data on the substance abuse portion for the
ADMS block grant.

When federal funding was not provided to help national associations
defray the cost to collect and process data, the collection of national
data has been slow. For example, iits has not provided funding to a
national association, such as NASMHPD, to collect state-level data on the
mental health portion of the ADMS block grant, although HHS is working
on a cooperative state effort to provide information on mental health
clients, services, organizations, staffing, and fiscal indicators. Nor has
the Department of Education set aside funds to specifically assist the
state education officials in their cooperative data collection effort. As a
result, the national data collection systems in these areas took longer to
develop than did systems supported with federal funds.

National Staff

System Design

When a federal agency or national association provided national-level
staff to work with state officials to collect and process national block
grant data, implementation of the cooperative data collection was easier.
For example, under ¢spG and the ApMms block grant, national associations
contributed staff time and expertise to help states develop uniform
reporting formats. Under untap the states followed a uniform format
developed by a national association to report energy assistance data
that Hits compiled to provide national data required by the Congress. HUS
also helped states by mailing reporting forms and information on grant-
ees’ programs before its LITEAP voluntary telephone survey. There was
no comparable support for the state education officials in preparing
their fiscal year 1986 evaluations.

The mvolvement of state of ficials in the design and implementation of
national data systems had a mygor influence on states’ voluntary partict-
pation For example, when LIEAP was enacted, @ national association
working i corgunction with the state governments developed a umform
reporting format to cotlect data on the program Simularly, state officals
were alsomvolved in the design of national data systems for the Apms
block grant and sk National associations attnbute states’ voluntary
partiapation in their nationdl surveys to states” involvement in design-
my these systems to use existing state data bases The state education
officials developed a uniform reporting format for the required state
evaluations, which states are moreasingly wilhing to follow,
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Federal Statutes

Conclusions

The collection of national block grant data through the cooperative

Legistative requirements have encouraged federal agencies to work with
states in developing national data systems Under the AbMs block grant,
for example, HHS was statutorily required in 1984 to work with appro-
priate national associations to design national data systems for the col-
lection of substance abuse and mental health data Consequently, Hns iz
working in cooperation with Nasatab to collect national data on sub-
stance abuse program activities. but as of July 1988, it had not entered
into an agreement with national mental health associations to collect
mental health data tis was also statutonly required in 1986 to develop
a model state plan format for state use under LITEAP. Now states volun-
tanly use 4 uniform format designed by a national association with His
gurdance Inaddition, the Elementary and Secondary School Improve-
ment Amendments of 1988 require the Secretary of Education to work
with state and LA officials to develop a model system that states may
use for data collection and reporting There are ne statutory require-
ments for 1is to work with states to develop a model format for the
colleetion of oxiG data

approach was generally timely, wis pereeived by most state officials as
less burdensome than reporting under former categoncal programs, and
was generally techmcally adequate for certam uses. We believe that the
approachf accompanied by national feaderstup, can be a viable way of
(1) obtaining national block grant data on funding, services, and client
charactenistics to meet congressional and federal agencey oversight
needs, (2) providing states technical assistance, (3) facilitating the
exchange of data among states, and (-44) tracking national trends in fund-
g and services provided.

However, imated data comparabihty is an adverse effect of thas
approach that reduaces the usefulness of the data to serve other poten-
tial needs of federal policymakers requinng comparable data, such as
allocating federal funds, determiming the magnitude of needs among
mdividuai states, comparing program ef fectiveness amang states, deter-
mining state comphance with federal laws and regnalations, and compar-
iy the cost per chient served among states The collection of comparable
data to meet those needs would probably require mandatory federal
data collection standards, which would result in additional costs and
imcreased state and local administrative burdens Even then. a federally
mandated system may not provide fully comparable data. Where the
cooperative approach can meet federal policymakers” data needs, how-
ever, we dentified several program charactenisties that influence the
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Matters for
Congressional
Consideration

Recomumendations to
the Secretary of HHS

Chapter 2
Onerall Assessment of the Viability of the
Cooperative Approach

viabthity of the approach and several conditions that contrnibute to
increased data comparabibity while mimmizing adnmnistrative burdens
on state and local governments.,

In conssdening future block grant data needs, the Congress may want to

Mcourage the federal agencies to use the cooperative approach to data
colleetion in block grant W here the primary data needs are tor nrogram
oversight and tracking nationat trends in funding and services w 1ile
mintmuzing the adnunistrative burden on states Since the Congress has
statutorily required the cooperative approach for tinkay, education, and
ADMS block prants. it should consider requiring the Secretary of Higs to
develop a model for state data exchange in consultation with appropri-
ate assoclations of state and local officials to facihitate umiform data col-
lection under osiw

The Congress should also constder providing seed money to encourage
national leadership by helpimy federal agencies, national associations,
and other organmzations defray mnitial systems start-up costs and
ongoing costs for the colection, processing, analysts, and pubhcation of
comparable block grant data across states

We recommend that the Secretary of His work with national associa-
tions representing state officials to increase the comparability of data
collected under the apys block grant by

entering into an agreement with appropriate national mental health
asseciations, such ds NasMuerr to collect annual state-Jevel data on men-
tal health activities and client characteristies:

cncouraging states to work with national associations, such as Nasabap
and NASMHPD, to achieve greater comparabihity across state data systems
in thair use of standardized categories and definitions to collect data
with respect to substance abuse and mental health activities; and
partiapating in periodic efforts by the national associations to revise
their data collection instruments

We also recomimend that the Secretary work with states to improve data
comparability and increase the number of states reporting data on
households receiving assistance to weatherize their homes under LisEar
by
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« encouraging states to use the format developed by arwa to report Litbap

data and
s encouraging more states to report LIEAP weathenzation assistance data

Further, we recommend that the Secretary work with states to imcerease
data comparability and minimize burdens on state and local agencies
under (i by

« participating in cooperative efforts, such as with Sasoy, to ensure that
data elements and categones provide information needed at the state
levels and

» encouraging states to fully participate in the national survey

Recommendations to
the Secretary of
Fducation

We recommend that the Secretary of Education, when developing the
cooperative data system recently required by the Congress work with
the state and local educational agencies to

o defme speaific data categones as part of the maodel forinat Tor the
required state evaluations to faahtate umiform data collection and

« mcerease the timeliness of the regred state evaluations

Agency Comments

i#hs and the Departiment of FEducation concurred with our recommenda-
tions to inerease the viatihty of the cooperative approach to obtaining
national block grant dista His stated that st has adopted Uus approach
1or the six black grants for which it has responsibility 1bs also stated
that voluntary systems, with nationat leadership, are the most effecive
and least wasteful way to ensure the relevaney and aceuracy of the
mtorntation coliected  Education stated that it plans to develop the
cooperative data sy stem recently reqaired by the Congress by working
with state and local educational agencies

While the Office of Management and Budget had some concerns about
our scope and the tumeliness of our data.at said that it did not object to

our recommendations It reiterated sts support for the flestbility given ta
states in collecting data for block grant programs However at said it did

not necessarily support federal seed money for initial systems start-up
costs Tor the collection, processing. analysis, and pubhication of addr-

tonal cooperative dista collection systems i other programs It stated
that it would want to review tfunding proposals on a case-by-case basis
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Chapter 2
Overall Assessment of the Viability of the
Cooperative Approach

ibility given to the states in collecting data on block grant programs and
strongly supports its continuation. However, unless additional funds are
provided to support cooperative data collection activities, the timeliness
and comparability of national block grant data may not improve. While
states are increasingly willing to support cooperative data collection
efforts, these efforts are primarily intended to produce data needed for
congressional and federal agency oversight purpnses. Therefore, it
seems appropriate for the federal government to share the costs and
help ensure that adequate oversight data are available to meet national
policymaking responsibilities.
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Agencies and Associations Included in .
Our Review '

Department of Education

Federal Agencies

« [hwvision of Educational Support
Department of Health and Human Services

« Alcohol, Drug Abuse and Mental Health Administration
« Fanuly Support Administration

National Association of State Mental Health Program Directors

National Associations
and Organizations National Association of State Alcohol and Drug Abuse Directors

Center for Community Futures

National Association for State Community Services Programs
Nationdl Energy Assistance Directors Association

American Public Welfare Association

Counci) of Chief State School Officers

Chapter 2 Steering Comnuttee (education block grant)

§tates Cal:fornia
Maryland
Pennsylvania

Rhode Island
Texas

Virginia
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Appendix |
Agencies and Associations Included in
Our Review

State Agencies Departments of Alcohol, Drug Abuse, and Mental Health Services
Offices of Energy Assistance
Departments of Economic Opportunity
Departments of Community Services
Departments of Social Services
Departments of Human Resources
Departments of Community Affairs

Departments of Education™
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Assessment of the Cooperative Approach
Under the Alcohol, Drug Abuse, and Mental
Health Services Block Grant

Nattonad data on the apvs block grant are collocted by the Natioral
Assuciation of State Alcohol and Drug Abuse Directars and the National
Assoaation of State Mental Health Program Directors onca volurtar y
basis However, the substance abuse and mental health data are not hm-
1ited to activities supported with block grant funds

White nationat data on funding for substance ahuse and mue nital health
activities were ayv ailable, differences in state data categories do not
allow precise apgregation Because states did not consistently use the
data categories defined by the nitional Associations, association repxorts
contatned estimated data or 1o responses fur partiontar data catestories
However, data were generaily tunddy o and state ofticids pwerconed the
cooperative efforts as less burdensome than fedorad toporting urder
prior categorical programs

Program The Abwus hhx‘.k grant .\-«mmll‘(luu‘«{ltl l'urn}vr Galcioneal programs ahd
L, allowed states increased flexabihity in the funding and management of
Characteristics therr aleohol, drag abuse. and mental health servioes Tre block grant 1s
one of several funding sources tor state substanee abuose and mental
health servaces abas block grant tunds are combined with state and pne-
vitte funds to support substane e abuse and menial health programs fo
treatment and prevention For fiscal year TSR, 487 nullion was appro-
priated for the block grunt. Federal block grant funds constituted abaout
16 pereent of total spending in the substance abuse area ard wbout 3
percent of spending for community mental health servioes in sl year
1986, Despite the fact that federal tunds are relatively small compared
to state and private contributions, states are willing (o cooperate wi'h
federal offictals 1o colleet data i part beeduse of relationshrps estab
hshed under thie prior categorical progranis )
The adrumstration of the Aabvs blex k grant is not assigaeed to a single
state agency. In five of the six states we visited, the programs were
administered by two agencres—-one for substance abuse iand one for
mental health In the sixth state, it was administered by three agen-
cres---aleohol abuse, drug abuse, and wental health

The Alcohol, Drug Abuse and Mentad Health Adnunistration aoaMiy
responstble for monitorg state compliance with the awwvs hlock grant

Site otr peview honen 1 Man land's separate aloobol and dng abinse aenons have e ety od
Re sl apetoy thut admimstoes aiosilatanoe abose prograns As ol e Tas ondy 01 the "0
states s Arizond Now hirey New York and Ohuod mamitae separate toohol and drug ilnise ghehoies

and Dot thervoNew York e Oheorare considening e naing the B agen ces
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Aseessment of the Cooperative Approach
Under the Alcobol, Drug Abuse, and Mental
Health Services Block Grant

legislation. ADAMHA uses required state reports as a basis for determining
compliance In addition, it conducts formal comphance reviews in sev-
eral states each year. ADAMHA also coordinates the efforts of the three
institutes—the National Institute on Drug Abuse. the National Institute
on Alcohol Abuse and Alcoholism, and the National [nstitute of Mental
Health (\1Mit)-regarding block grant policy, technical assistance, and
data collection issues.

Data Gathered
Through Cooperative
Efforts Supplement
Required State
Reports

AnaMita relies heavily on required state reports as a source of informa-
tion. While these reports do not contain common data elements or cate-
gories that would allow national comparisons across states, they provide
summary information on individual state programs for substance abuse
and mental health. As a result, to develop a national program perspec-
tive, ADAMHA uses data collected by national associations (Nasanab and
NASMHPD) that are more comparable than those in the state reports. The
NASADAD survey on substance abuse provides national data on funding
sources, expenditures, clients, and services, but the NASMUPD survey on
mental health provides data only on funding sources and expenditures

AnaMitA annually obtains client, services, and expenditure data from
states on substance abuse activities through a contract with yasapn.
Although Nasamwp's survey provides data on all state substance abuse
activities, not just those specifically supported with federal funds, the
survey provides a perspective on how ihe block grant relates to the full
range of state expenditures and services  Furthermore, these data are
gathered using standard forms and defimtions, thus allowing more
Cross-state comparisons

In regard to miental health, apawiny supplements the datant colleets
through the reports reqinred by the <t ates and comphance reviews with
a national inventory of mental health organizations prepared by Nivin
and a revenues and expenditures survey conducted by Nassienh © BSoth
NASMHPD and S data collection ef forts are bienial and therefore not

State Resonrces and Senvices Rebeed to A ohobae 70 08 s Brotions ol Yo Dise A
Analysis of Sate Alcoheband Drey Abase Profde e N el Sssenton of s Aleboband
Drug Abrs Dinstors Toe o July 18T pibhisbasd g

Ntates sehinet s ondy Glrserv s provide ba ol b st e e et Ty s et by
Srate tanede

It Fand pg Proes t B S oo and e e o st Morsa Headh Wi ies hevin
Exga nitare Stady Besnlts Brsoat Year Tev™ Nare 0 Vs anon S Moot Tt prese e
[ansctors Tuiy (187
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Assessment of the
Cooperative Approach

Timeliness

Appendix IT

Aseessraent of the Cooperative Approach
Under the Alcobol, Drug Abuse, and Mental
Health Services Block Grant

parallel to Masanab's annual data collection effort In addition, the states
have been working on another cooperative effort with NiMi to imple-
ment the Mental Health Statistics Improvement Project, which estab-
lishes a miimum data set with standard definitions

Although the 1984 amendments to the abus block grant legislation
require 1is to develop, in consultation with a national orgamzation, a
maodel for the exchange of state data on mental health, as of July 1988,
HHs had not provided the states with such a model for reporting mental
health data. Thus, there are currently no state-level data being collected
on mental health clients and services by any national association that
are comparable to those of NasanaD in the substance abuse area

However, NasMiph does collect information on state mental health
agency funding sources and expenditures, providing states standard
forms and definitions to report the data. States voluntanly participate
in this biennial survey N supported NasMupp's 1981 and 1983 report
preparation, but the report on fiscal year 1985 data was prepared with-
out MMH financial assistance. Although Nasmurn's data collection effort
is no longer supported with NiMil funds, ADAMHA uses NASMIPD data as a
source of comparable mental health financial information across states.

Although data are collected through a combination of several efforts
under the Apus block grant, we assessed the cooperative state data col-
lection efforts of Nasanan and Nassmupp, applying the timeliness, burden,
and technical adequacy criteria for meeting federal oversight objectives
We found that the associations’ efforts provided some national data on
substance abuse and mental health activities, although data comparabil-
ity 15 limited because definitions vary across states for some data
categories

have been sufficiently timely. State program officials in the six states
we visited submitted their data submissions to the two associations in
time to be included into the final reports None of the states told us that
they had problems with submitting data on time since local units in all
six states generally reported information according to requared state
time frames.
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Health Services Block Grant

For its annual report on substance d.ttit. NASAIMD receives most of its
state responses close to its December preliminary due date and encour-
ages states that have not yet submittc d data to respond. Usually during
the spring, NASADAD issues a preliminary report and asks the states to
verify the data provided. The six sta’es we visited believe that
NASAnAD's due date was reasonable. Most data submissions from the six
states occurred from November 1886 to March 1987 for the fiscal year
1986 NasapaD report. Although MNasansis submitted a draft of its report
to AbwMHA in late spring, it did not issue its final report until all state
responses were received. NASAD's fiscat year 1986 report was pub-
lished in July 1987.

Unlike MASADAD, NAsMEPD hias no reporting obligation to AtaMia and
therefore 1s not tied to a specific publication date. Final preparation of
NASMHPD'S fiscal year 1985 revenucs and expenditures report began only
after the association had received all 1 state responses. NASMHPD'S fis-
cal year 1985 report was published in July 1987,

Burden

The Nasapan and NASMHPD data colleciion efforts provided national data
without undue burden for states. State officials in the six states we vis-
ited generally do not perceive the cooperative approach as burdensome
compared to federal reporting under prier categorical programs.

According to AAMHA officials, when the Abws block grant was first cre-
ated, sume states had difficulties in trying to report data to the national
associations in the requested forrat because their data systems were
designed to meet their own needs. However, both the national associa-
tions and the states we visited now believe that the current reporting is
less burdensome than the federally mandated state reporting under cat-
egorical programs. According to Nasanan, states would not participate in
its voluntary survey if it was burdensome. Participation by all the states
is, to NASADAD, a clear indication that the survey presents little burden.

When MNasanab first began its survey, the association anticipated that it
would be more burdensome for states than it proved to be. Substance
atuse officials in four of the six states reviewaed told us that the forms
typically took little effort to complete, although NASADAD initially antici-
pated that it would take 1 to 2 weeks In the other two states, agency
officials viewed their efforts as burdensome.

On the other hand, the staff time spent on data collection, analysis, and
presentation for the NASMHPD survey. aceording to the association, was
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Healt? Services Block Grant

extensive. NASMIPD also acknowledged that data submission for its sur-
vey is a lengthy, iterative process. State officials said that they often
need to use several sources of information to complete NasMurD tables
and that conforming to the national associations’ definitions can present
2 burden for states that have manual data systems or collect only sum-
ary client data from local units. State officials also said that inconsis-
tency between NASMHID and state reporting formats creates problems.
Nevertheless, they prefer the current approach to federal reporting
under the former categoncal programs

Availability

Data are generally available and reported by states to provide a national
overview of funding across states. Moreover, internal controls appeared
to be gencrally adequate to ensure that data are reasonably accurate.
However, the data did not allow precise aggregation.

Funding data requested by Nasalan and MNasyuD are generally collected
by local agencies and service providers and reported to state agencies
Although all states submitted data to Nasanab and NASMHPD, many were
not able to provide data in the requested format Substance abuse data
on clients, services, and funding are available annually to AtaMHA. Men-
tal health data on funding are also available. although they are pub-
lished biennially. However, there are currently no state-level data on
block grant menta) health clients and services being ceilected nationadty.

To increase the types of data requested by Nasapapk and NasMuir. state
officials consult with these national associations to determine w hether
they can regroup state data to match the categonies defined by the
assoclations. Involving the states in the design of these surveys has also
increased the consistency between national association data collection
formats and those of the states. This has helped to increase the hikeli-
hood that ali states could respond to their assoctations” data requests. In
fact, all 50 states, the District of Columbia, American Samoa, Puerto
Rico. and the Virgan [slands submitted data for Nasanap’'s 1986 report. In
addition, 50 states, Puerto Rico, the District of Columbta, and the Virgin
Islands submitted data for Nasmupn's 1985 revenues and expenditures
report..

There was full state participation in the national association surveys
because the types of data Nasanap and NAsMOrD request are generally
available from Jocal service providers States we visited generally
experience little difficulty with local units reporting data according to
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Comparability

state definitions and formats. Substance abuse agencies in two of the six
states we visited believe they do not have clear state authority to
require the submission of individual client data by local service provid-
ers. California does not require alcohol client information from its coun-
ties. As a result, only 17 of the 57 counties report such data. In Virginia,
where voluntary state collection of client data for substance abuse and
mental health programs was recently discontinued because of low local
unit participation, state officials approximate percentages of chents
served from summary data.

Both California and Virginia still participate in national surveys. The
other four states require local units to report client data to the state
agencies. The six states told us that local units report required financial
information, the requirements for which are usually outlined in grant or
contract arrangements between the states and local service providers.

Because of differences in state and national association definitions,
some states cannot report data in the requeste 1 format. For example, in
data submission to NASMHPD, states use the term ‘‘unallocatable” when
they are unable to allocate expenditures or revenues according to spe-
cific service categories or client groups identified by NASMHPD. When
states are unable to provide data to NASADAD using standard definitions
or tables, states izave such categories blank or indicate that information
is “not available.” Many such responses appear in each association’s
tables. In NASADAD's fiscal year 1986 report, 11 of the association's 21
tables contained ‘'not available” responses from at least eight states. In
two NASADAD tables, 20 of the 64 respondents gave such a response in at
least one category. Most NASMHPD tables contained a significant number
of ‘‘unallocatable’ responses. In one table, 38 of the 53 respondents gave
such a response in at least one category.*

Although the types of data that NASADAD and NASMHPD request are avail-
able at the state and local levels, data formats and definitions vary
across states. Five of the six states we visited told us that their informa-
tion systems are not entirely consistent with either NASADAD'S or
NASMHPD's data collection standards and formats. These states some-
times attempt to use their own definitions or disaggregate their data and
then regroup them to match national association categories. As a resuit,
national association data are not always comparable across states.

rized state mental health agency expendt-

SThe tables with the most “unall ble"" resp _,
tures according (o age groups and types of service setungs.
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Accuracy

Three of the six states we visited had difficulty in completing NASADAD'S
alcohol and drug client information tables because state definitions or
groupings of sununarized data differed from NASaDAD's.® In California,
for example, alcohol services are grouped by the state into several envi-
ronments of treatment approaches, such as residential detoxification
and recovery services, nonresidential services, and prevention services.
However, NASADAD requests that statistical data be reported in three
environments: detoxification, rehabilitation/residential, and outpatient.
Therefore, before submitting data, California must regroup them to
match NASADAD's categories. Pennsylvania and Virginia also had diffi-
culty in matching their states' data with NASADAD's definitions. Both
states must regroup their data to fit into some of NASADAD's categcries.

Because of state difficulties in matching the national associations' data
categories, the associations include footnotes in their final reports that
explain how a state’s definitions or data collection procedures differ
from NASMHPD's Or NASADAD's. In NASMHPD's fiscal year 1985 expenditure
data report, footnotes contained in a 14-page appendix explain differ-
ences in the 53 state and territorial data submissions. In NASADAD's
report, there were a large number of footnotes in 3 of the 21 tables.

Internal control procedures at both associations and the six state agen-
cies we visited appeared to be adequate to provide national data to meet
congressional and federal agency oversight needs. NASADAD developed an
intake checklist to ensure that data states report meet its minimum stan-
dards of completeness and quality. NASMHPD requests states to submit
supporting documentation in order to verify state revenue and expendi-
ture data. Both associations contact the state when either the data
reported are insufficient or the associations have questions concerning
the data. However, neither NASADAD nor NASMHPD Visits states to verify
or audit information collected through their voluntary data collection
efforts.

The six states reported that they also had internal control procedures in
place to verify local units’ data. Maryland and Texas have formal inter-
nal control procedures that include (1) computerized validity checks of

local reports, (2) data entry verification, (3) regular field visits by state
monitoring units to verify samples of iocal records, and (4) audits of

“We hat ¢ identfied the six major categones in NASADAD's alcohol and drug client information tables
o be the following envirorunent, type of care, Age, sex, race; ethnic ongn, and pamary drug of
abuse States had ho problems with providing data on the sex category
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local financial reports. However, state internal control procedures are
not always formalized. In Virginia, for example, state monitoring proce-
dures consist primarily of comparing local service providers' actual
figures with their previously projected figures. The six states we visited
require their local units to provide reports, although California and Vir-
ginia do not require the cotlection of individual client data.

ADAMHA Plays a
Limited Role in

Cooperative Data
Collection Efforts

Since the cooperative approach evolved under the ADMs block grant,
ADAMHA has played a limited role in the design and implementation of
national data systems. ADAMHA did not formally participate in the initial
design of NASADAD'S reporting form; the format was developed by the
states, with the cooperation of the National Institutes on Drug Abuse
and on Alcohol Abuse and Alcoholism. Although ApaMHA has since
begun to participate in NASADAD meetings for annual revisions to the
reporting forms, the agency has carefully limited its involvement, so as
not to be interpreted as prescribing the format or content of this survey.
In the niental health area, ADAMHA's involvement with NASMHPD's data
collection effort ceased in 1985, but it uses NAsMuPrD data as its primary
source of comparable financial data across states

Neither the states nor the national associations we visited believe that
the federal data collection role should be expanded. Moreover, states
and national associations believe that such an effort would not be war-
ranted or helpful to AnAMHA in meeting its block grant data needs.
NASADAD views voluntary data collection, using such tools as its data col-
lection instrument, as the best approach to track the use of AbMs block
grant funds and therefore believes that a federally mandated system is
unnecessary.

Furthermore, NAsSMHPD believes that a federally mandated systein would
not recognize the state data collection needs, thereby widening rather
than narrowing differences between state and nationat level data collec-
tion objectives. Four of the six states we visited told us that they were
satisfied with the current cooperative data collection approach and that
a voluntary system is preferred, although several members of the Texas
congressional delegation expressed concern about the use of voluntarily
reported state-level data to allocate funds under the Anti-Drug Abuse
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Conclusions

Act of 1986 (a one-time emergency grant) Texas formally protested
ADAMHA's use of the Nassnaw data for this purpaose.”

The collection of substance abuse ard mental health data through coop-
erative efforts has reduced the birden on the states, when compared 1o
federal reporting under prior categorical programs. Also, the darta are
generally available in a tmely manner. However, the data are not com-
parable acroess all states.

Because of limited data comparability, the NASADAD and NASMIPD surv ey
results should not be used for purposes other than obtaining natioral
data on funding, services, and client characteristics to meet congres-
stonal and federal agencv oversight needs The range of uses for these
data beyond oversight will remain limited unless ADAMIA becotnes ore
actively involved in encouraging states to use the national associations’
standardized categories and definitions

“in early 1887, ADAMHA 11sed NASATAD s data, which scvount only for those patients serod by
“slate” agemt: o allocate akvobedd and drug treatment funds avalable under Public Law 9 57Ty
Texas patsents i r the most part recen e e ks fadm aty and county cinies that ane state funded
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Assessment. of the Cooperative Approach
Under the Low-Income Home Energy
Assistance Program

Program
Characteristics

27-052 - 90 ~ 4

States are requured to provide data on services provided and client char-
actenistics through grant applications and their year-end reports The
American Public Welfare Asscciation has developed a standard Jormat
that states veluntanly use when they prepare their requived year-end
program reports This format has increased duta comparability across
states In addition, states voluntanly provide data through telephone
surveys conducted by tins and grantee profiles prepared for Hus by
APVA.

A
Together. those reperts provide a national picture of states’ estimates of
ubligations, o1l overcharge funds, clients served, and types of energy
assistance activities for congressional and federal agency oversight. The
data are timely and reasonably comparable actoss states. In addition,
states reported that they had adequate internal control procedures to
ensure that the data are reasonably accurate. Furthermore, federal data
collection activities for LIHEAP are not perceived as a significant burden
by the states we visited when compared to federal reporting under the
former categorical program for low-income energy assistance.

Fnergy assistance for low-income individuals is primarily a federal
activity funded through LiHEAP, which redesigned the former categorical
program. State and other funds, incfuding oil overcharges, make up a
small but increasing proportion of total program funding. Administered
by the Family Support Administration (rsa) within HHs, the scope of
LINEAP activities is relatively narrow in that the block grant funds four
possible activities: heating. cooling, crisis intervention, and
weatherzation.

Federal funding for 1iEAP has decreased since fiscal year 1986, For fis-
cal year 1988, LisiEAP was appropriated about $1.5 billion. As of March
1988, only two states appropriated their own funds for the program
area, totaling about $17 million—about 1 percent of the federal contri-
bution. In the six states we visited, only Maryland provided funding
amounting to $111.000 for the program. Most state cash assistance
agencies set aside 1LIHEAP weatherization funds for other state agencies
that administer Department of Energy weatherization programs.

The six states we visited used state agencies, local government agencies,
nonprofit organizatiors, or some combination of the three to provide
1nEAr services, Each of the six states requires data reporting as a ¢ondi-
tion for subgrants. Moreover, in four of the six states, local funding
awards depend on local agencies’ reporting data to the state agency.
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States Voluntarily

Submit LIHEAP Data

to FSA

FSA cqllects specific state data through three mechanisms: (1) grant
applications, (2) semiannual telephone surveys, and (3) year-end
reports. In an attempt to provide a national picture of LIHEAP activities,
FSA uses data collected through these efforts. In addition, FsA contracts
with the Bureau of the Census and the Department of Energy to collect
uniform national and regional data on home energy assistance.

Requi—red Repo;ts

Voluntary Telephone
Surveys

Grantees, including states, territories, and Indian tribes are required to
apply annually to HHS for their LiHEAP grants. The annual applications
give His officials general information on grantees' use of funds, describe
the eligibility requirements, and describe weatherization programs pro-
vided. In the early years, state applications varied greatly in form and
content mainly because 1S chose not to prescribe how these applica-
tions should be structured. However, the 1986 legislation reauthorizing
LIHFAP required the Secretary of 1us to develop a model plan, which
grantees may use in preparing their applications. The LiiiEar model plan
has since been developed by 1sa, and some states began using it to pre-
pare their fiscal year 1988 applcations,

The program report that grantees are required to subrit is a one-page
summary of the number of households receiving assistance under each
of the four LIIEAP activities, the income level of those households, and
the number of households served with handicapped and elderly
residents. As with the application, Hiis chose not to specify a format for
states to use when preparing program reports. However, when the block
grant was established, arwa, in conjunction with National Governors'
Assoctation and Hus, developed a consistent format for the program
reports. Although the states’ use of the form in the preparation of their
reports is voluntary, Hiis does encourage grantees to use the Apwa form.,
Abeut 90 percent of the states do so.

sa supplements its grant applications and the year-end reports with
data from a contract with Apwa and a voluntary telephone survey In
1983, uhs funded Apwa to develop a national data collection project
called the Voluntary Information System for Energy Assistance. In fiscal
yvear 1987, apwa recvived a 1-year contract to profile information from
the grantees’ applications and to verify information reported. During
fiscal year 1988, A awarded a contract to continue the profiting of
grantees’ applications th=t aPwa started in 1987,
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Appendix i1

Annessment of the Cooperative Approach
t'nder the Low Income Home Energy
Asslstance Program

sa relies heavily on fiscal informaticn collected directly from titirap
grantees through its voluntary telephone surveys conducted in winter
and summer of each year. His mails survey forms about a month before
the telephone contact to allow them time to prepare their information.
The telephone surveys have served as a way of providing fiscal and
caseload estimates to the Senate Cominittee on Appropriations Informa-
tion from the 1984 telephone surveys was used to support the request
for a supplemental appropriation.

Contracted National
Household Surveys

psA also uses surveys conducted by the Bureau of the Census (Current
Population Survey) and the Department of Energy (Residential Energy
Consumption Survey) in preparing its annual report to the Congress. #5a
contracts with these agencies to collect data related to home energy
assistance. Information collected through these surveys allows A to
conduct greater analysis of program activities. The Census Bureau's
Current Population Survey uses standard definitions, such as total
household income, rather than relying on each state’s definition of
houschold income. sa officials believe that data collected nationally
through state program reports can be useful in assessing the overall pro-
grammatic effects of LiEAr when the information is cormbined with the
results of Census' Current Population Survey and the residential energy
consumption survey.

Assessment of the
Cooperative Approach

We assessed the states' efforts to provide data to ¥sa on LINFAP using a
voluntary reporting format to meet federal oversight objectives. We
found that these efforts provide national data on energy assistance
activities in a timely manner for federal agency oversight and budgeting
purposes. State officials believe that the reporting requirements present
a minimal burden. Although state data estimates through the telephone
surveys cause ¥ officials some concern in making cross-state compari-
sons, the internal control precedures in place appear to sutficient to
ensure data accuracy.

Timeliness

FRA gives state agencies about 1 month after instructions and forms are
mailed to prepare for the voluntary telephone surveys. The 1986 tele-
phone surveys and year-end reports were all completed and submitted
in time to be incorporated in His's fiscal year 1986 report to Congress.
The six states we visited told us that their local units generally reported
data in time to be included in their year-end reports.
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Appendix 1

A of the C tive A L]
Under the Low-Income Home Energy
Assistance Program

Generally, timeliness is not a problem for the year-end reports except
for a few local agencies in Pennsylvania that handle the state’s cash
assistance program. The Pennsylvania state agency responsible for
administering LIHEAP also had some difficulty obtaining weatherization
data estimates from other state agencies. The other five states said that
they had no problems with the time frames.

Burden

LIHEAP data collection efforts are minimally burdensome to states. The
six states we visited had few problems in using the voluntary reporting
format developed by APWA because their data systems were based ini-
tially on federal requirements. Thus, data can be extracted from state
management information systems to meet federal reporting require-
ments. The six states said that the costs of national reporting were mini-
mal, usually amounting to less than one staff-day for each of the
telephone survey and the year-end report.

Of the four LIHEAP data collection activities, some state agency officials
said the telephone survey requires additional effort because the data for
the mid-year survey may not be as readily available as are estimates for
the year-end survey and combining weatherization with the cash benefit
part of the program can be difficult. However, Fsa officials believe that
the estimates collected through the telephone surveys are readily avail-
able since the states are being asked to provide estimates that they use
for their own management. Therefore, Fsa believes that the telephone
survey is a minimal administrative burden on states.

Technical Adequacy

Availability

We found that the data collected nationally for LIHEAP are sufficiently
uniform across states to meet statutory reporting requirements, develop
national trends, and promote state information exchange. While the data
do not allow precise aggregation because report definitions vary across
states, these voluntary efforts still provide a general overview of the

program.

All 50 states and the District of Columbia participated in the 1886 tele-
phone surveys and provided year-end reports in time to be incorporated
in HKS's 1986 report to the Congress. Furthermore, the six states said
that all local units reported client and financial data.

Overall, data are generally available for states to report to HHS. How-
ever, weatherization data are not always readily accessible to state cash

Page ¢4 GAO/HRD 89 3 Block Graat Data Collection



97

Appendix L1

Assessment of the Cooperative Approach
Under the Low Income Home Enerygy
Asaistance

Comparability

Accuracy

assistance agencies because some of these agencies set aside a portion of
their funds for other state agencies that administer the Department of
Energy’s weatherization programs. Some state cash assistance officials
had difficulty obtaining data on the use of these funds. As a result, their
reports to rsa did not always include data on income levels and the
number of househotds with elderly and handicapped persons receiving
weatherization assistance.

Although the work performed by Apwa in designing a form for preparing
of the year-end program reports helped to standardize the reports, some
differences in state formats and definitions exist. For example, Mary-
land defines income in terms of groupings that are different from those
requested in the year-end report, Furthermore, according to Fsa. most
states reported elderly recipients as persons over 60, while a few states
defined elderly as persons over 55. These differences are a result of dif-
fering eligibility definitions for program recipients receiving fuel assis-
tance in these states.

FsA reported that it had internal control procedures to ensure that the
data collected from states are sufficiently comparable and reasonably
accurate. Fsa staff review applications and year-end reports for com-
pletencss, and later tor compliance with statutes. Fsa does not, however,
verify household counts, State program officials we visited said that
they have adequate internal contro! procedures over their prograr
data, because of their benefit eligibility concerns.

While internal control procedures appear to exist at the federal and
state agency levels, the information on state expenditures and obliga-
tions 1s based on state estimates. These estimates can hinder data com-
parability and accuracy when aggregating data across states. Therefore,
any national totals presented in HHS's reports to the Congress that are
aggregated from program reports and telephone surveys have a number
of fuotnotes explaining differences in state definitions. As a result, using
certain data collected through the LINEAP cooperative efforts for pur-
poses other than meeting statutory reporting requirements, developing
national trends, or promoting state information exchange may not be
appropriate.
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Assesament of the Cooperative Approach
Under the Low Income Home Energy
Assistance Program

States Disagree Over
Need for More Federal
Definition

FsA officials strongly feel that a federally defined and mandated LIHFAP
data collection system is not necessary because the existing data system
provides reasonably uniform, quality data. Furthermore, ¥sa officials
believe that a mandated LIHEAP data collection system would be contrary
to the block grant philosophy of giving states managerial flexibility to
administer their programs. Three of the states we visited believe that
federal mandates would not improve data collection for LIHEAP. Yet,
Maryland and Virginia believe that such standards could improve the
program, while Pennsylvania believes that the LIHEAP system is already
federally defined.

Conclusions

We generally agree with mia's assessment that the LIHEAP cooperative
data collection efforts provide data to meet its reporting requirements to
the Congress in a timely manner without burdening states with exces-
sive reporting requirements. While the LIHEAP cooperative efforts
increased the comparability of data, there is incomplete reporting of
weatherization data.

We also believe that because the statutes identify specific types of data
that must be collected, states are more willing to use a uniform format
to report such data to £sa. Furthermore, the fact that LIHFAP supports
distinct program activities made it easier for states to collect the types
of data needed at the federal level. More significantly, however, LIHEAP
data collection efforts were enhanced by legislation requiring the Secre-
tary of HHS to develop a model state plan format for state use.
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Assessment of the Cooperative Approach

Under the Community Services Block Grant

Under a grant from nus, the Center for Community Futures conducted a
national survey of (ssG-supported activities in which the Natonal Asso-
ciation for State Community Services Programs encouraged states to
voluntanly participate to provide an overview of the csiG program
Although a few states did not participate, this data collection effort con-
sistently had high state participation: that is. at least 46 states com-
pleted some parts of the survey since 1983, despite the perception that
the effort required substantial additional work for the states we visited.
The result has been an annual report each year providing national sta-
tistics on the numbers of clients, types of ¢sBG-supported activities, and
additional revenues gienerated by the program that are otherwise
unavatable,

While this cooperative effort improved the avallabihity and comparabil-
ity of data, preparation of the long form required a siificant effort.
This burden could be reduced by requesting only minimum data needed
by states and local community achon agencies to inerease state partel-
pation and completion of more parts of the long form In addition. some
states were slow in submutting their responses. and others could do more
to provide data on all parts of the survey As aresnlt, a complete picture
of CSHG activities was not available -

Program
Characteristics

The purposes of ¢siG are broad and diffuse. reducing poverty and assist-
ing low-income residents in gaining self-sufficiency These objectives
were adthorized under the eight categorical programs consohdated into
the block grant and were incorporated into the program with little
change. ¢sBG funds support a variety of direct services:such as educa-
tion, employment, housing, nutrition, income management, and emer-
geney assistance.

States had little involvement in administering community services pro-
grams before the creation of the block grant because the federal govern-
ment directly funded local community action agencies With the advent
of the block grant, states were given responsibility for the program and
authonty over local service providers

Lake LitikAP, the C8BG program is primanly supported with federal rather
than state funds. ¢s86 is also administered by sa, within s, In 1986,
13 states supplemented $320.6 mullion in federal csss funds vwith $15
milhon in state funds. Of the states we visited, Rhode Island has pro-
vided fairly constant state funding of about $250.000 for community
services, while Maryland contributed $205,000 for the first time in
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Under the Community Services Block Grant

1986. For fiscal year 1988, $382 million in federa) funds was appropri-
ated for the program.

In addition to csBG funds, local service providers receive substantial
funding from other federal programs, the private sector, and state and
local governments. The federal programs primarily include Head Start,
community development, and weatherization.

States Cooperate to
Prepare Voluntary
National Reports With
Federal Support

Since their assumption of administrative responsibilities under (S8G,
states have actively participated in a cooperative national data collec-
tion effort undertaken by NASCSP and the National Governors’ Associa-
tion and subsequently administered by the Center for Community -
Futures, which has received an average of $200,000 annually in federal
funds for this purpose. The states provided data to the Center on clients
served, activities funded, revenue sources, and expenditures under
CSBG.!

Although state participation in the Center's effort was voluntary, about
95 percent of the states have provided information for at least some
parts of the survey since 1983. The state participation and the consis-
tency of the data categories from year to year make it possible to iden-
tify trends in program services and expenditures.

Federal funds were provided to the Center in 1982 by the outgoing Com-
munity Services Administration to assist the states in the transition
from the categorical programs to the block grant and from federal to
state management. Since states lacked experience with administering
the earlier programs, the Center’s grant was designed to provide train-
ing and technical assistance to state ¢siG staff and to create an informa-
tion exchange among states. As a necessary first step, the Center
surveyed states to obtain information on staffing, location, resources,
and needs of state agencies involved in (ssG administration.

When s assumed responsibility for csna in 1982, it extended the
Center's grant for trauning, and technical assistance. 1us collaborated
with the National Grvernors' Association an NASCSP in setting up state
information systems that laid the foundation for the current national
oxiG survey. The total national effort cost $440,000 in 1984, according
to information provided by the Center.

"PRA currently has g contrint with NASCSP w collent national data on (C8BG
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Asseasment of the Cooperative Approach
UrGer the Cominunity Services Block Girant

Althcugh changes are made annmally to the survey based on the advice
Oof NASCSE's data committee, the core of the survey remained easengially
the =ame 1p to fiscal vear 1988, when NAscsp began to cenduct the sur-
vey, It collects statistical data on (1) (xse funds available Lo states,

(2) states' distrivution of these funds, (3) other funding -vailabte to
local service providers. (4) numbers and types of local service providerss,
() state ageney administration, (€) expenditure of (316 funds for each
activity identified in the legislation, and (7) numbers of clieats served :n
each activity. These seven activity categonies are catled the "snort™
form. The atates have tne option ¢f using the short form or the “long”
form. which consists of 8% subcategories For fiscal year 1986, 31 states
completed the long form. In addition to statistical data, a section ot the
survey requested nariative highlights of major management and pro-
graunmauc accemplishmernts or outcomes,

Assessment of the
Cooperative Approach

Timeliness

Although the cooperatis ¢ approach to data collection for ¢y had a

hugh state participation rate, state officials pereeive the effort as bur-
derisome. [he comprehensiveness of the long form required a significant
offort for both state and {ocal officials, As a result, fewer states pro-
vided data requested on the long form. Differsnces in state definitions
resulted 1n limited data cemparability. Despite these differences, inter-
nal control procedures at che national ievel appeared to be sufficient

Some states were slow in submitting their responses for the national sur-
vey. The 1986 natioral survey was mailed to states in December 1984,
with a return due date of March 31, 1987. Only 13 states subrnitted their
survey forms by the due date. Another 15 reports were received by
April 30, and another 18 by Septemiber 30, thus feaving 4 reports out-
standing G months after the due date.

None of the responses from the five <tates: we visited was received by
the due date, although Rhode Island's was received in April. Penn-
sylvania asked for a 3-month exiension, which it met. Texas was
received within Z months, and California and Muaryland responses were
received within 3 months of the due date

In Virginia ONBG was notinduded as part of this review tecause the program aecords wees unas il
whle at the time we performed cur work Therefore, we neoviewed only five states under CREXG,
although six states were covered for the other thnve block grants ¢ ADMS, LIHEAP and vducation®
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Assessment of the Cooperative Approach
Under the Commanity Services Block Grant

Burden

Although the Center’s report was due to Fsa in October 1987, its fiscal
year 1986 report was published in November 1987. Forty-six states, the
District of Columbia. and Puerto Rico submitted data for the Center's
fiscal year 1986 report.

Delays in state responses are due, in part, to the national survey
requirement that states report on 100 percent of their local service pro-
viders, rather than a sample or estimate. Consequently, states delayed
their responses until they had received all local submissions. Maryland
and Pennsylvania pointed out that responses of [ocal service providers
are slow in some cases because their priority is on providing services
rather than statistics These two states also said that differences
between program years for financial and programmatic data, as well as
changes in state personnel and data systems, slow down their survey
responses

The five states we visited felt that the preparation of the long form,
which requested detailed information, required substantial work beyond
that required to maintain existing state data bases. Four of the five
states completed the short form and atterapted to quantify the time
spent to complete the form. These states estimated that it took 1 to 2
weeks of state agency staff time. Rhode Island, the only state we visited
that completed the long form, estimated that it took about 12 weeks.
States had difficulty filting out the national survey because their sub-
state data systems are often not modeled after the national survey
However, several states were revising their data collection forms to con-
form to the national survey.

In 1987, three of the states we visited changed their data systems in
order to obtain data needed for the Center survey. Pennsylvania made
an incremental change, adding a new one-page report to those already
required of local service providers. Maryland and Texas made major
changes to incorporate the national service categories and definitions.
These states emphasized that the process of changing data systems is
particularly burdensome. Before the changes, these states did not
respond to certain parts of the national survey. Despite the perceptions
that the survey represented a significant burden, four of the five states
we visited pointed out that they continued to participate primarily to
provide information to the Congress.
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Technical Adequacy

Availability

Although the types of data requested to complete the Center’s short sur-
vey form (40 states) were generally avatlable, the number of states (32
states) completing at least some parts of the long form indicated that
client and program data collected by local service providers are more
difficult for states to obtain than fiscal and management data. Despite
the set of standardized definitions and forms provided by the Center,
the comparability of data (long form) was limited becausc state defini-
tions did not always conform to those of the Center. However, the
Center had internal control procedures in place that appeared to
promote data accuracy.

States have the statutory and contract authority necessary to obtain
local data, although ail states did not participate in the Center survey.
The states we visited may withhold or deny funding if local service
providers fail to provide required reports. They also require local ser-
vice providers to submit annual applications, as well as quarterly pro-
gram and fiscal reports. Local service providers submit applications on
standardized state forms following definitions provided.

From the outset, the national survey has had very high overall response
rates, with at least 46 states completing some parts of the survey. Fol-
lowing the piloting of the survey in 1983, 47 states responded in 1984,
47 in 1985, and 46 in 1986. Of the states that participated in the 1986
national survey, only 39 completed the long form Of these, seven states
provided only partial data. Of the five states we visited, only Rhode
[sland completed the long form of the 1986 survey. Until all states par-
ticipate in the survey and more states complete all of the long form, a
national picture of the program will not be complete.

The states' responses on separate sections of the survey varied, with
high response rates for the six major sections focusing on state adminis-
tration and numbers and types of tocal service providers. For fiscal year
1986, all participating states responded to these sections. These data are
generated directly by states as part of their management function.

Fewer states provided complete responses for other sections of the sur-
vey that requested programmatic data on the expenditure of ¢siws funds
and number of clients served by type of program activity. These data
are matntained and reported by local service providers. For fiscal year
1986, about 74 percent of participating states responded to this section,
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Comparability

Accuracy

The Center's set of standardized forms and definitions increased the
comparability of cSBG data. The survey consisted primarily of close-
ended questions requiring numerical responses. The 31-page question-
naire was accompanied by a 29-page glossary defining CSBG services and
a 15-page set of instructions for completing each data category.
Although the services and clients supported by CsBG are quite diverse,
the extensive instructions and definitions made it difficult for states and
local service providers to describe them in uniform terms.

For example, client numbers requested are unduplicated counts of indi-
viduals. The instructions recognized that some states gather data on
households, or service units, rather than on individuals, but recom-
mended that these data be converted to client numbers. Where this was
not possible, the survey offered six codes to identify numbers that rep-
resent unduplicated or duplicated individuals, households, or service
units. Duplicate counts may occur when clients are enrolled simultane-
ously or sequentially in more than one service uactivity.

The Center reported that it had adequate internal control procedures to
ensure that data were reasonably accurate. First, Center staff devoted
considerable time to training and assisting states in making decisions
about the specific category to which data should be entered. For exam-
ple, states can obtain direct assistance by calling a telephone hotline
located at the Center. This service is designed to improve the compara-
bility of the national data and assist states in developing their own
information systems. Second, a glossary and list of potential services are
distributed alorg with the national survey to assist states in entering
data into similar categories. Finally, because the Center recognized that
reporting funds before the end of a program year required some estimat-
ing, survey instructions provided a methodology for such estimation.

States also reported that they had internal control procedures to ensure
that loca! service providers enter data accurately onto the state and
national forms. These activities include (1) providing written instruc-
tions, (2) seeking clarification from local service providers on specific
items, and (3) responding to telephone inquiries. Pennsylvania augments
these actions with scheduled training sessions for groups of service
providers. Three states we visited indicated that they had made
improvements in internal controls over data collection and reporting
since the inception of the block grant.
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Asnessment of the Cooperative Approach
Under the Community Services Block Grant

Continued Federal
Support Sought

States have sought, through the Center and NAscsp, federal support for
their cooperative effort, and A has been responsive. Since the incep-
tion of the block grant, 1Hs has provided annual average funding of
$200,000 to support the preparation of the national survey and compila-
tion of the responses. States, through Nascsp, were involved in the sur-
vey design. Federal funding, combined with state support, enabled
professional staff at the Center to analyze data across states and pre-
pare the national report.

The annual statistical report generated by the national survey gives the
Congress essential information on how states use ¢ssG funds. However,
increasing earmarks of federal appropriations have severely limited the
amount of federal rsa administrative funds that are available for the
national survey from year to year.

Conclusions

The Center’s national survey increased the availability and comparabil-
ity of cSBG data despite difficulties inherent in the program, such as dif-
fuse program objectives. However, the preparation of the long form
required a significant effort This burden could be reduced by requesting
only minimum data that are needed by the states and the local commu-
nity action agencies. In addition, some states were slow in submitting
responses by the due date, and a few states did not participate in the
national survey. Until all states participate in the (SBG national survey
and more states complete all parts of the survey that request detailed
information, a complete nationai picture of CsBG activities will not be
available on a timely basis.

The key element contributing to increased national data on ¢s8G activi-
ties was the availability of national-level staff, federai financial support,
and the states’ involvement in designing the survey. This initial invest-
ment has paid off in consistently high state participation for at least
some parts of the natioral survey and a willingness by the states to
model their data systems after the national system, despite the burden.
This increase in national data may also be attributed to the value the
states place on accountability to the Congress and the importance of
program information and statistics in maintaining continued support.
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Assessment of the Cooperative Approach
Under the Education Block Grant

Cooperative efforts to collect basic national data on the education block
grant are achieving results, despite difficulties inherent in the extensive
local autonomy granted by the program, the large number of participat-
ing school districts, and the breadth of allowable activities authorized
by law. Concerned that the Congress needs basic program data to justify
continued federal support, state program officials have taken the initia-
tive to issue their own guidance for the uniform preparation of state
evaluation reports required by law. Sixty-three percent of state submis-
sions followed the format in fiscal year 1986, the most recent year for
which submission information was available.

While the states’ initiative has improved the availability and compara-
bility of basic prograrn data, the data were generally not titnely. Aiso,
the data varied in their technical adequacy, in part because of the lack
of specific standard categories for reporting. However, most state offi-
cials we spoke with believe that the preparation of a single evaluation
report covering over 40 former categorical programs has simplified
paperwork procedures and reduced administrative burdens.

State officials are increasingly willing to follow a uniform reporting for-
mat because of the recognized need for national data on the education
block grant. Yet the Department of Education did not compile and sum-
marize data from fiscal year 1986 individual state reports to provide a
national overview, beyond a brief summary contained in its annual eval-
uation report to the Conyress to minimize its role in administering the
program. Furthermore, state officials have not been able to obtain Edu-
cation’s support in developing a cooperative data collection system or
secure federal funding to support preparation of a national report
because the Department wants to limit its role in program admin’stra-
tion. The Elementary and Secondary School Improvement Amendments
of 1988, however, require the Secretary of Education to submit a report
annually to the Congress on the use of education block grant funds and
a report summarizing the reguired state evaluations in 1992,

Program
Characteristics

States, rather than the federal government, are primarily responsible for
administering the education block grant, which consolidated over 40 for-
mer categorical programs into a single block grant. The block grant is to
be used to support a broad range of educational activities: for example,
to promote basic skills in reading, mathematics, and communications; to
support teacher training, guidance counseling, and equipment
purchases; and to target funds to specific students and curriculum
enrichment activities.
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Agency Relies on
Special Studies for a
Program Overview

For fiscal year 1988. $508 million was appropriated for the program.
States must distribute at least 80 percent of the block grant funds to
local educational agencies; the other 20 percent may be reserved for
state use n supporting state and local programs. While the states are
required to develop an equitable formula for distributing the 80-percent
share of federal funds, the LEAs are granted total discretion, subject to
the requirements of the legislation, over how they choose to use their
share of funds. The six states we visited told us that they also have
increaserd administrative and financial responsibility for the program,
but no statutory authority to influence Lias’ decisions on the use of
funds

To receve funds. states must submit applications to the Secretary of
Education at least every 3 years mdicating how they plan to allocate the
state share among authonzed activities. Similarly, 1L.EAs must submit
applications to states indicating their plans. To meet federal reporting
reguirements, states must obtain necessary information from Leas with
a mummuin of paperwork and administrative burden.

Sinee the pi has been inter-
ested 1n how states and LEas have exeraised their new responsibilities
and what changes in education have occurred. As a result, Education
has received congressional requests for national data on such issues as
the use of the state share. the state allocaton formulas for distribution
of the LEa share. and the LEA share tor specific activaties.

Fducation has two strategies to respond to requests tor national data.
Its primary strategy consists of contracting with research firms to con-
duct speciat studies on specifie block grant issues, based on saraples of
states The largest of these studies was a 31 mullion project on the use of
LEa funds for the 1984-85 school year, which was undertaken by SRI
International in 1983 and published i January 1886, A secondary strat-
egy has been to obtain data from all states through their required tri-
ennial applications and annual evaluations, although the states were not
required to submit the evaluations to Education

Education officials view the two strategies as complementary, with
advantages and disadvantages to both Special studies can address spe-
aific 1ssues of current mterest, while minimizing state and local costs
and admunistrative burden by using a sample of states. However, the
studies require separate federal outlays, do not identify national trends
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over time since data are generally collected on a specific school year,
and generalizations may not rgpresent the full universe.

Information from the required state reports minimizes Education’s costs,
identifies trends, and would represent the universe if all states submit-
ted reports containing comparable data in a timely manner. However,
Education officials expressed concerns about the adequacy of the data
obtained. For example, a major difficulty has been the variety of for-
mats, categories, and definitions used by states, which has hindered
attempts to provide a national picture of the education block grant.

States Develop
Uniform Reporting
Format for Required
Evaluations

State officials have taken the initiative to develop a cooperative, uni-
form reporting format for the required state evaluations, but the pro-
cess has been slow, and the format has lacked federal support.
According to state officials, early requests for technical assistance to
develop a format were denied by the Department of Education because
it believed that it lacked statutory authority to become involved in
developing the form or content of required state evaluations.

At the 1984 national conference of state education block grant officials,
state officials responsible for preparing the evaluations established a
work group, which, at a later meeting, developed an outline of data cate-
gories to be used for the evaluations, which was circulated for comment.
In November 1985, the work group distributed the final version to all
state education officials and clearly indicated that use of the outline was
optional.

The outline provides a uniform reporting format for the data most states
collect. It requests basic program data on dollars spent and services pro-
vided but leaves the inclusion of numbers served to the discretion of
individual states. It also seeks program outcome data in statistical or
narrative form. In addition to program data on the state and local
shares, the outline gives states an opportunity to highlight local block
grant projects in narrative form and to identify educational changes and
benefits derived from the block grant.

Assessment of the
Cooperative Approach

States’ efforts to develop an outhne have increased the comparability of
data, but the data were generally not timely and not available from all
states to provide a complete picture of the education block grant.
Despite these problems, the single evaluation report reduced burden on
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state and local educational agencies compared to those required for the
former categorical programs.

Timeliness

States’ voluntary participation in the cooperative data collection effort
was generally not timely. The states were slow in meeting the date
requested by Education, although two states we visited told us that they
had adequate time to prepare the evaluations. Because data are not suf-
ficiently timely, information on all state programs are not available
when Education prepares its brief summary for the annual evaluation
report. While Education informally requests the states to submit copies
of the evaluations to it, states were not statutorily required to submit
them to Education until the passage of the Elementary and Secondary
School Improvement Amendments of 1988.

The existing legislation did, however, require that states make the eval-
uations available to the public. As a public entity, Education first
requested copies of the fiscal year 1984 evaluations by January 31,
1985. Education requests states to continue to provide copies of their
evaluations each year by January 31. States that do not submit their
evaluations by the requested date are contacted by Education to provide
them.

Our review of fiscal year 1986 state evaluations submitted to Education
showed that only 10 evaluations were received by the January 31, 1987,
request date (7 months after the close of the program year for most
states). Another 31 evaluations were received by October 1987, and
another 6 by April 1988, thus leaving 4 evaluations outstanding—15
months after the request date.

Department of Education officials told us that the fiscal year 1986 time-
table is representative of other years, and that the bulk of submissions
typically arrive at the Department during late spring and early summer
in the year after the funds were spent. Fiscal year 1985 state evalua-
tions were summarized by Education during this peak submission
period. However, as data from special studies have become available,
the agency's timetable for summarizing data from the state evaluations
has slowed.

Burden

The states' cooperative data collection effort was generally less burden-
some than reporting under the former categorical programs. Most state
officials we visited believe that a single evaluation report covering over
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49 former categorical programs simplifies paperwork procedures and
reduces the burden. While most «f the state officials described the pre-
paration of the evaluation report as a signmificant effort. they prefer the
cooperative approach to reporting under the categorical programs.

State officials indicated that a single state application and evaluation
now suffice, where multiple applications, reports, and evaluations were
required under the categorical programs Three states we visited told us
that the education block grant data collection is less burdensome than
former categorical programs., and two others caid that it is less burden-
some than other current federal education programs, such as Chapter 1
of the Education Consolidation and Improvement Act.

Despite the reduced federal requirements, five of the six states charac-
terized data collection and reporting under the education block grant as
a significant effort. Both California and Texas estimated that the total
costs of preparing the required annual evaluation exceeded $35.000.
Other state program officials estitnated state costs in terms of the time
spent by staff in data collection, analysis, and report preparation. For
example, this process takes ;35 percent of the time of one state evalua-
tion specialist in Rhode Island and 33 percent of the time of two evalua-
tion staff members in Pennsylvania

States generally have not made significant changes in their data collec-
tion systems to accommodate the cooperative reporting format for eval-
uations Three of the states we visited told us that their data collection
systems yielded the necessary information without major changes
Pennsylvania assisted in the design of the uniform reporting format,
using 1ts existing state data collection system as a model, thus easing 1its
burden of accommaodation. California, on the other hand. does not use
the cooperative reporting format, because state officials believe that col-
lecting data on all the national categories would significantly increase its
admnistrative burden.

Virginia state education officials told us that they were more flexible
and willing to work toward a national reporting format at the outset of
the program before they developed and put in place their own systems
to meet the federal reporting requirements Once i place. though, they
expressed some reluctance to make changes.

Technical Adequacy

Full state participation has not yet been achieved. although states are
increasingly willing to voluntarily submit data to Education. The states
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Availability

Comparability

we visited require LEAs to use standard categories for reporting data to
the state agency, but the lack of standard categories for preparing
annual evaluation reports resulted in a wide variation of data that were
not comparable at the national level. However, individual states gener-
ally had internal control procedures to ensure that the data reported by
the LEAs were reasonably accurate.

The state evaluation reports generally provide basic programmatic data
on the LEA share of dollars used for educational activities and student
participation in the program. Financial data in the evaluation reports
could provide a national picture of the use of education block grant
funds by LEAs. However, until all states submit their evaluations, a
national picture of the program will not be complete.

The states’ voluntary use of the outline improved the comparability of
basic program data, but many states have not adopted the national
reporting format. Nonetheless, use of the outline has increased from 27
percent for fiscal year 1985 to 63 percent for fiscal year 1986 submis-
sions. Because of states’ increased willingness to follow the outline in
preparing their evaluation reports, financial data could be compiled for
those states.

The outline is organized around the allowable uses of education block
grant funds that are specified by law. Since grant applications must
indicate how funds will be distributed among programs within these
allowable uses, most states already collect these data.

The outline, however, does not include standard definitions of terms;
instead, activities are defined by reference to federal laws and regula-
tions governing the former categorical programs. The national outline
does not define state administrative activities either. However, this lack
of guidance is of less significance given that these activities are to be
described rather than quantified.

Numbers of students or staff served with local education block grant
funds are not requested in the outline because of definitional difficul-
ties. Most states do report these data. However, there is a high likeli-
hood of double-counting where the same students are served by more
than one activity. Also, there are possible inconsistencies in identifying
students that used instructional resources, such as library books and
computers. The policy of one state we visited, for example, is to count
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Accuracy

total school enrollment, unless the resource is used by an identifiable
group of students.

States we visited reported that they had internal control procedures in
place to ensure that data reported by LEAS were consistent and reasona-
bly accurate. They require applications from LEAS on state forms using
standard state definitions of educational activities expenditure catego-
ries. Before approval, these applications are reviewed by state staff tor
completeness and internal consistency. For example, Maryland and
Pennsyivania enter data into computers that are programmed to con-
duct error checks.

The states we visited require LrAs to submit annual evaluations using
state forms. Most of these forms are tailored to individuzl projects and
consist of a few open-ended questions calling for a narrative response.
Five of the six states also require separate quarterly or annual financial
reports; all require audits. In addition, five states conduct periodic moni-
toring visits to LEAs at which time several federal- and state-funded
activities are reviewed. .
Despite the fact that the education block grant funds represent less than
1 percent of total speading for education programs, the states we visited
told us that they did not commingle federal and state funds, and they
required LEAS to keep separate records of education block grant
expenditures.

States Seek Agency
Support for
Cooperative Effort

Although state program officials we spoke with are generally satisfied
with the cooperative approach to data collection and reporting under
the education block grant, they arc aware of the problems of timeliness
and lack of voluntary use of the national format by all states. They
believe that the Department of Education’s support may encourage more
states to use the national format and that a streamlined evaluation for-
mat would reduce the burden on states and LEAS.

Education has attempted to minimize federal involvement in administer-
ing the education block grant as well as the states’ reporting burden by
limiting requirements to those specified in law. As a result, no data
requirements, report formats, or standardized definitions beyond thuse
in the education block grant legislation have been imposed through fed-
eral regulation. Program guidelines are provided as advisory and
nonregulatory guidance and have tended to paraphrase the Jaw. State
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officials we visited said Education has not obliged their requests for
assistance in developing state and national evaluation formats because
Education officials believe they lack clear statutory authority to pre-
scribe the form and content of the state evaluations. Requests for fed-
eral funding of a national voluntary effort have also been denied to
minimize federal involvement.

Education views its major function under the education block grant as
that of assuring state cumpliance with federal law. Since the law identi-
fies the procedures states must follow in preparing their evaluation
reports, rather than the content of these reports, Education’s review
focuses on evidence that the required procedures have been followed.

Conclusions

The states’ initiative to develop a uniform reporting format has
improved the availability and comparability of data across states,
resulting in an expanded overview of how the education block grant
funds are spent and what education activities are being supported. For
the fiscal year 1986 evaluations, more than two-thirds of the states vol-
untarily followed a uniform reporting format. While states’ voluntary
participation is increasing, timeliness and comparability of data remain
a problem. While states are making positive efforts, the lack of national
leadership in encouraging states to use a uniform reporting format has
slowed the potential of the cooperative effort.

The Cengress has recently passed legislation to require the Secretary of
Education to (1) work with state and LEA officials to develop a model
system that states may use for data collection and reporting; (2) submit
annually a report to the Congress on the use of funds, the types of ser-
vices provided, and the students served; and (3) submit a report to the
Congress summarizing the results of the evaluations in 1992. This legis-
lation should increase the availability of basic national data on the edu-
cation block grant, such as local use of funds and state allocation
formulas for the distribution of federal funds.
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i DEPARTMENT OF HEALTH & HUMAN SERVICES ON & of rasector Ganeca
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Mc. Lawrence H. Thompson
Assistant Complrcller Jeneral
U.5. General Accounting Cffice
Washingtpn, D.C. 20548
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g Enclosed are the Department's comments on your draft report,

J "Block Grants: Federal and State Cooperation 1n the Cevelopment
) of National Data Collection Strategies.” The enclosed comments
| represent the tentative position of the Depariment and are

| subject to reevaluation when the final version of this report 1s
|

i

|

|

|

|

|

.

I

received.

The Department appreciates the opportunity to comment on this
draft report before 1ts publication.

.- Sincerely yours,
e

WSOy

Richard P. Kusserow
Inspector General

Enclosure
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COMMENTS OF THE DEPARTMENT OF HEALTH AND HUMAN SERVICES

We agree with the draft report summary that a cooparative,
voluntary approach to data collection is a viable way for Federal
policy makers to obtain national block grant data for program
oversight purposes. The Department has adopted this approach for
the six block grants for which we have responsibility. Voluntary
systeas, with national leadership, are the most effective and
least wasteful way to ensure the relevancy and accuracy of the
information collected. Although mandatory systems have
superficial appeal, experience demonstrates they guickly lose
both relevance and reliability.

GAQ_Recommendation

We recommend that the Secretary of HHS work with national
associations representing state officials to increase the
comparability of data collected under the ADMS block grant by:

1. Entering into an agreement with appropriate national mental
health associations, such as NASMHPD, to collect annual
State-level data on mental health activities and client
characteristics.

Departgent Comment

The Department, through the Alcohol, Drug Abuse, and Mental
Health Administration, has been working with the National
Association of State Mental Health Program Directors to enhance

state-level data, including those pertaining to client
characteristics. We will continue these efforts.

GAQ_Recommendation

2. Encouraging states to work with natidnal associations, such
as NASADAD and NASMHPD, to achieve greater comparability
across state data systems in their use of standardized
categories and definitions to coiloct data with respect to
substance abuse and mental health activities.

Department Comment

We concir. The Department is attempting to help states achieve
greater data comparability. ADAMHA is working with national
associations to help establish data subcommittees to address
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uniforsity and cocnsistency in reporting formats znd definitions.
We contriuute to this effort through financial support of state
stafr participation and by convaning state worX groups.

GAQ Recommendation

3. Participating in periodic efforts by the national
associations to revise their data ccllection instruments.

Repartment Commens

We concur. The Department, acting through ADAMHA, will coatunue
to participate in the efforts of the states and tneir national
associaticns to improve the data collection instruments.

CAO Recommendation

¥We also recommend that the Secretary work with states to improve
data comparability and increase tne number of states reporting
data on households rece.ving assistance tc veatherize their honmes
under LIKEAP by-~

--encouraging states to use the format developed by AFWA to
report LIHEAP dats, and

--ercouraging more states to repart LIHEAP weatherization
assistance data.

Repartrent Comment

We concur and are pursing these objectives by working with
weatherization couponents in states, with the National Energy

. Assistance Directors, and with the Department of Energy's

Weatherization program officials. We have sponsored jcint
conferences with DOE and will continue these efforts.

GAQ Recommendation

We recommend that the Secretary work with states to increase dat:
comparability and minimize burdens on state and local agencies
under CSBG by
--participating in cooperative efforts, such as with NASCSP,
to ensure that data elements and categories piovide
inforxation needed at the state levels, and

~-encouraging states to fully participate in the national
survey.

Pepartpent Comment
We agree and are doing so through our grant to the NASCSP.
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- Comments From the Department of Education

UNITED STATES DEPARTMENT OF EDUCATION

OFPICE OF THE ASSISTANT SECRETARY
FPOR ELEMENTARY AND SECONDARY EDUCATION

SEP 19 1988

Mr. Lawrence H. Thompson

Assistant Comptroller General

United States General Accounting Office
wWashington, D.C. 20548

Dear Mr. Trompson:

The Secretary has asked that I respond to your request for our
comments on your draft report.

The Department of Education concurs with the recommendations
addressed to the Secretary of Education in the draft report on
Federal and State cooperation in the collection of national
block grant data.

The Secretary of Education plans to develop the cooperastive
data system recently required by Congress by working with State
and local educational agen~ies (SEAs) and (LEAs}. The Chapter
2 Steering Committee composed of SEA coordinators of Chapter 2
activities, will be the vehicle used to coordinate this effort.
The composition of the Committee is representative of the SEAs
in the Nation.

In order to facilitate uniform data collection, the office of
Elementary and Secondary Education will define specific data
categories as elements of the model format for the required
State evaluations. In addition, the steering committee will
work cooperatively to develop a system to inCrease the timeli-
ness of the required State evaluations as well as a format for
a national report based on the results of these State evalua-
tions.

We expect that these activities will be completed by October 1,
1989 to ensure that data are gathered in accordance with
program needs 3s soon as the activities are 1mplemented.

Enclosed are pages with specific comments. Thank you for the
opportunity to comment. 1 and members of my staff are prepared
to respond, 1f you oOrf your representatives have any questions.
Sincerely,
—

imans s

Beryl Dorsett
Assistant Secretary

Enclosutes
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|
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é‘ K> EXECUTIVE OFFAZE OF THE PRESIDENT
OFFICE OF MANAGEMENT ANG BUDGE T
e MA@ TUN 0 C 2001

SEP 16

Mcr. Lawvrence H. Thompson
Assistant Comptroller General
General Accounting Office
Washington, DC 20548

Dear Mr. Thompson:

Thank you for requesting our comments on GAO's draft report
entitled "Block Grants: Federal and State Cooperation 1in the
Development of National Data Collection Strategies” (HRD-88-60
Block Grant Data Collectiocn). We are proud of the flexibility
given to States in collecting data on block grant programs and we
strongly support its continuation.

Basically, we do not object to the report's recommendations,
but we do not necessarily support Federal "seed money" for
rinitial systems start-up costs and ongoing costs for the
ccllection, processing, analysis, and pvblication" for additional
cooperative data collections. We would want to review on a case-
by-~case any funding proposais.

As for problems with the report 1itself, we worcy that the
findings may no longer be fully accurate since the data were
collected in 1986-7 and came only form six States which were
"judgmentally" versus randomly selected. The report states that
"our findings are not intended to be projected to the other block
grants. Likewise, the results from our sample of six States
should not be viewed as reprusentative of experiences in other
States.” With time, we suspect that, with minimum Federal
interference, States will not only improve 1n all aspects of
their administration of block grants but also improve in thelr
cooperation with each other to achieve nationally comparable
data.

sinterely,
o0 e PP
Jimmie D. Brown
Chief, Financial Systems and
Policy Branch
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PEDIATRIC AIDS

s

HEALTH AND SOCIAL SERVICE NEEDS OF INFANTS AND CHILDREN

GAO

United States
General Accounting Office
Washington, D.C. 20548

Human Resources Division
B-236379
May 5, 1989

The Honorable Lloyd Bentsen
Chairman, Committee on Finance
Unites States Senate

Dear Mr. Chairman:

Acquired immunodeficiency syndrome (A1Ds) is rapidly becoming a
major health threat to children. It is now the ninth leading cause of
death among children 1 to 4 years old; within the next 3 to 4 years it
could be among the top five leading causes of childhood death.! The
Department of Health and Human Services (HHS) predicts that this epi-
demic among children will continue to spread to as yet unaffected
communities.

In response to this growing problem, you asked us in December 1988, to
provide information on services available to children infected with the
human immunodeficiency virus (Hiv), which causes aIps. Pursuant to
our March 9, 1989, briefing you specifically asked us to report on (1)
whether children and adults are affected differently by Hiv infection, (2)
the health and social service needs of Hiv-infected children, (3) how
selected cities have responded to the service needs of these children, and
(4) certain federal programs available to address these needs.

Background

As of February 28, 1989, the Centers for Disease Control (¢pC) had iden-
tified 1,440 AIDS cases among children under 13 years old.? Of these chil-
dren, 800 have died. Nearly 76 percent of the pediatric AIDS cases have
been black and Hispanic. Appendix I provides a current profile of pedi-
atric AIDS in the United States.

The Public Health Service predicts that ty 1991, as many as 20,000 chil-
dren will become Hiv-infected and 3,000 will have contracted AIDS. In
April 1987, the Surgeon General of the United States reported that as
many as 2,000 more children may have symptoms of HIV infection, yet
not fit specific AIDS diagnostic criteria Moreover, for each reported case
of pediatric AIDS, KHS officials estimate that 2 to 10 times more HIv-
infected children may not manifest overt symptoms of the disease.

'Final Reﬁ of the %'s Work Group on Pediatnic HIV Infection and Disease, Department of
el uman ices, Nov 18, 1088

“Ttus estimate understates the pediatne AIDS prodlem because of underreporting and because the
CDC surveulance definition for AIDS does not include all children wath HIV infection
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Objectives, Scope, and
Methodology

As agreed in discussions with your staff, we surveyed the status of
health and social services for tiv-infected children in five communities.
New York, New York; Newark, New Jersey; Los Angeles, Califorma;
Houston, Texas; and Cleveland, Ohio. We selected these cities to reflect
differences in geographic location and pediatric caseloads The distnbu-
tion of AIDS cases in these five cities is shown in table 1.

Tabte 1: Cumulative Number of Pediatric
AIDS Cases in Selected Cities (As of
February 28, 1989}

Number of

pediatric AIDS Percent of total
Metropolitan area of residence cases pediatric AIDS
New York ’ 391 272
Newark : 85 59
Los. Angelés 48 33
Houston 24 17
Cleveland 5 03
Total ) 553 38.4

Source Centers (or Disease Control HiV/AIDS Survedlance Report March 1389

For these cities, we conducted telephone interviews about local services
for siv-infected children with state and local health departments, foster
care agencies, Medicaid offices, and community-based health and child
care providers. We also discussed federal programs that serve Hiv-
infected chuldren and their families with Hits officials, including repre-
sentatives of the Health Resources and Services Administration (HKsA),
the Health Care Financing Administration (Hcra), and ¢npC Finally we
reviewed the literature on pediatric Al (see bibliography)

Although we did not ebtain written agency comments on this report, we
verified specific sections with key state and local gov ernment officials
and community-based providers for completeness and accuracy. We con-
ducted our review between January and April 1989 in accordance with
generally accepted government auditing standards.

HIV Infection Differs
in Children

The HIV virus causes AiDs by damaging the human immune system. How-
ever, virus transmissior, diagnosis, manifestation, and treatment differ
between adults and children.

Mothers Transmit the
Virus to Their Children

Adults are infected primarily through sexual contact or intravenous
drug use; in contrast, nearly 80 percent of children with Alis acquired
the virus from their infected mothers. The vast majority of these women
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contracted the disease through intraveaous drug use or sexual contact
with Hiv-infected partners. Epidemiological evidence suggests that an
infected mother transmits the virus to her infant either across the pla-
centa during pregnancy or through blood contact during delivery.
Recent data also indicate that Hiv can be transmitted after birth by
ingesting infected breast milk.

The majority of the remaining pediatric AIDS cases (about 18 percent of
all cases) acquired the virus through transfusion of contaminated blood
or blood products. (About one-third of these children are hemophiliacs.)
However, the screening of donated blood for Hiv antibodies since March
1985, and the heat treatment of blood plasma products to Kill the virus
have virtually eliminated this mode of HIv transmission. The route of
transmission for the remaining cases is undetermined.

Diagnosis in Children Is
Difficult

Unlike adults, the presence of Hiv antibodies in newborns does not
always indicate that the child is actually iafected with HIv. During preg-
nancy, Hiv-infected women transmit their own HIv antibodies to their
unborn babies. During this time, they may also transmit the virus to the
fetus. For as long as 16 months after birth, infants can test positive for
antibodies, although they may not be Kiv-infected. Between 20 to 60 per-
cent of those infants are actually infected with the virus and at risk of
eventually contracting the disease.

Recent studies show that some children without Hiv antibodies may
carry the virus. Therefore, laboratory tests tc detect the virus as well as
antibodies may be needed to diagnos+ Hiv infecion in children.

Clinical Manifestations
Differ in Children

In 1987, coc revised its surveillance definition to highlight clinical and
diagnostic differences between adult and pediatric A1ps. Unlike adults,
children with AIns can develop lymphoid interstitial pneumonitis (a form
of lung inflammation}, but rarely develop Kaposi's sarcoma (an invasive
skin cancer). Moreover, many infected children are low birth weight
habies and fail to grow according to norms for their chronological age.
Over half of the infected children have central nervous system deficien-
cies, resulting in developmental delays and neurological abnormalities.

The typical life span for children with AIDs ranges from 12 to 18 months,

but may be lcager. Survival times are shorter for infants and longer for
children who are infected later in life. The life span of children who
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acquired AIDS before or at birth does not appear to differ significantly,
however, from the life span of children with transfusion-acquired AIDS.

Treatment for Children Clinical specialists acknowledge that drug therapy research for Hiv-
; infected children has lagged behind that for adults due to cultural and
Lags Behind Adults ethical concerns. Moreover, in certain states Hiv-infected children who
are wards of the state may be barred from participating in clinical trials
because of legal restrictions.

The National Institutes of Heaith is expanding its pediatric clinical trials
(see app. II) to develop treatment therapies for various infections associ-
ated with Hiv infection. Current therapies have been shown to reduce
the iincidence of infections likely to affect Hiv-infected children.

~ s Children with HIv infection experience a wide range of illnesses requir-
HIV-Infected Children ing different levels of care. Specifically, in acute stages, these children
Need Many Health and need inpatient hospital care, often in intensive care units. When symp-
Social Services toms subside, these children can be cared for in the home, with varying
{evels of medical support and social services.

The literature we reviewed showed that most Hiv-infected children are
born to families who are already facing poverty, drug abuse, parental
HIV infection, and educational problems. As a result, their complex social
and medical needs strain the resources and energies of families and of
health and social services systems. Without home-based care, foster
care, and support services, these children are at risk of extended and
costly hospital care, most of which is provided by public hospitals and
paid for by the Medicaid program.

Home-Based Care Health experts agree that, whenever possible, health services for Hiv-
infected children should be delivered at home to promote maternal
bonding and to provide adequate environmental stimulation for the
child’s development. Because the Hiv-infected child requires considera-
bly more specialized in-home medical care than a normal healthy child,
parents and caretakers need special training.?

ICDC recommends that parents and caretakers should follow infection control measures, such as
hand washing and the use of gloves, when the potential exists for exposure to the infected child’s
biood and other bodily Nuids
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In many instances, the child’s medical needs require the help of home
health care nurses. These specialists can provide medica! monitoring,
oxygen, supplemental nutrition, intravenous drug therapy, and intrave-
nous nutrition. In addition, home health aides can help parents with the

-child's daily care and homemakers with managing the househo!d.

Foster Care Families and
Group Homes

When the parents or relatives of HIv-infected children are unable or
unwilling to care for such children, health care experts believe that fos-
ter care families or group homes are better alternatives than inpatient
hospital care. Foster care for these children may be difficuit to find,
however, because the foster care systems in some communities are
already overburdened.

Some studies indicate that foster parents may be less willing to take
these children into their homes because of the psychological stress or
the stigma that caring for an Aips child brings with it; at the same time,
they may not be able to obtain respite care that they occasionally need
to ease these burdens. Other studies cite the foster care parents' fear of
infection as a major constraint in recruiting foster care families.

Foster families need to be aware of the HIv antibody status of children to
provide appropriate health care. In 1985, cbc recommended that adop-
tion and foster care agencies consider screening children who are at
increased risk of HIv infection as part of their routine medical evalua-
tions before placing the child in a foster or adoptive home. cDC specifi-
cally advised close medical monitoring for Hiv-infected children because
they are more susceptible to frequent infections and may react
adversely to childhood immunizations.

Human services agencies can identify high-risk children to determine
the need for HIV screening. However, these agencies must also deal with
the need for confidentiality of test results. Furthermore, they may be
liable for either breaching confidentiality of test results or failing to
inform foster families about potential exposure to KIv. The cities in our
review follow their state’s screening policy. Only New Jersey routinely
tests all high-risk foster care children. The other four states require HIv
screening of high-risk children only when it is medically indicated.

When natural or foster families are not available, small group homes
providing congregate care for Hiv-infected chiidren are considered to be
a more appropriate setting than inpatient hospital care. Group homes
hire staff or recruit volunteers to care for foster children. By law, they

Page 8 GAO/HRD-86-96 Pediatric Aids



124

B-235379

serve no more than 25 children These homes can be temporary resi-
dences for children wiiting to return to their parents or awaiting foster
care placement.

Group homes can also be used as perniarent ptacements to provide
higher levels of care, incluaing intermediate or hinspice care, for 1hv-
infected children Health experts agree that interimediate cace facihues
are appropriate for siv-infected children who need subacute medical
services, such as oxyvgen catheterization, or physical rehabilitation.
Also, hospice care provides pain relief to the ternunaily ill child with
Alls and supportive services to both the child and family.

Famlies with an niv-antected child also require social support. such as
transportation to healtl. services and legal guidance to arrange for cas-
tody n the event of the parent’s death. In addition, speciahzed day care
programs for Hiv-infected children who cannot be integrated into regular
day care ¢ n provide medical, social, and educational supervision of the
child and respite care for their parents Parents, siblings, and relatives
of aIps children may also nieed extensive mental health and psychosocial
counseling services to cope with terminal illness in the family. This
counseliny ‘nay concern the illness of the child and other family mem-
bers. Ofte: the diagnosis of a child’s Hiv infectiun is the first indication
that the m: ther, and possibly the father and siblings, are infected.

Support Services

tina? Health and social services providers in our review have established cer-
C}tléS Response to the tain comur inity-based services to prevent unnecessary hospital care for
Needs of HIV-Infected  wn-infecte i chitdren. Despite their efforts, some services in these cities
Childreh ’ are limitec or nonexistent Communities who face large pediatric ais
cases may ave to expand their health and social service systems.

Home-Based Care Providers 1 all cities reported that home health care for Hiv-infected
children a -d their families was available, but more was needed. Provid-
ersin New York and Los Angeles also told us that they believe that
home healih providers were hol adequately trained and skilled to care
for these children.

Page 6 GAO, HRD-R9-96 Pediatric Alds
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Foster Care Families and
Group Homes

27-052 - 90 - 5

Los Angeles. Houston, and Clrveland do not have large numbers of Hiv-
infected children in foster care. However, providers in Los Angele~. and
Houston report that they will need more foster families and group
homes in the futuie On the other hand, New York and Newark cur-
rently face a shortage of foster families willing to care for Hiv-infected
children. These two cities use strategies to improve recrutting of foster
care families that include contracting with private child placement agen-
cies and setting higher reimbursement rates for Hiv-infected children.

New York City's child welfare agency (the New York City Human
Resources Administration) contracts with private agencies to recruit
foster care parents. Two private agencies, Leake and Watts Children's
Home and Project Hope of the New York Foundling Hospital, specialize
in locating homes for Hiv-infected children. According to the clinical
director at Mount Sinai Medical Center in New York City, the city's
active recruitment of foster homes for Hiv-infected children has reduced
the number of babies unnecessarily hospitalized.

As incentives to recruit foster families to care for Hiv-infected children,
New York and New Jersey have set high foster care rates for such chil-
dren. New York pays $1,177 per month for foster care for an Hiv-
infected child, compared to $355 to $483 per month for care of a non-
Hiv-infected child. In New Jersey, the enhanced rate for Hrv-infected
children 1s $950 to $1,200 per month, depending on the stage of illness,
compared to $266 per month for non-Hiv-infected children. Although
Texas, California. and Ohio do not have specific rates for these children,
they have set higher maintenance rates for all foster care children who
have been determined to have special needs. These include Hiv-infected
children.

Four cities in our review—New York, Newark, Houston, and Cleve-
land--provide transitional or permanent group homes for Hiv-infected
children. The alps Resource Foundation established St. Clare's Home
near Newark as a transitional group home for a maximum of five Hiv-
infected childien. The Hale House for Infants, Inc., is a group home in
New York City that serves seven Hiv-infected children in addition to
drug-dependent children. In Los Angeles. a group home for Hiv-infected
children has been incorporated, but has not yet obtained initial funding
to become operational.
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Providers in New York, Newark, and Houston identified the need for
more permanent homes for Hiv-infected children who require extra med-
ical attention. The Children’s Center operated by Herbert G. Birch
Community Services, Inc., is a permanent group home offering compre-
hensive residential services, including medical surveillance for HIv-
infected developmentally disabled children in New York City. The Chil-
dren’s Home in Houston provides hospice care and the Collette Marie
Infant Home in Avon, Ohio cares for terminally ill children with A1Ds.

Support Services

Providers in New York, Los Angeles, Houston, and Newark told us of the
need for more mental health and counseling services or social support
groups for families who care for HIv-infected children. In addition, prov-
iders in all cities noted that transportation to and from physician offices
is needed. Providers in Los Angeles and Newark stated that legal sup-
port for Hiv-infected children is also needed.

Therapeutic day care centers with respite care for parents at the Bronx
Municipal Hospital Center in New York City served 26 HIv-infected chil-
dren and Babyland Nursery, Inc., in Newark served 10 such children.
Despite these specialized day care facilities for HIv-infected children,
providers in these two cities reported the need for more day care. In
addition, providers in New York, Los Angeles, Cleveland, and Newark
reported that respite care was an unmet need.

Federai Programs
Available to Address
the Service Needs of
HIV-Infected Children

Certain federal programs are available to fund health and social services
for Hiv-infected children and their families. The objective of two of these
programs—the Medicaid Home and Community-Based Waiver and the
HRsA Pediatric AIDs Demonstrations—is to allow these children to con-
tinue to live in the community in a more cost-effective setting.

Medicaid Home and
Community-Based Waiver

Section 2176 of the Omnibus Budget Reconciliation Act of 1981 estab-
lished what are referred to as home and community-based waivers.
These waivers, designed by the state and submitted to HCFA for
approval, expand Medicaid eligibility and the range of allowable
services.

HCFA granted waivers to New Jersey, California, and Ohio to provide
targeted health care and related services—such as case management,

. home care, and nursing—to persons with AIDS or AIDS-related complex

Page 8 GAO/HRD-86-96 Pediatric Alde



127

B238379

(ARC), which can also be debilitating or fatal. Texas submitted a waiver
application in 1988, which HCFA rejected because all program require-
ments were not met. The state is planning to resubmit its waiver appli-
cation in June 1989. Of the cities in our review, only Newark was
affected because New Jersey had implemented its waiver ard as of
December 1988 was providing targeted services to 31 Hiv-infected chil-
dren under § years old and children with AIDS or ARC of any age in Essex
County (Newark).

The Medicare Catastrophic Coverage Act of 1988 added a new Medicaid
Home and Community-Based Services Waiver authority under section
1915(e) of the Social Security Act. Under this provision, states could use
these new waivers to provide services for children who are Hiv-infected
or drug-dependent at birth. The waiver program targets children under
6 years old who are or will be placed in foster or adoptive homes.
According to an HCFA official, no state has yet applied for this waiver.

Pediatric AIDS Health
Care Demonstrations

To improve coordination between services, HRSA funded Pediatric Ains
Health Care Demonstration projects for children, youth, and women of
childbearing age who are Hiv-infected or at risk. These projects support
comprehensive ambulatory and community-based services for HIv-
infected children to minimize health care costs.

In fiscal year 1988, the program awarded 13 grants for about $4.8 mil-
lion. Organizations in three of the cities we reviewed—New York, New-
ark, and Los Angeles—received funding from these grants. HRSA
expected to spend about $7.8 million in fiscal year 1989, and requested
another $7.9 million to fund these projects for fiscal year 1990.

Title IV-E Foster Care
Maintenance

‘Title IV-E of the Social Security Act authorizes funds for foster care of

children who are eligible for Aid to Families With Dependent Children.
Under this title, the federal government provides matching funds to the
states for both the maintenance and administrative costs of foster care.
All cities we reviewed used title IV-E funds to pay a higher reimburse-
ment rate for foster children with special needs, including Hiv-infection.
In addition, New York State supports foster group homes with title IV-E
funds.
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CDC AIDS Information
Clearinghouse

cDC's National Aips Information Clearinghouse, established in 1987, is
developing data bases of available resource organizations and materials
and is already responding to professional inquiries. According to a cbc
official, the clearinghouse is expanding its data bases on AiDS and the
demand for clearinghouse services to assist localities in developing
information networks is overwhelming.

Summary

Most Hiv-infected children are from low-income and disadvantaged fami-
lies who have limited access to adequate health care services. As a
result, these children and their families rely on public health and social
services systems. In some communities, these systems are already
overburdened. Consequently, these children are at risk of long and
costly hospital stays that tend to reduce the overall quality of life com-
pared to & home environment.

In communities we reviewed, foster care, home health care, and support
services have been developed or expanded to help reduce the time HIV-
infected children spend in the hospital and the resultant health care
costs. All communities reported, however, inadequate current capacity
to meet the demand for certain services, such as day care, group homes
that provide intermediate level care, respite care, mental health counsel-
ing, and transportation. Some federal support is available to fund these
services.

As agreed with your office, unless you publicly announce its contents
earller, we plan no further distribution of this report until 30 days after
its issue date. At that time, we will send coples to interested parties and
make copies available to others on request. A list of major contributors
is in appendix III.

Sincerely yours,

;waé{.w

Janet L. Shikles
Director of National and
Public Health Issues
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HCFA Health Care Financing Administration
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" Appendix

Number-and Characteristics of Pediatric AIDS
in the United States (As of February 28, 1989)

Transmission

categories Cases Percent Race Cases Percent
Pennatal - 1126 7182 Wmte 33 235
Biood transfuson T eiack T s T s27
T(nciudng hemophilia) 261 181 Hspanc 30 229
“Undetermined 53 37 Otherfnkrown 12 08
Cumulative Total 1,440 777 " Ty "~ T 7

Note Percentages may not add to 100 percent due to rounding
Source Centers lor Disease Control HIV/AIDS Survedlance Reporl March 1989
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National Institutes of Health AIDS Pediatric

~Clinical Trials

As of April 14, 1989, three institutes at the National Institutes of Health
(Ni)—the National Institute of Allergy and Infectious Diseases (NIAID),
the National Cancer Institute (Nc1), and the National Institute of Child
Health and Human Development (NicHD)—have treated over 500 pediat-
ric patients in protoco!ls designed to test the efficacy of drug treatments
for HiV infection Five more protocols are currently under development
at NIH.

The drugs under study or about to be studied, alone or in various combi-
nations, are

azidothymidine (azT),

dideoxycytidine (dadc),

dideoxyinosine (ddl),

soluble CIM,

immune system stimulator Human Macrophage Colony Stimulating Fac-
tor (rH-GMCYF), and

intravenous gamma globulin (1viG).

The Office of alds Research at \IH provided information on the protocols
underway as of April 14, 1989. Specifically, Nalb protocols include

phase 1 evaluation of Az7 in children with AIDS or ARC,

a multicenter trial to evaluate oral AZT in the treatment of children with
symptomatic HIV infection,

clinical trial of the efficacy of IVIG in the treatment of symptomatic chil-
dren infected with Hiv,

a multicenter phase I trial to evaluate the safety and pharmacokinetics
of intravenous and oral AZr 1n infants with perinatal Hiv exposure, and
a double-blind placebo controlled trial to evaiuate Vi in children with
symptomatic HIV infection receiving AZT.

The Nt protocols include

evaluation of AZT by intravenous infusion of delivery in children with
symptomatic HIV infection;

evaluation of AZT by Bolus infusion and, or intravenous infusion;

phase T evaluation of ddc,

phase [T evaluation of oral azr;

evaluation of continuous intravenous infusion AzT administered together
with rll.GMCSF to overcome bone marrow suppression;

" This protocal 1s sponsored by NCHD
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phase [ evaluation of ddl in children with symptomatic HIv infection;
evaluation of alternating AZT and ddC in children with Hiv infection;
randomized clinical trial comparing continuous intravenous infuston of
AZT to oral sustained release as oral intermittent therapy; and
evaluation of recombinant soluble cp4 for children with symptomatic HIv
infection, including newboms and pregnant women.

Table I1.1 shows the locations of the AIDS pediatric clinical trials units.

Tabie I1.1: NIAID AIDS Pediatric Clnical
Trials Units

Trials Unit Chity

University of California at San Diego Medical Center San Drego, CA
University of California at San Francisco San Francisco, CA
University of California/ L A Center for Health Sciences Los Angeles, CA
Lniversity of Miami School of Medicine Miami, FL
Ciildren’s Memonal Medecal Center Chicago, IL

Tha Johns Hopkins Unversity } Baltimore, MD
Chidren’s Hospital Corporation Boston, MA
Boston City Hospilal Boston, MA
New Jersey Medical Schoal Newark, NJ
Belle rue Hospital Center New York, NY
Mount Sinai School of Medicine New York, NY

TCZe Piesbyterian Hospital/ Columbsa Presbyternan Medical  New York, NY
nter

Baylor College of Medicine Houston, TX

Source Matonal Institutes of Health Office of AIDS Research. Apeit 1989
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Appendix Il

Major Contributors to This Report

Janet L. Shik!es, Director of National and Public Health Issues.

Human Resources (202) 276-5451
DlVlSlon, Cynthia Bascetta, Assignment Manager
Washington, D.C.
i i Donald B. Hunter, Regional Manage;:'nt Representative -
Boston Reglonal Office Teruni Rosengren, Evaluator-in-Charge

Anne Thomas, Evaluator
Susan W. Cooper, Evaluator
Tracey G. Westbrook, Evaluator
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HeALTH CARE

HOME CARE EXPERIENCES OF FAMILIES WITH CHRONICALLY ILL CHILDREN

United States
General Accounting Office
Washington, D.C. 20548

Human Resources Division

B-231228

June 20,1989

The Honorable Lloyd Bentsen

Chairmar, Committee on Finance

United States Senate

Dear Mr. Chairman:

In response to your request, we are submitting this report on home health care for
chronically ill children. We reviewed the experiences of families with such children in

obtaining necessary medical and support services in the home.

Copies of the report will be sent to the Department of Health and Human Services and to
others.

This report was prepared under the direction of J. William Gadsby, Director,
Intergovernmental and Management Issues. Other major contributors are listed in appendix
VIL

Sincerely yours,

L“u»\w& “-R‘E‘M“Om

Lawrence H. Thompson
Assistant Comptreller General
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Executive Summary

Purpose

From 10 to 15 percent of all U. S. children have a chronic health condi-
tion, health researchers estimate, and about 1 million of these have a
severe form of the condition. Historically, children with severe chronic
conditions remained in hospitals for treatment. However, advances in
medical technology have moved much of the treatment to the home. The
Senate Finance Committee asked GAO to review the experiences of par-
ents with chronically ill children in obtaining necessary mediecal and
support services in the home.

Background

In general terms, a chronic illness is a condition that lasts for a substan-
tial period of time and hes continuing and often debilitating effects.
Some conditions are rare, while others are common; some illnesses are
life-long, but a number can be corrected during childhood. Years ago,
children born with certain of these conditions would not survive, but
medical advances over the past 25 years have reversed that situation.
Today, the majority of chronically ill children survive into adulthood.

While some changes in service delivery and financing have supported
the home care concept, families still reported difficulties in obtaining
needed services. To identify the factors that have hindered or eased ser-
vice delivery in the home care setting, GAO surveyed parents of children
who had the more severe forms of one of 10 selected medical conditions.
(See p. 9.) In a major study, these conditions were considered represen-
tative of the various chronic ilinesses for which parents have difficulty
in obtaining home care.

Working in 11 states and the District of Columbia, GA0 (1) contacted 14
hospitals that cared primarily for children, (2) surveyed 892 parents
whose children were discharged from these hospitals concerning their
experiences and spoke with 96 of the parents to obtain more detailed
information, and (3) queried 60 service providers and organizations in
the local service areas of 9 hospitals about service availability. (See pp.
8-10.)

This work gave GAO broad perspectives on the problems parents expe-
rienced in obtaining care for chronically {ll children. These perspectives
became the basis for examining systemic barriers to obtaining commu-
nity-based care and recommending solutions for overcoming the prob-
lems. Ga0 did not develop potential solutions in the financing area
because these were being explored by the requestor through other
efforts.

Page2 GAO/HRD-86-73 Children's Home Health Care
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Results in Brief

The majority of families had no difficulty obtaining medical services,
but most said they had difficulty obtaining needed support services. In
all but a few instances, the medical services were obtained, while in
many cases support services were not.

Parents told us that three factors commonly accounted for their difficul-
ties. Lacking were financing because of health insurance coverage limi-
tations, information on services available, and a focal point to contact
when help was needed with home care. Parents who did not have diffi-
culty reported that information was available and/or outside help was
provided that made it easier for them to obtain services.

The positive experiences reported by some parents suggest means by
which access to needed services might be improved. Among possible
improvements are (1) consolidating information on existing services and
making it available to all organizations serving chronically ill children,
(2) providing this information to parents during the hospital discharge
planning process, and (3) referring parents who need help in the home
care setting to organizations providing case management services (help
in getting information and coordinating care).

GAO'’s Analysis

Need for Services Varies

Nearly all (98 percent) of the parents surveyed reported their children
needed one or more of seven medical services (see p. 12), particularly
physician office visits and medications. About one-half also needed
equipment and supplies. Their needs varied according to which of the 10
medical conditions the child had.

About three-quarters of the parents reported needing one or more sup-
port services. (See p. 14.) The services most frequently mentioned were
baby sitting, counseling, day care, and transportation. Support service

needs generally did not vary much by the child’s medical condition.

Medical Services Easier
to Obtain Than Support
Services

A little over one-fourth (27 percent) of the parents whose children
needed medical services and just over one-half (56 percent) of the par-
ents needing support services experienced difficulty in getting them.
(See pp. 17-18.) Parents reported that three factors accounted for many
medical and support service difficuities:
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1. Paying for services was most frequently a problem. Insurance copay-
ments and deductibles resulted in significant out-of-pocket expenses for
such medical services as medications, medical equipment, and therapies.
While costly and not covered fully by insurance, medical services
needed by the child generally were obtained. On the other hand, insur-
ance coverage limitations for support services sometimes forced families
to forego services or incur large out-of-pocket expenditures for such ser-
vices as baby sitting, day care, and transportation. (See p. 21.)

2. Lack of information about support services and availability of the ser-
vices was another common difficulty. At the time of the child's dis-
charge from the hospital, parents generally received information on
medical services but not always on support services. Left on their own,
they said they spent an inordinate amount of time and effort finding
services. Some parents could not obtain support services because of the
lack of providers or the refusal of providers to serve their children. (See
p. 23.)

3. Lack of help with home care was experienced by some parents. Such
parents said that their home-care situation would have been eased con-
siderably had someone contacted them after their child's discharge to

see how they were adjusting and to help them provide care. (See p. 25.)

Some Parents Had Little
Difficulty

Some parents had little or no difficuity in obtaining services. In many
areas, providers told GAO that information was available that enabled
parents to locate needed services. Also, some parents received outside
help in the form of case management in the transition to home care. Dif-
ferent forms of case management were provided through a variety of
public, private, and voluntary agencies. (See pp. 27-31.)

Recommendation

Policy and program guidance are needed to facilitate the consolidation
and publication of information on services for chronically ill children
and ensure that case management services are available when needed.
GAO recommends that the Secretary of Health and Human Services
direct the Office of the Assistant Secretary for Health to take a leader-
ship role in developing such guidance for state maternal and child
health agencies. The policy should be aimed at ensuring that (1) infor-
mation on providers and services in a given community is consolidated
and made available to organizations serving chronically il children, (2)
this information is provided to parents at time of discharge, and (3) case
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management services are made available to those who need direct
assistance.

Agency Comments

A draft of this report was provided to the Department of Health and
Human Services, which concurred with GA0’s recommendation. (See
p.33)
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Chapter 1
Introduction

Scope

We based our review on children who had the more severe forms of the
following 10 conditions:

Juvenile-onset diabetes

Asthma

Spina bifida

Cleft palate and other craniofacial anomalies
Congenital heart disease

Leukemia

End-stage renal disease (kidney failure)
Sickle cell anemia

Cystic fibrosis

Muscular dystrophy

Some of these conditions (such as diabetes, cystic fibrosis, and spina
bifida) are long-term, while others (such as heart conditions and cleft
palates) often can be corrected early in life (see app. I). Also, the 10
conditions are among those included in a 1985 study at Vanderbilt Uni-
versity of public policies affecting chronically ill children and their fam-
ilies.! According to the study, the experiences of the families studied
were representative of the problems and costs generally faced by par-
ents in obtaining care for all kinds of chronic illnesses. As the basis for
our detailed review, we used 55 primary diagnoses that medical experts
identified as representing the more severe forms of the 10 conditions.

Our review was performed in 11 states and the District of Columbia.
These locations were selected on the basis of geographic diversity and
variety of public health programs. We visited 14 hospitals that primar-
ily cared for children, choosing those that enabled us to compare par-
ents’ experiences in urban and nonurban areas. Appendix II lists the
states, localities, and hospitals selected.

In addition, we obtained information from recent studies related to
chronically ill children, such as a 1987 report by the Office of Technol-
ogy Assessment and a 1988 report by the Department of Health and
Human Services (HHS).*

'Nicholas Hobbs, James M Pernin, and Henry T 1reys, Chrorucally 1l Chuldren and Their Families
Problems, Prospects, and Proposals from the Vanderbili Rudy, Josey-Bass Inc ., 1385

“Office of Technoiogy A nt, Technology -Dependent Chuldren Hospital v Home Care, A Tech-
nical Memorandum, May 1987, and Department of Bealth and lluman Sernces, T ostering Home and
Community- Based Care for Technology Dependent Chuldren Report of the Task Force on Teu hnokgy
Dependen Children. Apnl 7. 1988
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Iatroduction

Methodology

Parent Mail Survey

Parent Interviews

Local Organization Interviews

To address our study objectives, we contacted parents of chronically ill
children and care providers. In addition to surveying parents by mail
about their general experiences, we spoke with some of them to obtain
more detailed information. We contacted providers in selected local
areas to obtain information about service availability and other matters.
The details of our methodology are presented in appendix II1.

Most children with the 10 chronic conditions we selected are treated at
children's hospitals. Therefore, we asked the 14 children’s hospitals in
our review to help us identify families with such children. During the 12
months ending June 30, 1987, 8,657 children meeting our criteria were
discharged from these hospitals. We selected 2,191 children to survey,
and hospital officials mailed our survey form to their parents (one form
to a family); of these forms, 1,980 went to valid addresses and 201 were
returned as undeliverable.

Parents returned 892 completed forms or about 45 percent of the 1,990
surveys mailed to valid addresses: 621 (70 percent) from urban areas
and 250 (28 percent) from nonurban areas. About 26 percent of the usa-
ble returns provided narrative cormunents. According to our public sur-
vey consultant, the normal return rate for a survey of this type would
have been about 16 to 20 percent, so that our return rate of 45 percent
is considered high, particularly given the sensitivity of the subject. We
were not able to determine the profile of those who did not respond
because of our confidentiality arrangements with the hospitals.

We talked with 96 parents who returned our survey, either in group set-
tings or individually. Their profile was similar to the profile of those
who returned the survey form as to income, insurance coverage, educa-
tion, and the child's condition. In the meetings, we asked them why they
did or did not have difficulty obtaining services in the hume care setting.

When chronically ill children and their parents look for services after
the child's discharge, they turn to the health care and support service
providers in their local area. To ascertain their role, we contacted health
care and support service organizations and providers in the localities we
visited. We asked whether they served our population of chronically ill
children and their families and what information and/or services they
provided. Also, we sought to learn whether and how the service provid-
ers coordinated and interacted with one another.
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Introduction

The interviews gave us broad perspectives on the problems parents
experienced obtaining care for chronically ill childrer. These perspec-
tives became the basis for examining systemic barriers to obtaining
community-based care and recommending solutions for overcoming the
problems.

As this was not intended to be a comprehensive survey of the availabil-
ity of medical and support services in a community, we focused our
review on the experiences of parents. Further, our report contains views
and experiences of only those parents who responded to our survey, and
does not represent all parents naticnally or other parents in the areas
surveyed.

Limitations

Our review was performed in accordance with generally accepted gov-
ernment auditing standards between February and September 1988.
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Families’ Needs for Services Vary

B

.

Families with chro‘ﬂcally ill children at home have diverse needs for
services. Among those most often needed are physician office visits,
medications, baby sitting, counseling, day care, and transportation. The
needs of families in urban and nonurban areas are similar for most ser-
vices. For medical services, the need is great and generally varies by
medical condition. For support services, the need is less and generally
does not vary much by condition.

Need for Medical
Services Great, Varies
by Condition

Nearly all families needed medical services for their children, parent
survey responses showed, and the vast majority needed more than one.
As table 2.1 shows, 848 respondents (about 88 percent) said that they
needed one or more of seven medical services.

Table 2.1: Families’ Needs for Specific
Medicel Services

Service Number Percent
Physicen office visils 823 97
Medications 750 90
Medical equipment 470 55
Medical supphes for equipment 464 55
Rehabilitative and other theraps 273 k-4
Skilled nursing visits 208 P
Physician home visits 102 12

Note Of the 865 vaii responses o GAD's question about medical service needs, 17 (2 percent) s
they ded not need any mediical services

Because some services were not needed as often as others, we analyzed
how frequently services were cited as needed among the 10 conditions.
Frequency of need varied by the child's medical conditicn, as table 2.2
shows.
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Tabie 2.2: Aversge Number of Medical
Services Needed, by Chiid's Condition

Number of
Medical condition services
Muscular dystrophy 50
End-stage renal disease 46
Spina bifita e 45
Cysic fibrosis 45
Juvenileonset dabetes e a2
Leukermia o B ——_ - __40
Asthma - o — 39
Congenital heart disease S 31
Clelt palate/craniofacial anomaly - ) 31
Sckie cell anema 28
Multiple condilions ’ as

The differing medical service needs can be illustrated best by contrast-
ing parents’ survey responses on cystic fibrosis with those for cleft lip
or palate:

Children with cystic fibrosis need office visits, medical equipment, sup-
plies, and medications. In addition, the typical child with cystic fibrosis
also needs vitamin supplements, postural drainage therapy at least once
each day, and periodic hospitalization for more intensive treatments,
according to parents with whom we spoke.

Children with cleft lips or palates frequently need office visits and medi-
cations, and, less frequently, rehabilitative and other therapies. Beside
this, parents need to learn how to feed their children using special nip-
ples and squeeze bottles, because the clefts do not enable them to suck
normally.

Some parents whose children’s chronic conditions have been corrected
or stabilized need fewer medical services For example, the hole in one
child's heart had been corrected through surgery, her parent wrote, and
the child now was able to lead an “‘active” life, needing only physician
office visits. Sumilarly, after corrective surgery for a cleft lip or palate,
children’s needs for medical services were reduced, some parents
commented.
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Needs for Support
Services More Uniform
and Less Affected by
Condition

About three-fourths of our respondents (634) reported that they needed
support services—some 26 percent fewer families than those needing
medical services. Four support services were needed by at least one-half
of the respondents: baby sitting, counseling, day care, and transporta-
tion (see table 2.3).

Table 2.3: Familias' Needs for Specific
Support Smvices

Families needing service

Service Number Percent
Babysttng T T T T4 T T 6
Counselng T T 7T g T T T s
Daycare T T T T TRy T T Ts3
Transportation - T s
Case management T B ) T4
Respte care o i
Homemeker 7 ]

Note Of B40 vald responses to GAC s queshon about the need for support services 206 (25 percent)
indicated that they did not need these sennces

This overall pattern of need generally was consistent for the 10 medical
conditions. On average, about three different support services were
needed per child, ranging from about four for muscular dystrophy to
about three for juvenile-onset diabetes, asthma, cleft lip/palate, and
sickle cell anemia.

In addition to the foregoing services, a few parents of school-age chil-
dren said tutoring services were needed when their child had to remain
at home or in a hospital periodically for treatment of the condition.

Needs of Families in
Urban and Nonurban
Areas for Most
Services Similar

The medical needs of families living in nonurban areas were generally
simyar to those in urban areas, aithough families in urban areas had a
somewhat greater need for medical supplies and therapies (see fig. 2.1).
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Figure 2.1: Need for Medicsi Services (n
Urbsn Versus Nonurban Aress
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Similarly, nearly equal proportions of u1ban and nonurban famlies
needed five of the seven support services (see fig. 2.2). There was a
somewhat greater need for counseling among urban families and a much
greater need for transportation among nonurban families.
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Figure 2.2: Need for Support Services in
Urben Versus Nonurban Arsas
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Lack of Financing, Information Make Some
Services Difficult to Obtain

Most families had no difficulty obtaining medical services, but many
who needed support services did not get them. Nonurban respondents
had somewhat more difficulty obtaining both types of services than did
urban respondents. Accounting for parents’ difficulties were certain
commen factors. Among these were high out-of pocket expenditures.
frustrations caused by lack of information about :ervice availability and
providers, and lack of a focal point to contact when they needed help.

Support Services
Present More
Difficulty Tharn
Medical Care

For Most Parents, Medical
Services Not Difficult to
Obtain

Table 3.1: Extert of Dithiculty in
Obtaining Medical Sarvices

While the majority of parents who needed medical services had ne diffi-
culty getting them, most of those that needed support services expe-
rienced problems. The difficulties generally did not vary by the child's
medical condition, but did vary by area of residence (urban,non-urban).

Overall, nearly three-quarters (616) of the 848 survey respondents who
needed medical services had no difficulty getting them, while 232 (27
percent) did The extent of difficulty for each of the seven medical ser-
vices, based on the need for each service, is shown in table 3.1.

L]
Numbetr Number having Percent having

Medical service with need difficulty difficutty
Physician home v.sits 102 59 58
Rehabditative therapies 273 81 30
Skilled nursing visits 208 57 27
Medica! equipment 470 75 16
Medica! supplies tor equipment 464 71 15
Medications 758 70 3
Physician otlice visits 823 53 6

The difficulty parents encountered varied considerably among the ser-
vices with a 52 percent spread between the greatest and least difficulty
The services needed by most respondents, physician office visits and
medications, were the least difficult to obtain, but the service needed by
the fewest respondents. physician home visits, was the most difficult to
obtain. These results were generally similar for all 10 conditions.
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For Many, Support
Services Hard to Get

Overall, more than half (368 of 634) uf the respondents who needed sup-
port services had difficulty obtaining them. The extent to which families
needed and experienced difficulty obtaining each of the seven support
services is shown in table 3.2.

Table 3.2: Extent of Difficulty in
Obtaining Support Services

Number Number having Percent having
_ Gfficulty ditficulty

Support service with need ulty
Babysttng 7 412 238 58
Daycare T B a0 T s
Respite care T 12 80 53
H&;ﬂ;r‘na»f(er semceg o ST 129 ’ 64 4 B 56
Transportavon T T 320 L) ‘R
Counselng T 368 ' nr R
Case management 266 K 3

About one-third of the 358 respondents had difficulty with one support
service, another one-third with two services, and one-third with three or
more services. Support service difficulties were similar for nearly all 10
medical conditions. Most respondents experienced difficulty with two
services more than half of the time.

Nonurban Parents
Experience Somewhat
More Difficulty
Obtaining Services

Respondents living in nonurban areas experienced more difficulty in
obtaining most medical and support scrvices than those in urban areas.
But the differences were not always great. Obtaining five of seven medi-
cal services was somewhat more difficult for nonurban respondents
than for urban respondents, as figure 3 1 shows.
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Figure J.1: Oifficulty Oblaning Medical
Services in Urban Versus Nonurban
Areas
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For support services, nonurban parents had somewhat more difficulty
obtaining six of the seven services (see fig. 3.2). Only for respite care did
they experience less difficulty than did urban parents.

Problems Obtaining
Medical, Support
Services Often Similar

Parents encountered similar difficulties obtaining both medical and sup-
port services, they said in discussions and in their survey comments.
Most frequendy cited was paying for services; because of insurar.ce cov-
erage limitations, copayments, and deductibles, parents had large out-of-
pocket expenses. Another common difficulty was the process parents
went through to obtain services; they expended considerable time and
effort before they could locate providers and get the services needed.
Finally, parents lacked a focal point to contact when they needed help
with home care. In all but a few instances, the medical services were
obtained, but in many cases the support services were not.
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Figure 3.2: Difficuity Obtaining Support
Services In Urban Versus Nonurben
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Paying for Services
Difficult

Parents Comment on Cost

Paying for medical and support services was a major difficulty, many
parents said. Their comments, which were elaborated on by the local
organizations we contacted, are presented below.

Parents most often commented that, even though they had health insur-
ance, they still incurred significant out-of-pocket expenses for medical
services because of copayment and deductible requirerwents for covered
services, and because certain services were not covered. The specific
services they most often mentioned were medications, medical equip-
ment, and therapies. For example, the parent of a child with spina biflda
living in Florida said:
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“The availability of services is not the problem. The expense is the
problem. Even with insurance, we have to pay approx. $2600.00/
year, and that would be with no hospitalizations that year.”

Parents said they also had significant out-of-pocket expenses for sup-
port services not covered by insurance. They often singled out baby sit-
ting and day care. Some parents said that transportation and associated
expenses also were difficult because of (a) the distance they had to
travel, (b) the frequency of travel, or (¢) their own food and lodging
costs when their child was hospitatized for medical treatment away
from home. For example:

**The very serious probiem we had was babysitting and expenses during
[son's hospital) stay. [Son] was 5.5 years old and really needed mom or
dad to be with him all the time ... We ... had the expenses of food, travel,
- housing ... we ran thousands of dollars.” (Parent of a child with a heart
condition living in Massachusetts)
Arizona parents said home-care expenses were out-of- pocket and that
they were living “paycheck to paycheck.”
*“... the costs - financial and emotional - have been staggering. Our child
care expenses have more than doubled.” (An Ohio parent of a child with
leukemia)
Ohio parents found day care providers that would serve their children,
but they could not afford them. One said, *“The in-home day care centers
are outrageous. The cheapest one I found was $7.96 an hour. They make
more than me.” -
Baby sitting and day care for a child with leukemia were difficult to
obtain. '“We have had to hire a baby sitter to come to our home to care
for our child ... Insurance does not pay anything on the child care.” (A
Georgia parent)

Sometimes, there were broader financial ramifications fot families as a
result of their situations, parents’ comments suggested. Examples of
these comments follow:

“About the insurance. I've paid more than I was supposed to and
CHAMPUS [Civilian Health and Medical Program of the Uniformed Ser-
vices] still has not paid and now I have bad credit.” (Parent of a child in
Ohio with asthma)

Concerning copayments for an Ohio child with a cleft lip/palate and
complications of brain damage, * ... if the patient fails to pay, the{ir)
acoounts are turned over for collection. The patient gets squeezed by the
pirates and can do nothing about it.”
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Service Providers Offer Insights

*“I cannot go back to work because it is impossible to find a competent
baby sitter.” (Divorced parent of an Ohio child with a cleft palate)

*... copayments and uncovered or under-covered expenses have depleted
our resources. We also fear ‘pre-existing condition’ clauses and that has
had a detrimental effect on [husband’s} career (he is in a field where
upward mobility is achieved by changing companies).” (Texas parent of
a child with a heart condition and other complications)

“The most difficult area for our family is having to rely on one income
as opposed to two." (Texas parent whose child had a kidney transplant)
“In the case of a chronically ill child, only one parent can work and the
financial burden becomes & daily problem for the family ... " (Parent of a
child with leukemia in Mississippi)

' Income has been hard because we also have three other children and it
is very hard, in fact, impossible for mother to work because we cannot
leave our son."” (California parent whose child has diabetes)

“I do not work, to be home with my son ... because how would I keep
him healthy in [a day care center] ... he catches everything and keeps it
longer than the average child. So we did not put him in [the center] and
survive on less.” (Arizona parent whose child has a congenital heart
condition)

An Ohio mother gave up her career to care for her sick child. “'I stay
home because I can't pay day care.”

In other instances, parents said they were fortunate that they did not
need to work and were able to be home to care for their chronically ill
children.

Various organizations we contacted in nine local communities provided
some insight as to why parents reported financial difficulties in
obtaing services. In some instances, the organizations commented on
private insurance industry practices; in others, on public program provi-
sions. They cited three problem areas:

1. Some services are not covered by public or private insurance. For
example, the costs of braces, special diapers, and special shoes for chil-
dren with spina bdifida are not covered by a local health maintenance
organization and a state health program, a Los Angeles local provider
told us. Some private insurance companies in Florida generally view
medical day care as unskilled custodial care, which they do not cover,
officials told us, while two state programs cover this service. Most pri-
vate insurance pians cover hospital and physician costs but seldom
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cover treatment in the home and family support services, such as coun-
seling or respite care, according to an October 1987 report by a Minne-
sota advocacy group

2. Both public and private insurance reinbursement rates are low.
Because California’s Mcdicaid insurance payments are usuaily below
market rates for services such as nursing specialists, a provider in Laos
Angeles told us, qualily. affordable care for chronically ill children is
difficult to find. Private insurance companies in the Washington, D.C.
area have placed limits on the amounts they will pay for orthodontia
treatment that children with cleft palates need. according to a local cleft
lip/palate support group. Also in Washington, an official of a local sickle
cell anemia clinic told us that private insurance pays for 52 percent of
clinical treatment costs and Medicaid, 25 percent.

3. Program eligibility requirements presented barriers to care. For exam-
ple, hospital representatives in California and Arizona said that middle-
income famihes can face difficulties if they do not qualify for public
programs. Medicaid eligibility requirements exclude some middle-income
families who need financial assistance with their medical costs, accord-
ing to hospital officials in Minnesota and Ohio.

Information and Services
Often Lacking

Finding providers of needed medical and support services was also a
problem. A common theme was parents’ frustration in locating provid-
ers because they lacked adequate information about service availability.
In most cases, however, they were able Lo obtain the medical services
but not as often the support services.

With regard to medical services, hospital discharge processes, for the
most part, udequately addressed the medical care needs of their children
and the parental roles 1n this, including follow-up care at the hospital.
But the hospital discharge process did not always include information
on service providers other than the hospital. In some cases, parents felt
that the hospital staff seemed to assume that the parents knew where to
obtain services. Parents did not know, they told us, and consequently
had to do a lot of searching before they found providers. Parents used
such sources as telephone books, other parents, and support groups. An
example of these kinds of experiences came from a parent in
Minneapolis:

I had to get some supplies ... | tried to call around. You get the yellow
pages out :nd call all the medical suppliers and find out who has what ...
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27-052 - 90 -6

You go one place for one thing and one for another thing. And you have
to go out and get it. It’s way out in the suburbs ™

Although some parents experienced these difficulties, in all but a few
instances they were able to get the medical services When they were
unable to, it was mostly because either there were no providers or the
service was tov expensive. For example, the parent of a child with a
heart condition in California wrote:

“The only home care problem was in the rehabilitation area. We
attempted to get services for this but could not find anyone with ser-
vices available other than the children’s hospital. By the time someone
became available, our child did not need the service.”

Parents also encountered a variety of difficulties when seeking support
services. Among the most frequent were (1) spending considerable time
and effort locating providers and obtaining the services and (2) lack of
providers. Home care instructions from the hospital generally did not
include information about support service availability and providers,
parents told us. The following examples typify parents’ difficulties:

... trying to get information concerning grants, funds, special schools or
programs is difficult at best. It's like a secret society - no one wants to
share information that should be public knowledge."” (Parent of a child
with muscular dystrophy in Maine)

“It takes a lot of research to find adequate services for and information
about our child’s disability. Some parents don't know how to find help
and the child suffers.” (Parent of a child with asthma and the complica-
tions of Down syndrome in Georgia)

A parent in Minneapolis told us that “Any kind of help that we needed
as far as durable health supplies, mental health counseling, day care,
respite care, respiratory therapy — all of that you had to get for your-
self ... the hard way ...."

In some cases, parents were unable to get support services mainly
because providers were lacking or existing providers refused to serve
their children. Most often mentioned in this context were baby sitting
and day care, followed by respite care and counseling. The following
conunents are typical:

“The only problem that I wish could be resolved is that people wouldn't
be so afraid of a child's condition. As soon as I mention he has a heart
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condition people back off and won't even hold him. It is as if they are
afraid he will have a heart attack." (Ohio parent)

*To this day we don't have a baby sitter ... People are afraid ... They
don't want to take care of him, so we don’t go out.” (Ohio parent)
Concerning a child with a heart condition, “Everyone was afraid to care
for her in case an emergency happened ... " (California parent)
Regarding where to find day care or respite care, “I'm not aware of any-
thing being out there and if it is, I'm sure it's not in my budget.” “The
only care givers I have for [child] are my family ... No one else would
touch him ... " “We have nobody to take care of our kids on the weekend
who's willing to give shots.” (Minnesota parents)

Concerning a child with a heart condition, '*'The main problem we expe-
rienced was finding in-home baby sitters with some nursing experience.
They were nearly impossible to find and the cost (approx. $10 per hour)
was prohibitive.” (Minnesota parent)

“The doctors and social workers did not mention any supportive ser-
vices to us. We would like any information on these services sent to us
please" (Parent of a child with cystic fibrosis in California)

Focal Point for Help
Needed

Parents needed help in coping with their home care situation, they said.
In some cases, the home-care situation would have been eased considera-
bly had someone visited them after their child's discharge from the hos-
pital to see how they were adjusting and to give them advice on
providing care. In other cases, just having had someone to talk to who
shared the same or similar experiences would have helped them greatly,
they said, in being able to initially deal with and adjust to the home-care
situation. Typical comments along these lines were:

“The aspect of {child's) care that I feel is most lacking involves our lack
of association with a regional or national foundation for asthma. I would
like to have access to timely information on this disease, but | have
found no one to give me any encouragement or direction in this area.”
(An Ohio parent)

At the time my child had his surgery - and the time leading up to his
surgery - | would have appreciated a support group or some sort of
counseling . Doctors are usually cooperative; but when it is not their
children, you wonder how much to believe them. To talk to some who
had been through the same thing - with their own children would have
been greatly appreciated.” (An Ohio parent)

Concerning a child with a cleft lip/palate, *‘Medical services were very
good as far as the surgeon was concerned ... Support groups and contact
persons were not available and it would have been such a relief to talk
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to a person who had gone through as we after the birth of our daugh-
ter.” (Minnesota parent)
*I wish we had someone who knew the ropes ... how to get what I need
and avoid all the tiny frustrations.” (Minnesota parent)

< ing another child with a cleft lip/palate, "'l had to gavage [tube]
feed my baby her first 3 months. They should have a nurse come to the
house and see that the parent or main person taking care of the child is
doing the procedure right. This way of feeding is very dangerous if not
done right.”” (A Texas parent)
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Positive Experiences Point to Possible Solutions

Although many parents of chronically ill children had difficulty
obtaining services, especially support services, some did not. Two fac-
tors accounted for positive experiences: (1) availability of information
that enabled parents to locate needed services and/or (2) the direct
assistance of an individual in identifying providers and obtaining
needed services.

Linking Parents to
Information

Some parents obtain information on service availability from various
medical care and support service providers and organizations. The key
factors here are to have information available and to link parents to it.

Various Information
Sources Exist

Many public and private service providers and organizations in the nine

communities maintained directories of providers and services. The com-

pleteness of the directories varied but some were considered by the local
organizations we contacted to be quite complete, for example:

Cincinnati had three major sources of information on service providers:
a United Appeal and Community Chest directory of community services
contained an estimated 2,000 providers; a directory of services for per-
sons with disabilities listed 360 providers; and an early intervention ser-
vice matrix contained 246 providers.

The Atlanta ¢rea’s United Way directory listed 638 service providers.

In Pinellas County, Florida, the United Way directory of human services
listed 168 service providers.

Dallas’ Community Council’s directory of services was identified by 8 of
the 10 organizations we contacted as being a complete inventory of med-
ical and support services; all used the directory.

Yet parents we interviewed from the last three areas either did not men-
tion the directories or told us that they were unaw are of them. Likewise,
although a San Antonio hospital social worker told us he knew of two
day care centers in the city that accept children with disabilities, two
San Antonio parents said they were unable to find centers that would
accept their children.

Other organizations also had information on services and service provid-
ers. Some of these organizations considered their information complete,
while others did not. For example, two local health departments told us
they had complete information on services and providers, while three
said their information was incomplete.
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Parents’ access problems would be eased if information regarding ser-
vice availability and providers were centralized, as a California state
official remarked. At the University of South Carolina, a framework for
a national, centralized system has been developed. The National Infor-
mation System, supported in part with federal funds, contains informa-
tion on medical conditions, services, and service providers in each state.
Like most of the loca! service provider directories we encountered, how-
ever, this national database is not complete because it contains only
those who have volunteered to be included in the system.

Nevertheless, the system has been developed, tested, and is operational
and would be more useful if additional organizations participated.
Access to it is through a tollfree number (800-922-9234). According to
officials operating the system, several states have developed state-wide
systems modeled on the national system. In the local communities we
surveyed, the most centralized information sources were the United
Way directories.

Information at Time of
Discharge

Often, when a chronically ill child is discharged from the hospital, insuf-
ficient information is provided on the availability of support services,
many parents told us. The discharge planning piacess and plans tended
to focus information on the medical care needed by the child, our work
in several hospitals showed, and usually did not address the support
services the family needed. Physicians often do not take the whole fam-
ily into account when making discharge decisions, a hospital social
worker commented. While social workers are part of the discharge plan-
nung team, their roles are advisory, the worker said. According to one
hospital's assistant director of social work. the hospital maintained no
central listing for support service referrals. An official from a parent
support group who had continually given information on the group to
hospital personnel said they always seemed to lose it.

Ways to provide information on services were suggested by health offi-
cials. For example, each tertiary center, such as a children’s hospital,
could employ coordinating persons to help parents gain access to availa-
ble services, an Ohio official said. Also, parents might be given a list of
all community resources by illness, including telephone numbers, when a
child is discharged, according to a Texas hospital official. On the other
hand, a hospital official in California did not think that the hospital
should assume ultimate responsibility for identifying all services availa-
ble and directing parents to appropriate providers. As the geographic
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area covered by the hospital was large, the official thought it impracti-
cal to manage this outside the immediate area.

Some children, at time of discharge, had been identified as being eligible
for services under public programs and had been referred to the organi-
zations operating these programs. However, children not identified as
eligible for these programs were not always given information on where
to obtain help. For these children, we believe a referral to the local
health department or other appropriate sources would be a good way to
facilitate access to needed services.

Providing a Focal
Point for Information
and Help

Some parents had little or no difficulties in abtaining services because
they received help. These parents were assisted by various organiza-
tions in the community that helped them avoid or minimize service
problems.

Various Sources of Help
Cited

The most frequent source of help in obtaining services that parents men-
tioned was the children’s hospital; others were health maintenance orga-
nizations, support groups, and state and local programs. The
organization or an individual either provided the services or helped the
parents find out about services and get them. Typical comments were
the following:

“If not for an exceptional Social Worker at {hospital] all the services
listed on this survey would have been unknown to me including SSi
[Supplemental Security Income) disability which had been invaluable to
me." (Parent of a Massachusetts child with leukemia)

** ... since the day my son was born he has gotten the best of care. The
staff at [hospital) have provided the utmost care and health services
possible. They also provided H.M.O. [Health Maintenance Organization)
medical services, when we were no longer eligible for Medicaid, and our
insurance would not cover the entire cost of his medical expenses. They
also provided transportation to and from the hospital, whenever we
needed it.” (Ohio parent of a child with a heart condition)

**Our experiences at [the hospital] have been very good. They supply
medication, support groups, and everything we have needed." (Califor-
nia parent whose child has leukemia)

“[The Children's Medical Services program) has a good triage nurse, who
is our go-between when we need help; she does an excellent job of find-
ing what we need.” (Florida parent of child with asthma)
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*After we were referred by [the hospital] to Children’s Medical Services
because of a financial problem, we have received good case management
services " (Another Florida parent of an asthmatic child)

**...[Child with a cleft palate with complications] is enrolled in a county
|early intervention] program which covers physical therapy, occupa-
tional therapy, hearing & speech & a general, overall teacher to put all
programs together to view him as a whole. It is hard to keep up with the
visits, but is easy to obitain the care needed.” (Maryland parent)

Common to these examples was the involvement of an organization or
individual who undertook the responsibility to help the family obtain
services.

Case Management
Provides Framework

A focal point concept, commonly referved to as case management, has
been used over the years in health programs. Under this concept, an
individual—the case manager—provides, among other things, informa-
tion and coordinates services. The concept has been implemented by
many organizations, but in various forms and sometimes limited in
scope. For instance, case management may deal with only the child’s
medical needs or it may address the total needs of the child and the
family, as discussed abeve.

Our review identified various case management practices and providers.
For example, case management as performed by hospitals and the
state’s crippled children’s services agency in Los Angeles was usually a
short-term, episodic approach durirg a crisis, service providers there
said. An Ohio state agency provided case management that focused
solely on the medical needs of the child. Local health departments also
offered case management services. For example. the Hennepin County
health department case-manages certain children, beginning while they
are in the hospital and continuing until they no longer need services.
Their case management activities include coordinating needed services
and equipment, acquiring nursing services, managing finances, solving
problems, and visiting children every 2 to 3 months.

Some parents, however, seemed inundated with case management. A
Florida state official told us the problem was too many case managers.
For example, each developmental services client had an assigned case
manager. If the child also received medical services through the state’s
Children's Medical Services, the child was assigred a case manager from
that agency The child also may have had a case manager in the school
system. A parent in our Minneapolis group interview told us:
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*...We have a social worker through the county, a social worker from
[name omitted] who does the waivered services coordination, ang I
understand we'll get another one because of the school district changes.
I don't think we need three social workers. I think I need a social worker
to coordinate all of them.”

Views as to what case management is, who should provide it, and under
what circumstances varied among parents, service providers, and organ-
ization officials. For instance:

A case manager was defined as a person who coordinates services and
tells parents what services they need. (A Florida service provider)

The long-term needs of the patient should be considered by someone
who 1s independent of the hospital. This individual should be trained to
advise families on long-term financial and medical plannit.g throughout
the child’s iliness. (An Ohio state heaith official)

When parents lack the capabilities or means to coordinate their child's
care, a case manager should be made available to fulfill that function. (A
Cincinnati health care provider)

A case manager is frequently required when the child's multiple needs
necessitate involvement of various agencies and support services. (A
Texas service provider)

Not everyone discharged from the hospital needs an individual to pro-
vide case management. As discussed previously, some parents need only
information, and can act as their own case managers. Others need help
with the transition from hospital to home environment. Providing case
management services can help parents with their information and home
care needs.

Under one definition of case management, each family is provided with
a single service coordinator—the case manager. The family's needs for
medical and support service information, planning, coordination, and
patient advocacy are recognized This concept is defined in the April
1988 report on technology-dependent children by a Department of
Health and Human Services task force. We believe, however, that it also
applies to the broader population of seriousiy chronically ill children.

In discussing varying case management practices, the HHs task force
report also pointed out that there was no single widely accepted defini-
tion Thus, the task force proposed a common interpretation of case
management to ensure that all necessary services would be provided
when needed. It also recommended that the programmatic responsibility
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for organizing and monitoring case management be assigned to the
states’ maternal and child health agencies At the federal level, the task
force recommended that HHS Bureau of Maternal and Child Health and
Resources Development be responsible for policy and progi am develop-
ment, coerdination, and oversight of the state processes.

We agree with the HHS task force that cese management should be uni-
fortnly defined and that placing case managemenc responsibilities under
the Maternal and Child Health program is appropriate because the main
objective of that program is to help ensure that basic health care is
available to mothers and children. We alcy agree that federal officizls
riced to work with state officials to implement case management pro-
grams at the locai level, so that information on services and providers is
available to parents needing it

Conclusions

It is probably impossible to guarantee that all parents who need infor-
matiun on services and providers will obtain it However, the positive
eaperiences of snme parents we contacted sugyest that three steps could
improve the proces . of linking parents to the information they need:

1. Consolidate information on services and providers in the community
and ensure the! it is available to all organizations serving chronically il
children.

2. Make this information available to parents during the haspital dis-
charge planning process

3. Refer parents who need help with the home care situation to a public
or private organization providing case management services.

Some of this is being done to varying degrees by nuinerous public and
private organizations at the state and local levels. Yet parents expe-
riericed problems in obtaining services. This occurs because there is no
clear responsibility for consolidating and publicizing sources of informa-
tion on services for chronically ill children or ensuring case management
is available when needed Any one of various crganizations at the local
level, such as hospitals, local health departments, or children’s medical
services agencies, could assume the responsibility. The appropriate
organization will depend upon the health care structure in the state
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Recommendation

To facilitate the consolidation and publication of information on services
for chronically ill children and ensure that vase management services
are available when needed, we recommend that the Secretary of Health
and Human Services direct the Office of the Assistant Secretary for
Health to take a leadership role in developing necessary policy and pro-
gram guidance for state maternal and child health agencies. Such policy
should be aimed at ensuring that (1) information on providers and ser-
vices in a given comrnunity is consolidated and made available to organi-
zations serving chronically ill children, (2) this information is provided
to parents at time of discharge, and (3) case management services are
made available to those who need direct assistance.

Agency Comments

A draft of this report was provided to HHS and its comments, summa-
rized below, appear 1n appendix VI. HHS concurred with our recommen-
dation and said it will develop a plan of action to implement it. HHS
noted that some of the past activities of the Bureau of Maternal and
Child Health and Resources Development in the Health Resources and
Services Administration wili aid in developing the necessary policy and
program guidance. HHS cited the Bureau's involvement in the June 1987
Surgeon General's Report on children with special health care needs, its
guidance to states regarding service networks and case management ser-
vices, and its funding of a national information network.

HHS believed that we should have addressed programs administered by
its Office of Human Development Services programs. These programs,
HHS said, affect chronically ill children by providing Head Start, child
welfare, respite care, and family support services. Our review at the
local level was not intended to inventory all programs serving chroni-
cally ill children. Instead, information on a sample of local programs was
gathered in each of the nine communities visited. Some social service
agencies were included, such as Developmental Services in Florida,
Department of Social Services in Prince George's County, Maryland, and
Family Self Support Services in San Antonio. Besides social services
agencies, our local contacts also included health agencies, human service
agencies, educational agencies, parent support groups, and others. How-
ever, we did not inquire into the funding sources of any of the local
organizations we contacted and thus could not determine which federal
programs, if any, were providing financial support.
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The 10 chronic medical conditions on which we based our review are

described below. The descriptive information en these conditions was
drawn from the Vanderbilt study on chronically ill children and their
families (cited on p. 9) and various other sources.

ile On In a healthy body, the pancreas secretes insulin, which breaks down
Jl.lvenﬂ set sugar in the blood. These secretions occur when the person eats or is
Diabetes hungry, but if the person doesn't eat, the secretions stop. In the case of

Jjuvenile-onset diabetes, the pancreas either stops secreting insulin or
produces an insufficient amount, resulting in a high blood sugar content.
If not controlled, high blood sugar has debilitating effects on the body
over time. Diabetes may affect one or more of several major organ sys-
tems (kidney, heart, eyes) and reduce life expectancy. To control the
blood sugar content, insulin must be provided artificially to the body,
such as by injection. However, the body may not use all of the insulin,
leaving some in the blood. If too much remains, the body is in danger of
an insulin reaction. To avoid a reaction, the blood sugar level must be
increased through eating. Between meals, this can be done by drinking a
sweet beverage or eating a candy bar. Consequently, a child with this
condition needs to monitor his/her blood sugar content periodically and
be able to take appropriate measures to keep the blood sugar content at
acceptable levels.

Asthma Asthma, one of the major causes of health impairment in children, is the
most common long-term physical disorder of childhood. It is a chronic
lung disease in which the muscles controlling the bronchial air passages
are subject to spasms that restrict the air flow into the lungs and make
breathing difficult. In addition, about 60 percent of children with severe
chronic asthma also suffer from sinus blockage. The reasons for the
spasms vary with each person, and in some cases may not be known.
The more common causes are allergants (certain foods, fabrics, dust,
pollen) and stress. Asthma attacks, which can be reduced in their inten-
sity and/or prevented through a combination of monitoring and medica-
tions, take time to develop. An impending attack can be detected with a
device called a peak flow meter, which measures the air capacity of the
bronchial passages. If periodic monitoring during the day with the meter
indicates that the bronchial air capacity is being reduced, the child can
take medications that help to relax the bronchial muscles and prevent
an attack or reduce its severity. Medications also are taken for sinus
blockages.
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Spina Bifida

Spina bifida is a birth defect in which the vertebrae in the spine fail to
close properiy as the fetus is developing and part of the spinal cord is
exposed at birth and nerve damage occurs. Although the spinal cord is
closed by surgery, the damage to the nerves cannot be corrected, result-
ing in varying degrees of paralysis in the lower half of the body and
bowel and bladder complications. A child with this condition may need
several medications, undergo multiple surgical procedures, and need
physical and occupational therapy. Also, the child may be wheelchair-
bound or dependent on braces or crutches.

Cleft Palate and
Other Craniofacial
Anomalies

Present from birth, cleft palate and other craniofacial anomalies are
defects in the normal formation of the face and related structures. The
range of conditions varies from minimal abnormalities in the formation
of the roof of the mouth or soft palate (not visible at birth), to larger
openings (clefts) involving the palate, jaw, and lip that are visible disfig-
urements. These conditions make eating for a baby difficult, as the cleft
does not allow normal sucking. Thus, the baby must be held in a special
position and specialized feeding nipples and squeeze bottles used. These
conditions are correctable, depending on the severity, by one or more
surgical procedures during childhood.

Congenital Heart
Diseases

Congenital heart diseases are structural abnormalities in the develop-
ment of the heart, such as holes and transposition of the major blood
vessels, which reduce the oxygen content in the blood and the ability of
the body to get oxygen. In the typical case, the condition can be surgi-
cally corrected when the child has grown to the point that the body is
strong enough for the surgery. Until that occurs, there may be a need for
frequent visits to physicians to monitor the condition and specialized
care to deal with the body's weakness from lack of oxygen. The care
includes medications to ward off diseases and special equipment to help
in breathing and feeding.

Leukemia

Leukemia is the most common cancer of childhood and typically devel-
ops in the first 4 years of life. In leukemia, cells that would usually dif-
ferentiate intonormal white blood cells multiply instead in great
amounts. They often prevent the body from making other normal blood
components and may lead to the growth of abnormal cells in other parts
of the body. The condition is treated with chemotherapy and medica-
tions. Currently, about 65 percent of children with leukemia are in the
remission stage; i.e., they have lived 5 years past their last treatment.
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End-Stage Renal
Disease

In end-stage renal disease, the kidneys have ceased their function of
removing impurities from the blood. To compensate for the loss of kid-
ney function, several types of dialysis are used. These are methods of
filtering that remove waste products from the body. For children, how-
ever, the preferred treatment is a kidney transplant, so that dialysis is
used until a transplant can be done.

Sickle Cell Anemia

In sickle cell anemia, the red blood ceils, which carry oxygen to the
body, are abnormal ir shape, They have a jagged irregular sickle shape
instead of a disk or round shape. As a result, they contain less oxygen
and pass less easily through veins and the smaller blood vessels. Also,
their shape makes them prone to clumping, resulting in swelling and
blockages of blood vessels and to damage to those organs and bodily
areas from lack of oxygen. A child with the condition is particularly sus-
ceptible to infection Infections and other effects of the condition usu-
ally are treated at specialty clinics.

Cystic Fibrosis

Cystic fibrosis is a genetic disorder that affects the digestive and respir-
atory systems. A body with this condition produces a thick sticky
mucous that impedes proper digestion and lung function and makes the
body susceptible to frequent lung infections. Blocking the ducts of the
pancreas, the mucous prevents digestive enzymes from reaching the
small intestine. The mucous also coats the insides of the lungs, blocking
breathing passages and acting as a “'glue” that enables bacteria to grow.

The digestive problems usually are controlled with medications and
vitamins. To unclog the lungs, physical therapy called “'postural drain-
age” is given two or more times each day for about 1 hour. This therapy
involves vigorously clapping the ill person on the back and chest to dis-
lodge the mucous so that it can be expelled from the lungs. At times, this
1s combined with the use of an inhalant spray. Lung infections are
treated with antibiotics. The foregoing treatments can be provided daily
in the home setting. But a person with the condition usually needs to
enter 3 hospital two or more times annually for about a 2-week period to
receive more intensive forms of these therapies.

Muscular Dystrophy

Muscular dystrophy 1s a generic term that encompasses four basic types
of genetic discases of the musctes, which are represented by 40 specific
diagnoses. In all of the diseases, the muscles slowly weaken and degen-
erate, resulting in early death. Some of the conditions are present at

/
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birth, while others develop during early childhood. There is no known
“cure” for any of the conditions (i.e., no way to reverse the weakening
of the muscles), so the basic therapy is to make the individual as com-
fortable as possible through various physical therapies and surgeries.
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Hospitals Visited for GAO Study
and Mail-Out Areas

Hoepital Mail-out area Type of area Type of meeting
Chidren's Hospital Netional Medical Center,  Prince George's County, MD Urban Group

Washington, DC

Boston Children's Hospital, Boston. MA New England states Urban and nonurban individual (Maine)
Cincinnati Children's Hospital Medical Hamilton County, OH U'tban Group

Center, Cincinnat, O

gﬂumbus Children's Hospits!, Columbus. 12 rural counties in Ohio Nonurcan Indiviual

Children's Medica! Center, Dalias, TX Callas Courty. TX - Urbar: Group and indivioual
Santa Hosa Chidren's Hospital San Bexar County TX T Jrban indwidual

Antonio, TX

University Hospital, Jackson MS S'lscounhes sunoundTng the c‘l“yvo.{.'_avéh’sa\m_ “'\l?o_nﬁrb;\_ o o ‘Eagda—ﬂl'r_nfd(w.d_uvai
(S}cAcmsh Rite Chidren s Hospital Atianta  DeKaib County GA  Uman Growp
Henrielta Egleston Hospita! for Children 28 coun—lﬁwe—s_nrm&l-ﬂé;rrdg&gna T 77 T TNenuban T TNore T
Atianla, GA

All Children’s Hospital, St Petersburg FL Pm_e—‘ta;'C_o—JnT,‘ FL T Umban Group

Children’s Hospial of Los Angeles, CA Los An_ge\es County cA - Troan 7 Gro-ua_ T
Valley Children s Hospital Fresno. CA Fresno County CA.area  Nonurban T ndvidual
Phosnix Children's Hospital. Phoenix. AZ  Manicopa Counly AZ T W__Ev_b—arf T T T G
Minneapohs Children's Medical Center. Hennep: County MN T Urban - TGrw

Minneapols, MN
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Methodology

Our methodology for this study included a mail survey of parents of
chronically ill children and interviews with selected parents and
selected local service providers.

Parent Mail Survey

Children with the 10 conditions selected for our sutvey (see ch. 1) are
most likely to be treated at children’s hospitals, medical experts told us.
Accordingly, we selected 14 hospitals that provided care to chronically
ill children in urban and nonurban areas to serve as the base from which
to survey parents’ home-care experiences. Thirteen were children’s hos-
pitals and one was a university hospital in a state that lacked a chil-
dren’s hospital. We considered urban areas to be metrop>litan counties
and nonurban areas to be nonmetropolitan counties.

We asked the 14 hospitals to identify for us children, ages 13 and under,
who were discharged to home care during the 12-month pericd ending
June 30, 1987, and who had any of the 55 primary diagnoses that repre-
sent the severer forms of the 10 conditions. Age 13 was our cut-nff
because medical experts told us the diagnoses of the 10 condition: occur
either at birth or during childhood, usually by age 13. In total, 8,667
children meeting our criteria were discharged from the 14 hospitals dur-
ing the review period.

The information provided by the hospitals included the child’s age, the
diagnosis, the length of and the amount charged for the hospital stay,
and the postal zip code of his/her residence. Children were not identified
by name but by a number randomly assigned by the hospital. We sorted
the discharge data by zip code to identify children who had been dis-
charged to the states in which we were doing our review. Within each
state, we selected urban and/or nonurban areas for our survey mail-out.
For urban area mailings, we selected metropolitan counties having the
greatest number of discharges. Between 73 and 200 survey forms were
mailed to these. For nonurban area mailings, we selected counties
outside metropolitan areas that had the greatest number of discharges;
between 70 and 200 survey forms were mailed to these.

The mail-outs went to a cross section of the youngest children with the
10 conditions. We chose the youngest chuldren because we wanted to
contact parents who had expenenced the transition from the hospital to
the home-based care setting for the first time during the review period
Using the randomly assigned numbers, we provided our selections and
our parent survey forms to each hospital for mailing The hospitals
made the mitial and one follow-up mailing
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The parent survey form was designed to (1) obtain information on
income, health insurance coverage, and the need for and the difficulty in
obtaining one or more of 14 medical and supportive services in the
home-based setting and (2) determine parent willingness to participate-
in a group meeting. From our review of past studies and other informa-
tion related to home-based care, we had identified the 14 services as
being generally needed by families with chronically ill children at home.
The parent survey form appears as appendix IV and the responses to
each question are in appendix V.

Parent survey forms were mailed to 2,191 parents (26.6 percent) in the
selected areas. We received 892 usable returns, as shown in table Il1.1.

Table H1.1: Results of Parent Survey Mail-
out

Total surveys mailed 2,191
Less

Post office relurns 201

Nonresponsive returns 16

Not returned 1082 1,299
Net usable retums 892

The 892 usable returns represent about 45 percent of the 1,990 surveys
mailed to valid addresses: 621 (70 percent) were from urban areas and
260 (28 percent) from nonurban areas. About 26 percent of the usable
returns also included narrative comments. According to our public sur-
vey consultant, the normal retumn rate for a survey of this type would
have been about 15 to 20 percent, so that our return rate of 46 percent
is high, particularly considering the sensitivity of the issues and subject
matter. We were not able to determine the profile of those who did not
respond because of the confidentiality arrangement we had with the
hospitals.

Parent Interviews

Of the 474 respondents who indicated their willingness to meet with us,
we met with 96, either in group settings or individually. In these meet-
ings, we inquired into why parents either had or did not have difficulty
obtalning services in the home care setting

Nine group meetings were held, each with 5-12 parents and lasting
about 2 hours. Eight of the nine groups had parents from urban areas.
and the other group had parents from a nonurban area. The parents we
talked to individually were from both urban and nonurban areas We
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selected parents to invite to the group meetings judgmentally, using the
same criteria as for the mailings The profile of parents we met with was
similar to the profile of those who returned the survey form in terms of
income, insurance coverage, the child's condition, and education.

: ; When ill children are discharged to home care, their parents in trying to

Local Qrganlzatlon get services turn to the health care and support service providers in the

Interviews local area. To ascertain the role of local service providers, we contacted
60 health care and support service organizations and providers in the
nine localities where we conducted group interviews In particular, we
asked whether they served our population of ill children and their fami-
lies, and the information and services they provided. We also inquired
into whether and how the service providers coordinated and interacted
with one another.

We selected these organizations judgmentally to obtain a mix of public
and private service providers. Accordingly, the organizations included
public and private home health agencies, children's medical services
clinics, medical day care centers, parent support groups, and various
disease associatior.s and foundations.
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GAO Parent Survey Form

United States General A ting Office

GAO Study of Chronically Il
Children

0

lnstructions The ocat children s hospital prepared a hist of patients discharged from thew facility
dunng the penod Juls | 1986 throught June 30 1987 #nd your child was included on
that list +The child was not identified by name or any othe: information which would
\dentify the child: The questions below pertain to that child  Please check or circle esch
response 83 ndxcated

1. Please 1ndicate which one of the following ilinesses your child has.
<Check one»

1 Jurenileonset diabetes
2 Asthma
b Spina ufida
q Cleft palate or other cranrofanial anomaly
5 Congenital heart disease
6 Leukemia
7 End stage renal discase
L] Sxckle cell anemia
9 Cyntic fibrosis
10 Musculsr dvstrophs
" Orher
12 Don t Anow

2. Your sich child s date of birts:

3 Dute oo which your child was first discharged from o bap-ul to home-
based care for treatment of the illness

Month Year

4. Primary her'th insursace coverage for the child.
(Check one!

Medicaid

Medscare

Medrcal insurance recen od through your emplover

Medwcal insurance purchased a3 an individusl

Other (Explain’___ o e

The chuld 14 not covered by ans medical insur ance -

D —
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& Biwoe your child was firet discharged from Lhe hospital with his or her
sess, 10 what sxtent has it been dificult or easy for you to obtala the
wmedical and dical vapportive services, listed below, for your
child and family?
»Chack one boa for sach sernice
T S
Sorviess Borviss Very Diffioult Mehher Rsey dory
not N feult te @fouit te ey
nesded to oblain obtain ner seey obtein 1o obteln
1 2 3 ] [

PRRR—

Wodleal
terviess

| P ,s e nome
i ~5's

~

Prys<an It e
s

3 Mes<s
el . omen

Medca .00 43
120 eGuDment

Meaca ors 3

Sa e3nssrg
vs's

T e —_———

LIT

suppertive
sorviess

¢ Resg g lae

« Oaycae .
S Batyv st g
e CeS R P
! € Rerar .it.e8
j atrer me ares o I
| e — e ——— —_——
1
| e
| N
! i
f i
{ i
i
i
I I
: ;
. .
i
1 .
e e —— —————— e et s e e ¢ E—— e & e et~ ————— e e o ]
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& Over the past yoar, what were the approzimat. age total hly
medical and soamedical supportive sxpensss for the care of your child?
'Chack onet

Under $250

$250 10 $999

$& 000 to $5 000

Over $5.000

Don t know

.-

1. Approximately what percent of your child's medical snd scamedical
supportive services erp are peid by ?
1Check onet

The child 18 not covered by insurance

About 517 to 757
About 76 to 1007
Don t know

PRas

8 Weuld you be willing to participaie in the study as part of & group
Iaterview? (Check one!
1 Yes
H No 1Please Go to Quastion 13!

0. What days are most coavenient for you to participate ia the group mesting?
1Please airche

Weekdayr Weekonds

1. What tizes are most convenient for you 1o perticipate in the yresp
meoting? 1 Please arcle:

Morning ARernocon Everung

1L Pleass priat your:

Nosne
Addross
Up. —_—
Daytime t ),
1R Plesse lndi which of the g & ywa spesk.
1Chack all that apply)
I Engheh
2 Sparush
3 Other 1Seate whach)
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13 What ia the highest bevel of education you of your spouse have received®
1Chech one
1 Grades | through B
2 Some high school
3 Graduated from high school ot G E D
. Assocriate Degree
s Bachelor s Degree
6 Msster s or Doctorate Degree

- 14. What is your family's approcimste sasual income®

1Chech one
1 Under §3 000
7 35 000 1o 39 999
3 $10 000 w0 $19 999
L} $20 000 Lo $79 999
5 $31 000 to $33 999
] Over 340 000

15 Thank you fo if you have asy comments
de“yulﬂb«'hny“h’mmtmml‘uhw
share with-ws at thie tame. please do 9o in the space below or on sdditicanl
shoets 2 moceseary.

Plesse remember 10 redarn the pleted im the osed & cinese

repty envelope to:

.

LY =3
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Parents’ Responses to GAO Parent Survey Form

Between January and May 1988, we mailed 2,191 copies of the parent
survey form (see app. IV) to parents of chronically ill children. (The
recipients were selected as described in ch. 1.) Of the total, 201 were
returned as having invalid addresses; of the 1,990 remaining, we
received 892 usable returns or about 45 percent of the valid addresses.
The responses analyzed below are from the 832 parents. Because some
parents did not answer all questions, the percentages may not be the
same as those presented in the tables in chapters 2 and 3. Percentages,
where used, may not add to 100 due to rounding.

Tabie V.1: Medical Conditions of Children
In Survey (Queston 1)

Percent of
Coverage responses
Juverile-onset diabetes T 9a
Asthma T - T T T T s
-Splna bifiga - T 2'5
Cieft paiate/craniofacai anomaly S i 10
Congenttal heart disease T T T T2
Leukema - } X
€nd stage renal disease T B 28
Sickle cell arema TTTTTTTTTTTTTTT TR
Cyste tbrosis 58
Muscular dystrophy 06
Other 29
Don t krow - 04

Note No of responses 890

Table V.2: Primary Health Insurance

Coverage of Chitdren In Survey
(Question 4)

Percent of
Coverage responses
Medicad 183
Medicare 35
Medical insurance through empioyer 596
Med:cal insurance purchasec as an individual 67
Other 80
Child not covered by nsurance 39

Note No of responses 883
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Appendix V
Parents' Responses to GAO Parent
Survey Form

Table V.3: Need for Medical and Suppon

Services by Parents Surveyed
(Question 5)

Service not Service

ded needed Number of
(Percent) ___(Percent)___reaponses
Fhysican home visds 122 123 80
Pryscanofficevsts 34 %6 852
Medical equpment 439 561 o 83
Mndléal-sa;;dxes ror equwp"ne " T 342 . £58 832
Medications ' T eo 901 842
Skilled nursing visits ' 750 ’ 259 831
Rehab«mahve&oth}a?ﬂmapues T T Tes0 30 804

Support services C o . '
Respiecare 797 203 747
Ho;ﬁé;\:aie?;erwces T © 837 163 792
Tranqutla!?c-(ix— T 604 " 396 808
Day care T T s8% ars 810
Babysting o ' 496 504 817
Counsetng 539 461 799
Case h;nage'nent T T 653 347 767

- . > |
Table V.4: Ease of Obtaining Services Reported by Parents Surveyed (Queston 5)

Physcian home visits

Physncuan office vnsds

Medical equlpment

Medical supplies for equepmem

Medications -

Sklled nursing visits

Rehabnhlahve&othenherapes o

Resrxte carre

Homemaker services

Transportation

Day care

ﬁaby siting

Counseling

Case management

Neither

Very ditficult Ditficult to difficuht Easyto
to obu ) _gl_zl_ailni horessy oblqln
4-1_42> S 167 o 15?A o 71677

T T4 7 T d0 T Y24 T arr
60 w00 79 447

o 56 97 © T 164 448

i 26 T 66 “125 455
T T s T T ns T 2690 279
T e T e T T e 31s
B ‘342 0 wa 0 243 7 7 158
310 186 Ty 55
ET-Y T T 52 1K I 7
To32r 0 w8 8e 167
T oaas T w3 T ey 177
T 138 0 B2 226 315
- wr 7 T2 T2ra 27

Oegree of difficulty/ease (percent)

Very easy

_toodtain

Number of
responsas

98

5
215

235

328
178

154

72
54
166
80
80

T1a1

T 120

102
823
470
464
759
208
273
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Appendix V
Pareats’ Responses to GAO Pareat =
Sarvey Form
Table V.5: Average Monthly Expenses for
Services Reported by Parents Surveyed Percent of
(Question 6) Range of monthly expenses responses
Under $250 217
$250 to $999 236
$1.,000 to $5.000 159
Over $5.000 138
Don't know 189

Note No of responses, 867

Table V.6: Insurance Coverage for

Services for Children Surveyed
(Question 7)

Percent of
Range of coverage responses
Chixd not covered by insurance 99
Up to 26% 24
About 26-50% 37
About 51-75% B 147
About 76-100% 594
Don’t know 100

Note No of responses, 871

Table V.7: Education Level of Parents
Surveyed (Question 13)

Percent of
Highest education level responses
Grades 1 through 8 T T 40
Some high school T 76
Graduated from high school or G £ D B 427
Associate Degree T ot 7128
Bachelor's Degree i - T T 26
Master's of Doctorate Degree T 124

Note No of responses 885

Tadle V‘O:i;null Famity Income of
Perents Surveyed (Question 14)

Percent of
Income level _ responses
Under $5.000 B . T34
$00010$9999 - o R
$1000010819993 - T TR
$20.000 1o $29.999 . 189
$30.000 10 $39.999 i B 160
Over $40000 - - 262

rcte No of tesporses 870
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Agency Comments

DEPARTMENT OF HEALTH & HUMAN SERVICES Oftice ot dnsgeror Geraran

Wasningon DC 20201

MAY 24 1989

Mr. Lavrence H. Thompson
Assistant Comptroller General
United States General
Accounting Office
wWashington, D.C. 20548

Dear Mr.

Enclosed are the Depactment's comments on your draft report,
“Health Care: Home Care Experiences of Pamilies with Chronically
11} Children.” The enclosed comments repr nt the tentative
position of the Department and are subject to reevaluation vhen
the final version of this creport is received.

The Department appreciatea the opportunity to comment on this
draft report before its publication.

Sincerely yours,

Richard P. Kusserow
Inspector General

Enclosuce

Page 49 GAO HRD8973 Children's Home Health Care
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Appendix VI
Ageacy Comments

COMMENTS Of THE DEPARTMENT OF HEALTH AND HUMAN SERVICES

ON THE GENERAL ACCOOUNTING OFTICE'S DRAFT REPORT, "HEALTH

CARE: HOME CARE EXPERIEWCES OF FAMILIES WITH CHRONMICALLY
ILL CHILDREN,® APRIL 1389

Genersl Comments

%e believe that the Genaral Accounting Office (GAO) review should have
addressed the other programs impacting on chronically 111 children which
are administered by the Office of Human Development Services (OHDI), e. §.,
administration for children, youth and families, administration on
developmental disabilities, administration for Native Americans. In
addition to thess service programs, OHDS also funds through discretionary
authorities research and demonstration programs, i. e., child welfare,
respite care, head start, and family support.

GAM_Recommandation

To facilitate the consolidation and publication of information on services
for chroaically i1l children and ensure that case management services are
available vhen needed, we recommend that the Secretary of Health and Ruman
Services direct the Bureau of Maternal and Child Health and Rssocurces
Develogment to take a lsadership role in developing necessary policy and
program guidance for state maternal and child health agencies. Such policy
should be aimed at ensuring that (1) information on providers and services
in a given community is consolidated and made available to organitations
servicing chronically {11 children, (2) this information is provided to
pearents at time of discharge, and (3) case management services are made
available ts those who need direct assistance.

Department Response

We concur. The Bureau of Maternal and Child Health and Resources
Development (BMCHRL], Healeth P2sources and Services Administration, has and
will continue to exercise an active role in developing the necessary policy
and program guidance. Por example, BMCHRD ai ted 1n the preparation of
the Juns 1967 Surgeon General's Report eatitled “Children With Special
Aealth Care Needs, Campaign 1987.° This report established a natioral
agenda for developing a commitment to family-centered, community-based,
coordinated systems of care, and addressed the threz steps recommended dy
GAO. The agenda has the support of major voluntesr and public and private
agencies concerned with health care of chronically i1l children in this
country. Additionally, the Xaternal and Child Health Services (MCHS) Block
Grant statute already supports a vide range of activities including the
three steps detailed in this recosmendation. Moreover, BMCHRD has issued
quidance to the States regarding service networks and case managesent =
services. In addition, MCHS Block Grant funds have been used to establish
& national information network which includes an BOO number.
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Major Contributors to This Report

Human Resources
Division, Washington,
D.C.

J. William Gadsby, Director, Intergovernmental and Management Issues,
(202) 275-2864

John M. Kamensky, Assistant Director

Robert F. Derkits, Evaluator-in-Charge

Endel Kaseoru, Site Senior

Atlanta Regional
Office

Nancy T. Toolan, Site Senior
Katherine Dubuisson, Evaluator

Cincinnati Regional
Office

Michael F. McGuire, Site Senior
Chrictine D. Dooley, Evaluator

: 3 Mary K. Muse, Site Senior
Dallas Regional Office Hiyn Green. Evaluator
: Alexandra Y. Martin, Site Senior
LOS_ Angeles Reglonal Aleta L. Hancock, Evaluator
Office

(118821)
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PREPARED STATEMENT OF Louis B. HAYS

MR. CHAIRMAN, HEKBE#S OF THE COMMITTEE, I AM PLEASED TO BE HERE
TODAY TO DISCUSS .THE ADMINISTRATION'S BILL, S.902, WHICH WOULD
EXPAND ELIGIBILITY FOR PREGNANT WOMEN AND INFANTS UNDER THE
MEDICAID PROGRAM. THIS LEGISLATION WOULD PUT INTO EFFECT THE
PRESIDENT'S STRONG COMMITMENT EXPRESSED IN HIS FEBRUARY 9 ADDRESS
TO THE NATION TO IMPROVING THE HEALTH OF MOTHERS AND CHILDREN.

TO QUOTE THE PRESIDENT, "INFANT AND MATERNAL HEALTH IS AN AREA
WHERE WE MUST INVEST IN THE FUTURE...AND WHERE WE MUST ALL BE

COMMITTED TO IMPROVEMENT."

SECRETARY SULLIVAN HAS MADE THIS ISSUE A TOP PRIORITY AT THE
DEPARTMEN{ OF HEALTH AND HUMAN SERVICES. HE TOO IS DEEPLY
CONCERNED FOR THE WELL BEING OF THIS UNDERSERVED POPULATION.

AND, MR. CHAIRMAN, I AM AWARE OF YOUR OWN PERSONAL COMMITMENT TO
BETTER HEALTH CARE FPOR CHILDREN AS EVIDENCED BY THE LEGISLATION

YOU HAVE SPONSORED IN THIS AREA.

AS THIS COMMITTEE IS WELL AWARE, THE UNITED STATES CONTINUES TO
LAG BEHIND OTHER DEVELOPED NATIONS IN MEASURES OF INFANT
MORTALITY. EVEN MORE DISTURBING IS THE FACT THAT THE INFANT
MORTALITY RATE FOR BLACK INPANTS IS NEARLY TWICE THAT FOR WHITES.
CLEARLY, WE MUST COMMIT OUR RESOURCES AND TALENTS TO IMPROVING

THE LIVES OF OUR YOUNGEST CITIZENS.
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IHE PREGIDENT'S PROPOSALS

MEDICAID PLAYS A CRUCIAL ROLE IN MAKING HEALTH CARE AVAILABLE TO
THE DISADVANTAGED. 1IN 1990 FEDERAL AND STATE SPENDING ON THIS
PROGRAM WILL APPROACH $70 BILLION. THE ADMINISTRATION IS
COMMITTED TO FULL FUNDING OF THE MEDICAID PROGRAM RESULTING IN
NEARLY A 10 PERCENT SPENDING INCREASE OVER 1989 EXPENDITURES.

BUT THE PRESIDENT RECOGNIZES THE NEED TO IMPROVE HEALTH CARE FOR
LOWER INCOME AMERICANS AND HAS CHOSEN TO FOCUS FIRST ON THE
POPULATIONS MOST AT RISK--PREGNANT WOMEN AND INFANTS. THE
ADMINISTRATION'S BILL-~INTRODUCED BY THE MINORITY LEADER SENATOX
DOLE ON MAY 3, AND CO-SPONSORED BY MEMBERS OF THIS COMMITTEE, IS

AN IMPORTANT FIRST STEP IN CARRYING OUT THAT GOAL.

$.902, -~ THE MEDICAID _ PREGNANT WOMEN, INFANTS, AND CHILDREN

AMENDMENTS OF 1989-~ADDRESSES THE NEED BY:

O EXPANDING ELIGIBILITY UP TO 130% OF THE POVERTY LINE FOR
PREGNANT WOMEN AND INFANTS UNDER MEDICAID, MAKING SOME
374,000 NEWLY ELIGIBLE;

O ENCOURAGING ELIGIBLE PREGNANT WOMEN TO USE MEDICAID BY
PROVIDING PRENATAL SERVICES UPON REQUEST AND BEFORE A
FORMAL ELIGIBILITY DETERMINATION IS MADE, AND REQUIRING
OUTREACH PROGRAMS IN STATES WITH AREAS OF HIGH INFANT

MORTALITY?}

O ENTITLING ALL CHILDREN UNDER THE AGE OF 6 WHO RECEIVE FOOD
STAMPS TO MEDICAID COVERAGE OF IMMUNIZATIONS;
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O INVESTING $20 NILLION IN BOTH FY 1990 AND 1991 FOR
DEMONSTRATION PROJECTS TO IMPROVE THE CO-ORDINATION AMONG
THREE FEDERAL PROGRAMS--THE MEDICAID; MATERNAL AND CHILD
HEALTH; AND, THE WOMEN, INFANTS, AND CHILDREN NUTRITION

PROGRAMS .

O FUNDING THESE EXPANSIONS BY GRADUALLY REDUCING SPECIAL
FEDERAL ADMINISTRATIVE MATCHING RATES TO A UNIFORM 50
PERCENT, THUS USING THIS SAVINGS .TO FUND PROGRAM EXPANSIONS
WITHIN THE CURRENT PROGRAM SPENDING LEVELS.

EXPANDING ELIGIBILITY

CURRENT MEDICAID LAW REQUIRES STATES TO COVER PREGNANT WOMEN AND
INFANTS (UP TO AGE ONE) WITH INCOMES AT OR BELOW THE POVERTY LINE
BY JULY 1, 1990. STATES MAY CHOOSE TO COVER SUCH FAMILIES WITH

INCOMES UP TO 185 PERCENT OF THE POVERTY LINE.

THE ADMINISTRATION'S PROPOSAL WOULD REQUIRE STATE MEDICAID
PROGRAMS, BY APRIL 1, 1990, TO COVER PREGNANT WOMEN AND INFANTS
WHOSE INCOME DOES NOT EXCEED 130 PERCENT OF THE FEDERAL POVERTY
LEVEL. (THE OPTIONS FOR STATES TO EXTEND COVERAGE UP TO 185
PERCENT OF POVERTY WOULD REMAIN IN THE LAW.) UNDER THE
PRESIDENT'S PROPOSALS A PREGNANT WOMAN WITH ANNUAL INCOME OF UP
TO $13,078 WOULD BE ELIGIBLE; AND, A HOUSEHOLD OF FOUR COULD HAVE

$18,382,
BNCOURAGING PARTICIPATION

BECAUSE OF THE IMPORTANCE OF EARLY PRENATAL CARE, THE PRESIDENT S
PROPOSAL SEEKS TO ENCOURAGE ELIGIBLE WOMEN TO OBTAIN SERVICES
COVERED BY MEDICAID. UNDER CURRENT LAW, STATES MAY DESIGNATE
QUALIFIED HEALTH CARE PROVIDERS TO MAKE IMMEDIATE MEDICAID
ELIGIBILITY DETERMINATIONS AS WOMEN PRESENT THEMSELVES AT
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COMMUNITY HEALTH CENTERS, PUBLIC HEALTH DEPARTMENTS, AND MATERNAL
AND CHILD HEALTH CARE CLINICS. THIS PRESUMED ELIGIBILITY
ENTITLES A WOMAN TO CARE FOR UP TO 45 DAYS DURING WHICH TIME SHE
MUST FILE FOR A FORMAL ELIGIBILITY DETERMINATION WITH THE STATE.
TWENTY STATES HAVE ELECTED THIS OPTION.

THE ADMINISTRATION'S PROPOSAL WOULD REQUIRE ALL STATES TO OFFER
PRESUMPTIVE ELIGIBILITY DETERMINATIONS. FOR EXAMPLE, ANY
PREGNANT WOMAN WITH A FOOD STAMP CARD COULD BE FOUND TO BE
IMMEDIATELY ELIGIBLE FOR MEDICAID. AND, THE PERIOD OF
PRESUMPTIVE ELIGIBILITY WOULD BE EXTENDED TO 60 DAYS. STATES
WILL HAVE TO DEMONSTRATE THEIR EFFORTS TO MAKE THIS AVAILABLE TO
PREGNANT WOMEN IN ALL PARTS OF THE STATE. FINALLY, STATES WILL
BE REQUIRED TO CONDUCT OUTREACH AND PUBLIC EDUCATION CAMPAIGNS IN

AREAS WITH HIGH RATES OF INFANT MORTALITY.

BNTITLING CHILDREN TO IMMUNIZATICNS

ONE OF THE MOST COST-EFFECTIVE WAYS TO ENSURE CHILDRENS' HEALTH
1S.TO PROTECT THEM FROM THE DISABLING AND SOMETIMES FATAL
DISEASES OF CHILDHOOD. TO THIS END, THE PRESIDENT'S PROPOSAL
WOULD ENTITLE ALL CHILDREN UNDER THE AGE OF 6 WHO RECEIVE FOOD

STAMPS TO GET MEDICAID COVERAGE FOR IMMUNIZATIONS.

INVESTING IN DEMONSTRATION PROJECTS

MEDICAID ALONE WILL NOT SOLVE THE PROBLEM OF HIGH INFANT
MORTALITY. THERE ARE SEVERAL IMPORTANT GOVERNMENT PROGRAMS, THAT
ADDRESS THE PROBLEM. THE DEPARTMENT OF AGRICULTURE OPER/.TES THE
WOMEN, INFANTS, AND CHILDREN NUTRITION PROGRAM. THIS PROGRAM
DEALS WITH ONE PART OF GOOD MATERNAL AND INFANT HEALTH--ADrQUATE
NUTRITION. OUR DEPARTMENT ADMINISTERS BOTH THE MEDICAID AND
MATERNAL AND CHILD HEALTH BLOCK GRANT PROGRAMS, THE LATTER OF
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WHICH PROVIDES GRANTS TO THE STATES TO ASSURE MOTHERS AND

CHILDREN ACCESS TO HEALTH SERVICES.

THE PRESIDENT'S PROPOSAL INCLUDES $20 MILLION FOR FY 1990 AND
1991 TO TEST WAYS OF CO-ORDINATING THESE PROGRAMS TO MAXIMIZE
THEIR EFFECTIVENESS IN COMBATTING HIGH INFANT MORTALITY. THE
.RESULTS WILL BE USED TO FASHION FUTURE REFORMS OF SERVICE

DELIVERY UNDER THESE PROGRAMS.

PUNDING MEDICAID EBNHANCEMENTS

TO MAKE THESE IMPORTANT ENHANCEMENTS TO THE MEDICAID PROGRAM
BUDGET NEUTRAL, THE PRESIDENT'S BUDGET HAS PROPOSED OFFSETS FOR
CONGRESS' CONSIDERATION. WHILE THE PRESIDENT ACKNOWLEDGES THAT
THIS LEGISLATION "...DOES NOT DO ALL WE WANT TO DO....IT DOES DO
WHAT WE CAN DO AT THIS TIME." INVESTING IN MATERNAL AND INFANT
HEALTH IS THE HIGHEST PRIORITY FOR THE MEDICAID PROGRAM, THUS IT
DRIVES US TO IOOK AT IOWER PRIORITY SPENDING AS A MEANS TO
FINANCE THIS EXPANSION. THE PRESIDENT NOTED THAT "....AT A TIME
LIKE TODAY WHEN RESOURCES ARE TIGHT, WHEN WE HAVE MORE DESIRES
THAN FUNDS, WE MUST MOVE RESOURCES FROM CERTAIN LOWER PRIORITIES

TO THE HIGHER PRIORITY OF MATERNAL AND INFANT HEALTH."

THE ADMINISTRATION PROPOSES TO FUND THESE EXPANSIONS BY GRADUALLY
DECREASING THE FEDERAL MATCH FOR ALL ADMINISTRATIVE SERVICES TO
50 PERCENT. OVER THE YEARS ENHANCED ADMINISTRATIVE MATCHING
RATES HAVE BEEN AUTHORIZED TO ENCOURAGE STATES TO UNDERTAKE
MANAGEMENT IMPROVEMENTS. FOR EXAMPLE, TO PROVIDE INCENTIVES TO
STATES TO DEVELOP MEDICAID INFORMATION SYSTEMS, THE FEDERAL
GOVERNMENT MATCHES AT 75 PERCENT TO OPERATE THESE SYSTEMS AND AT
90 PERCENT TO DEVELOP NEW USES. ALL 50 STATES HAVE IMPLEMENTED

COMPUTER SYSTEMS, AND CLEARLY WILL CONTINUE TO USE SUCH

27-052 - 90 - 7
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TECHNOLOGY TO RUN MEDICAID IN AN EFFICIENT MANNER. STATES NO
LONGER NEED "ENCOURAGEMENT" TO OPERATE COMPUTER SYSTEMS, THUS
CONTINUATION OF ENHANCED MATCHING RATES CLEARLY GOES WELL BEYOND
THE ORIGINAL INTENT. THUS WE PROPOSE TO PHASE~DOWN OVER A
SEVERAL YEAR PERIOD ENHANCED MATCHING RATES THAT HAVE OUT-LIVED
THEIR PURPOSE AND TO PUT THAT MONEY IN PROGRAM ENHANCEMENTS.
NONE OF THE FEDERAL MATCHING RATES WOULD GO BELOW 50 PERCENT
WHICH IS THE RATE GENERALLY USED FOR ADNINISTRATIVE ACTIVITIES.
AND, THERE WOULD BE NO CAP ON THE AMOUNT OF FEDERAL FUNDS
MATCHABLE. BY PHASING DOWN 6VER A PERIOD.OF YEARS STATES WILL BE
ABLE TO TAKE NECESSARY ACTION TO ADJUST TO THE REDUCTION.

MR. CHAIRMAN, THE PRESIDENT RAS SUBMITTED A RESPONSIBLE PROPOSAL
TO ADDRESS THE NATIONAL PROBLEM OF CHILDRENS' HEALTH. IT IS A
BEGINNING=--IT IS WHAT WE CAN AFFORD RIGHT NOW. MORE NEEDS TO BE
DONE, AND WE INTEND TO DO IT IN A THOUGHTFUL WAY THAT MEETS
PRIORITY HEALTH CARE NEEDS WITHOUT VIOLATING BUDGET AGREEMENTS.

I NOTE THAT YOU HAVE SEVERAL PIECES OF LEGISLATION PENDING BEFORE
THIS COMMITTEE WHICH SHARE THE SAME GOALS AS THE ADMINISTRATION'S

PROPOSAL. OUR OBJECTIVES ARE THE SAME ON THIS ISSUE.

CONCLUSION

IN CLOSING, I WOULD LIKE TO REAFFIRM OUR COMMITMENT TO THE
PRIORITY OF MATERNAL AND INFANT HEALTH. THERE IS NO DEBATE ABOUT

THE NEED TO WIN THE BATTLE AGAINST HIGH INFANT MORTALITY IN OUR
VERY PROSPEROUS COUNTRY. IT IS A BATTLE THAT INVOLVES ALL HEALTH

CARE POLICY-MAKERS.

I ASK FOR YOUR FAVORABLE CONSIDERATION AND SUPPORT OF S§.902,
WHICH IS A STARTING POINT IN CUR STRATEG! TO INCREASE EVERY
INFANT'S CHANCE FOR A HEALTHY BIRTH AND A LONG LIFE.
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PREPARED STATEMENT OF AARON J. JOHNSON

Mr. Chairman, members of the Committee, I am Aaron Johnson, Commissioner of
the Georgia Department of Medical Assistance. I speak to you today as both the
Chairman of the National Council of State Human Service Administrators Health
Care Committee and Chairman of the State Medicaid -Directors’ Association. Both
(tx%svev Krganizations are integral parts of the American Public Welfare Association

).

Let me begin by thanking the Chairman and members of this Committee for pro-
viding this opportunity today to discuss children’s health. I also want to commend
this Committee’s leadership in the area of infant and child health, indigent care,
and long term care. Members of this Committee have worked long and hard to bring
attention to, and resolution of, the plight of those who have inadequate access to the
health care system. Those efforts are starting to come to fruition. The American
peo&le are more aware of the problems and more willing to accept changes in the
system.

I would like to now turn my attention to the issue before us children's health care
under the Medicaid program—and to address what I believe to be the key aspects in
the various Medicaid bills. Those issues are: program innovation, eligibility, pre-
sumptive eligibility, adequate provider reimbursement, outreach and inpatient serv-
ice limits/payments.

INNOVATION

States strongly support efforts to provide funding for demonstration projects for
greater coordination among the various agencies that provide needed services to
pregnant women, infants, and children. This will build on many efforts already un-
derway in the states, including improved outreach programs, outstationing eligibil-
ity workers, education on the need for early prenatal care and attention to wellness.

States also strongly support authority for demonstration projects to improve pro-
vider participation in the EPSDT program. The State Medicaid Directors’ Associa-
tion recently formed a work group, a subset of the Maternal and Child Health Tech-
nical Advisory Group (MCH TAG) that will focus on collecting information from the
states on their EPSDT programs, review current problems, and develop recommen-
dations for action. I might also add that the MCH TAG, composed of both Medicaid
-and Maternal and .Child Health representatives, hasibeen actively working with the
‘Health Care Financing Administration to address many of the concerns of both Con-
gress and the states regarding infant mortality.

ELIGIBILITY

States have long advocated for breaking the tie between eligibility for cash assist-
ance and Medicaid eligibility to allow more people access to health care services be-
cause health care is a very different market good than food, shelter or housing. A
first step was taken several years ago under SOBRA. A majority of states (29) have
taken up the option to cover pregnant women up to 100 percent of poverty. States
then began to advocate for the option to provide coverage for higher income levels
among pregnant women and infants, in response to rising infant mortality rates.
That option came with OBRA ’87, and 12 states have moved to cover pregnant
women and infants up to 185 percent of poverty. Virtually all states have responded
in some manner to the need for expanded coverage for pregnant women and infants.

I would like to also stress that states have been in the forefront of advocating for
the option to expand income-related eligibility for older children, up to the age of
18. State administrators have been among the first to recognize both the needs of
older children who do not qualify for cash assistance, and how Medicaid currently
cannot address those needs. Thirty-two states now provide optional income-related
coverage tor children between the ages of two and five.

However, not all states have pursued the new, higher income option up to 185
percent for pregnant women and infants for a variety of reasons. Like the Federal
Government, many states find themselves in a period of budgetary constraint.
States are concurrently dealing with the substantial budgetary impact of changes to
other parts of the program, notably nursing home reform, and the Qualified Medi-
care Beneficiary provisions of the Catastrophic Care Act. Expanding eligibility for
one segment of the Medicaid population has very real implications for other parts of
the total Medicaid population. Many state directors, working within constrained
budgets, are in the unenviable position of deciding what services to cut back in
order to fund other mandated programmatic expansions.

The point here is that the states that have not yet pursued the 185 percent option
have valid, and considered, reasons not to do so. A mandate at this time may not be



192

the most appropriate method by which to address the problem given the competing
needs. I would further add that any reductions in Federal funds for the administra-
tive side of the program, in order to enact expanded coverage, is completely unac-
ceptable to the states. This would have a severe impact on the programs we admin-
ister. States cannot be expected to bear the total cost of mandated programmatic
expansions.

PRESUMPTIVE ELIGIBILITY

There is a growing interest in the Medicaid presumptive eligibility process. State
reaction to this option has been mixed. The twenty or so states that have pursued
this option have found it useful, however most believe the statute needs some modi-
fication. Specifically, the 14-day time limit for a woman to file a formal application
has proven to be a garrier to access to care. The woman for whom presumptive eligi-
bility is designed cannot typically jump in a car to visit a physician or the eligibility
worker. She often has to arrange child care and or transportation, and do so with-
out sufficient financial resources. Fourteen days is frequently too tight a time
frame. States would advocate that the current 14 day time frame be removed com-
pletely and that a 45 or 60 day time frame for final determination remain.

Many states have not pursued the presumptive process for a variety of reasons.
Many feel that the statutory language defining a qualified provider nets little ad-
vantage in the struggle against infant mortality. Essentially, states are limited to
defining providers as MCH clinics and health departments. Finally, many states be-
lieve that the presumptive process provides no real gain because it is a two step
process, whereas, regular eligibility is a one step process.

The fact that a majority of states have not adopted presumptive eligibility does
not mean that they have not been addressing the need for a quick turn-around on
eligibility determinations for pregnant women. Many states have expedited eligibil-
ity processes that will provide a pregnant woman with a medical assistance card in
15 days or less, with eligibility retroactive for 90 days. These systems are working
exceeding well. It is because of states like these, that mandating a national pre-
sumptive process would constitute a step backward. A mandate of this nature would
effectively limit a state’s ability to institute creative alternative strategies for pro-
viding expedited access.

I would also like address some of the reasons why several states have neither a
presumptive nor an expedited process. In most states, Medicaid eligibility is deter-
mined by a worker who also works on AFDC and food stamps. These front line
workers, who see great need every day, frequently argue that the need for medical
care does not necessarily outweigh the need for food, shelter and clothes. It is this
debate that has stymied an expedited process because a separate application for
medical assistance that includes no resource test (which is required for AFDC and
food stamp eligibility) may slow a woman’s eligibility for other services. Further,
some have argued that an expedited process for a pregnant woman’s Medicaid eligi-
bility ties the hands of eligibility workers to triage the caseload in terms of other
clear emergencies. One state has creatively surmounted this very real dilemma by
deciding that the pregnant woman must receive a card prior to the date of the next
scheduled prenatal care visit, however soon that may be. This has allowed the
rvcég'ker some of the latitude needed to address the variety of needs of diverse popu-
ations.

State administrators realize that no course of action is simple and without ramifi-
cation. I urge this Committee to attempt to address these concerns in the continuing
debate on appropriate legislation.

ADEQUATE PROVIDER REIMBURSEMENT

Adequate provider reimbursement, as a function of access to care, is of interest to
the states as well as Congress. The question remains, to what extent will the
amount of payment increase provider participation? How far do we raise rates
before we can discount payment level as a factor in access to care? Many states
have undertaken rate increases in the past few years. There are several states
where payments are close to the market rate and yet provider participation has not
lm&roved commensurate with the rate increases.

hat this information signifies is that there are a myriad of other factors that
affect provider participation in the Medicaid program. Some of the factors that we
have identified include: provider enrollment and reporting; billing complexity; mal-
practice costs, for the ob/gyn in particular; lack of rural providers; and lack of as-
sured and continued client eligibility so that providers are not at financial risk for
provision of services.
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States are trying to grapple with these difficult issues. While some initiatives
appear promising, no final conclusion can yet be drawn. Mandating adequate reim-
bursement rates that assume a commensurate increase in access to care, when we
are not sure how to define ‘adequate’ is a highly problematic proposition for state
agencies, particularly given the existence of other mitigating factors.

While increasing rates will certainly not harm access, it is not at all clear that
access will improve as a result. A more prudent method by which to address this
issue would be through demonstration authority aimed at exploring more fully the
relationship between access and reimbursement rates. Another option would be to
look incrementally at different pieces of the puzzle. Providing funding for states to
increase rates in targeted areas, such as rural areas, would give us information
upon which to evaluate a future course of action. We may ultimately find that ade-
quate reimbursement means paying above the market to assure a mainstream level
of access for the Medicaid client.

States are also concerned about the growing emphasis on increased reporting and
data collection. Like Congress, states very much want better quantitative data about
access to care. In most cases, however, collecting this information depends on the
good will and voluntary participation of the provider. For instance, even state li-
censing, where a doctor or nurse is asked to declare their specialty certification, is a
voluntary self-declaration, which is not verified by the state licensing board. The
state licensing board is not under the control of the state welfare or Medicaid
agency.

State desjre for better information is explemified by efforts to know more about
the effectiveness of EPSDT, and they have tried to collect accurate data. However,
tracking the initial health screen often depends on the provider’s willingness to use
proper billing codes. Associating EPSDT follow-up care and treatment to the initial
screen depends on both the provider's awareness of the antecedent to a particular
visit and then upon their willingness to fill out the claim form fully with optional
information.

Mandating collection of information that is dependent upon provider participation
is a tenuous proposition. If we increase provider reporting requirements, we will
likely lose another degree of participation in the program. Holding states accounta-
ble for information from an essentially voluntary source is particularly onerous.
Using data that has a high probability of being incomplete and therefore, inaccu-
rate, is not a practice states can support.

States do not have the information that Congress seeks, not because they don't
care, but because they have not been successful in obtaining it.

Collection of data on the timeliness of prenatal care is another issue where states
have strong concerns, primarily because state agencies do not currently capture it.
In many states, some data is collected by the health department and is often inaccu-
rate because information comes from the delivering provider. The provider who de-
livered a child may not be the same provider who provided early prenatal care. Or,
if the information is to be collected through the MMIS, the woman may not have
been on Medicaid early in her pregnancy so any early prenatal care would not be in
the system. How are state agencies to overcome these issues in an efficient and con-
sistent manner? it is an issue that must be overcome if approval of state plan
amendments and reimbursement rates will become contingent upon this data.

The concept of associating timeliness of care with access to care is also highly
problematic. A woman’s ability/desire to seek early prenatal care could be affected
by: drug dependency, cultural issues, lack of education, even denial of health status
in the case of a teenager. States are very concerned about judging access and reim-
bursement rates by using data that are both incomplete, and without simple or
direct correlation.

States want, and need, accurate data. We have not been able to develop compre-
hensive and proper collection systems, in large part due to the private/public
nature of the Medicaid program and the health care system as a whole. Mandating
data requirements on the Medicaid agency without resolving some of the inherent
problems is strongly discouraged.

A final issue to be raised here is that it is not an easy choice for a state to redi-
-rect resources away from client services to administrative needs. Changes in infor-
mation systems and data collection require substantial allocations of resources, both
human and fiscal. States must be provided sufficient time and resources so that any
mandated changes can be implemented correctly, thoroughly, and without affecting
client services. Information is never free of cost. States believe that recognition
must be given to the cost of providing and collecting information, and who is being
asked to bear that cost.
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OUTREACH

Any effort to provide increased funding for a variety of outreach activities for
pregnant women would be welcome by states. Enhanced funding would provide in-
centive for those states that have not yet undertaken such activities, and would
allow the many states that have begun such efforts to build upon, and expand exist-
ing programs.

INPATIENT DAY LIMITS/REIMBURSEMENT

I am pleased to say that many states have moved to unlimited inpatient days
under Medicaid and have capitated payment systems that account for catastrophic
costs resulting from extended lengths of stay, which addresses part of the concerns
of disproportionate share hospitals.

States believe disproportionate share payment is an appropriate public policy for
hospitals that have a commitment to serving the poor. However, states that contin-
ue to have a cap on inpatient hospital days are concerned-about efforts to further
eliminate that cap for older children served in disproportionate share hospitals.
States believe there are equity considerations involved in such a mandate. Eliminat-
ing amount and durational limits for one specific subset of the total Medicaid popu-
lation indicates that one population is more important than another within the
same program. There is also concern about the effects such a mandate might have
on access to inpatient services in a geographic area. In addition, there are also cost
considerations that will impact the program as a whole.

S§SI CHILDREN AND MEDICAID ELIGIBILITY

Related to children’s health and the Medicaid program is the issue of SSI eligibil-
ity. States have a growing concern for SSI children who loose Medicaid eligibility in
particular months when their parents may have income in excess of SSI standards
due to irregular pay periods. While the children are reinstated in the program sev-
eral weeks later, this temporary discontinuance of coverage can have substantial ad-
verse impacts. There are also agency administrative considerations involved in re-
moving a child from the rolls, and then reinstating them several weeks later. States
fully support any efforts this Committee would undertake to allow consideration of
annualized income for SSI eligibility where an irregular pay period would result in
temporary termination.

SUMMARY

In summary 1 would say that states, in general, are equally cognizant of the prob-
lems and need for change. States have been making good faith efforts to expand and
expedite eligibility, increase outreach, and educate about wellness to combat in-
creased infant mortality. We remain unconvinced, however, that mandating further
incremental expansions and reporting requirements at this time constitutes a realis-
tic solution. Further mandates at this time will have significant implications for the
whole of the Medicaid population in different states.

The APWA has given the issue of access to health care serious consideration over
the past two years and has published a set of proposals for broader reform. We are
aware that our proposals do not constitute the ultimate resolution to all the health
care problems, but we believe they are a substantive place to start.

I would like to stress that states want to work together with Congressional lead-
ers and their staffs to develop a set of viable proposals based on what we, together,
know at this point. It is clear that something needs to be done.

Our system of governance is based on federal/state partnership. That partnership
must be evaluated, in the context of the Medicaid program, and built upon in order
turn our nation’s health care situation around.

Thank you for the onportunity to testify today.

PREPARED STATEMENT OF KAY JOHNSON

Mr. Chairman and Members of the Committee: My name is Kay Johnson, and I
am the Director of the Health Division of the Children’s Defense Fund (CDF). On
behalf of the CDF, I want to thank you for this opportunity to testify today regard-
ing programs which promote the health of children. CDF exists to provide a strong
and effective voice for the children of America who cannot vote, lobby, or speak for
themselves. We pay particular attention to the needs of low income and minority
children. For more than 15 years, our efforts to improve programs and policies for
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children have included extensive work on reforms in the Medicaid and Title V Ma-
ternal and Child Health Programs.

I want to commend you, Mr. Chairman, for holding this hearing today to focus
attention on our key publicly funded maternal and child health programs. For mil-
lions of low income families, lack of access to adequate needed health care has
become a serious threat. Erosions in family income, health insurance, and health
status have led to widening cracks in our health care system which the current pro-
grams have been unable to fill.

While my written testimony discusses at greater length, the size of this problem
and the barriers to health care services which exist for children and families, in the
interest of time, I will briefly summarize the recommendations it contains. Howev-
er, I would like to submit a complete written statement for the record.

1. WHAT 1S THE EXTENT OF HEALTH INSURANCE COVERAGE FOR CHILDREN PREGNANT
WOMEN?

In recent years, the problem of uninsuredness has been growing. Children are es-
pecially likely to be uninsured as a group—representing approximately one-third of
the more than 37 million uninsured Americans under age 65.' As a result of reduc-
tions in coverage under employer-based health insurance plans and reductions in
Federal and state public insurance programs for low-income children, fewer chil-
dren today have health insurance coverage.

Poor children, whose families generally lack the means to pay for health care ex-
penses ‘‘out-of-pocket’’ are among those most likely to be uninsured.

* Between 1980 and 1985, the proportion of children under age 18 covered by em-
ployer insurance fell by 6 percent (from 64.6 percent to 60 6 percent). Among poor
children under age 18, the proportion privately covered declined by one-quarter,
from 16.9 percent to 12.8 percent.?

¢ In 1986, nearly one out of every 5 children in families over 11 million nation-
wide—had no health insurance, public or private.? (Table 1) _

* By 1986 nearly one-third of all poor children were completely uninsured. This
translates into 4 million poor children nationwide. While an estimated 1 million to
1.5 million children have been added to the Medicaid program since 1986, the re-
maining 2.5 million to 3 million lack the key to access to health care—insurance.

* In 1986, more than 4 out of every 10 children in employed poor families had no
health insurance public or private. (Table 2, Figure 1) These children have tradition-
ally been left outside of the scope of the Medicaid program and, increasingly, their
families lack employer-based dependent coverage.

In fact, the absence of health insurance, public or private, is most clearly seen in
low income working families. Children in low income working families are less
likely to have access to employer-based family coverage, and yet nonetheless are un-
likely to be eligible for Medicaid. Many children in such families could be classified
as '‘near-poor” (with family incomes between 100 and 200 percent of the Federal
poverty level).

* In 1986, nearly 3 out of 10 children in near-poor families had no health insur-
ance. (Table 2A, Figure 2)

¢ In that year, just over half of near-poor children had private, employer-based
health insurance coverage. Moreover, among this group, the full cost of the chil-
dren’s premiums was covered by the employer or union in only 32 percent of the
cases.

The best way to ensure that a child will begin life as healthy as possible, is to
ensure the health of the mother during pregnancy through prenatal care. Women of
childbearing age need access to health care, especially during a pregnancy. Yet in-
adequate health insurance coverage acts as a barrier to health care for women.

* Among women of childbearing age (15-44 years), 9.5 million had no health in-
surance, public or private, in 1985. If women who have some health insurance but
lack adequate maternity care coverage were included, then over 14 miliion women
were completely unprotected against the cost of maternity care in 1985.4

While recent Federal changes in Medicaid ensure coverage of all poor pregnant
women beginning in 1990, millions of near-poor women continue to be uninsured or
underinsured. These women, generally young, married, and in a employed family
with an annual income of just under $20,000, are most typical of those who give
birth today.®
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1. WHAT IS THE RELATIONSHIP BETWEEN INSURANCE STATUS, HEALTH CARE UTILIZATION,
AND HEALTH STATUS?

Study after study has shown that health insurance is a significant determinant of
health care utilization. The uninsured use substantially fewer services than their
insured counterparts, even when health status and the need for services is taken
into account.® Research also has shown that even among the poorest families, pub-
}iclyl-fgnded health care coverage can bring health care utilization up to average
evels.

* National survey data reveal that low-income uninsured children have a lower
likelihood of, and a significantly lower average of, visits to physicians. When adjust-
ed for health status, uninsured children remain most likely to have no physician
visits in a year.8

* Even among children with identified disabilities who participate in special edu-
cation programs, lack of health insurance has been found to be associated with re-
duced access to necessary health care.®

e However, poor children with Medicaid coverage are far more likely than unin-
sured poor children to have a regular source of health care and to visit a physician
in a year. Medicaid recipient children use services in a pattern similar to that to
their affluent, privately insured counterparts.!©

* Uninsured low income women are less likely to receive care early in pregnancy
and are twice as likely to receive late or no prenatal care.!?

At the same time, research indicates the extent to which adequate access to
health care is critical to maternal and health and saves money by preventing unnec-
essary illness, disability, and death.

Maternity care, beginning with prenatal care in the critical first three months of
pregnancy and continuing through the birth of a child, can dramatically improve
maternal and infant health. An infant born to a women receiving no prenatal care
is more than 3 times more likely to die in the first year of life.!2 Prenatal care can
save $3 for every $1 invested.!® Yet each year, millions of infants are born to
women who did not receive early care.

¢ In 1986, about one in four babies nationwide was born to a mother who did not
benefit from early care. (Table 3)

¢ In that year, only 68 percent of all births occurred among mothers whose prena-
tal car;e could be considered adequate, even in terms of timing and frequency of
visits.

* That year marked the seventh in a row in which the trend in receipt of late
(beginning after the sixth month) or no prenatal care worsened or showed no im-
provement. In 1986, 70,000 infants were born without benefit of any prenatal care.?®

The Institute of Medicine of the National Academy of Sciences reports that “fi-
nancial barriers—particularly inadequate or no insurance and limited personal
funds—were the most important obstacles reported in 15 studies of women who re-
ceived insufficient care.” 1®¢ From New York City to Oklahoma City, these studies
document the financial barriers which keep women from receiving early and ade-
quate prenatal care.

Immunizations, beginning in the first months of life, can eliminate the death and
disability that can result from now-preventable, childhood diseases such as measles,
mumps, pertussis (whooping cough), diphtheria, tetanus, polio, and meningitis.
Childh immunizations save $10 for every $1 invested.!” Inadequate immuniza-
tion levels lead to outbreaks of preventable disease. However, between 1980 and
1985, immunization levels for our nation’s infants and toddlers eroded substantial-
ly.18 (Table 4, Figure 3)

¢ In 1985, the proportion of infants younger than one with at least one dose of
polio or diphtheria, tetanus, and pertussis (DTP) vaccine was lower than in 1980.
Among all nonwhite infants, the proportion receiving at least one dose of polio vac-
cine fell by more than 20 percent, while the proportion receiving at least one dose of
DTP vaccine fell nearly as sharply.

¢ Because the 1985 DTP immunization status of children who had reached age
one showed some improvement, it appears that some families may have delayed im-
munizations and ‘“‘caught up” later. This places many infants at unnecessary risk
for preventable disease.

* Two-year-olds experienced erosion in immunization status in each vaccine cate-
gory. The overall pattern indicates a significant decrease in the immunization status
of two-year-olds.

Comprehensive primary and preventive care for children can detect and treat a
wide range.of health conditions before they become serious. Screening for lead poi-
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soning, learning disabilities, vision impairments, and dental health needs can
reduce the consequences of these health problems. Children who receive comprehen-
sive primary health care have annual health costs 7 to 10 percent lower than those
who do not. However, many children do not receive such preventive care.

* In 1986, as a result of inadequate access to health care, poor children were con-
siderably more likely than affluent children to have had a routine physical in the
previous year.!®

* National surveys indicate that poor children are at least 3 times more likely
than affluent children to have never had a physician visit (5.4 percent and 1.6 per-
cent, respectively).2°

We understand how to keep most children-healthy. We know that every child
needs health care. Good medical care begins before a child’s birth with comprehen-
sive prenatal care. It continues throughout childhood, with care for a child’s preven-
tive, acute, and chronic health care needs.

No child—whether the need is for immunization, treatment for a strep throat,
dental care, hospitalization, medicines, or eyeglasses—should go without health care
because a family cannot afford it. No pregnant woman should be denied prenatal
care because she does not have enough money to pay for it.

The current gaps in insurance coverage and medical care among children are
costly in both human and fiscal terms. Maternity and pediatric services-have been
found not only to be effective but also to be a remarkably cost-effective type of
health care investment. Our highly sophisticated medical system can offer preven-
tive or remedial care for most child health problems. Yet a series of events have left
our children vulnerable to preventable childhood disease, disability, and death.

I11. WHAT POLICY REFORMS ARE NEEDED TO IMPROVE THE ABPEQUACY OF PUBLICLY-
~FUNDED PROGRAMS.FOR LOW INCOME FAMILIES, ESPEGIALLY CHILDREN

In recent years, Congress has taken-steps to improve access to health care for
pregnant women, infants, and children. These preventive investments include
changes in key maternal and. child health programs such as Medicaid, the Title V
Maternal and Child Health Block Grant, Community and Migrant Health Centers,
childhood immunization, and health manpower programs. I will discuss reforms in
the two programs, Medicaid and the Title V Maternal and Child Health Block
Grant, which are of particular relevance to the work of this Committee.

A. Medicaid
For low income children and women, Medicaid is the primary health care financ-
ing program.

* In 1987, more that 11.6 million children under age 18 received services paid for
by Medicaid. Children comprised 50 percent of all recipients.

s Despite its importance, Medicaid still failed to reach all poor children in 1987.
Furthermore, children account for only approximately 15 percent of the total ex-
penditures.

¢ Medicaid paid for maternity care for approximately one-half million births that
year—nearly one in every six U. S. births.

Moreover Medicaid is a unique program in its mission to serve a broad range of
medically indigent individuals and families. It is the only publicly funded health
program sufficiently elastic to permit the development of both a rationalized mater-
nal and child health system and a basic system of long term care for the elderly and
disabled. The most notable aspect of the Medicaid reforms we have witnessed over
the past five years is precisely that they have been responsive to the needs of many
categories of program beneficiaries, not just one or two. This unified and incremen-
tal approach to health policy development is a sound and sensible one. CDF strongly
supports this unified approach.

Yet despite recent improvements, the Medicaid program continues to fall far
short of fulfilling its mission to address the health care needs of poor Americans.
Over 50 percent of all poor Americans, and between one-third and one-half of our
poor children did not qualify for Medicaid last year. Strict eligibility rules, difficult
enrollment procedures, limitations on benefit packages which vary widely from
state to state, and low provider participation levels together create significant bar-
riers to access.

Because of the size and scope of the program, recent reforms in Medicaid have the
potential to dramatically affect access to care for low income pregnant women, in-
fants, and the youngest children. However, if we are to ensure health care access
even for all poor children and pregnant women, Congress and the states must take
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additional steps to improve Medicaid in a number of ways. These include the follow-
ing:

1. Eligibility Expansions

* Medicaid coverage should be provided to all pregnant women and infants with
family incomes below 185 percent of the Federal poverty level. Expansion of eligi-
bility to all pregnant women and infants with family incomes below 185 percent of
the %"edera} poverty level will make coverage available to approximately two-thirds
of all uncovered mothers and infants.

¢ The Medicaid program should be expanded to cover all poor children. There is
no magic which protects children over age 6 from acute and chronic health condi-
tions. Currently, millions of school age children are without coverage and are forced
to go without needed medical and dental care. This type of neglect can lead to
school failure and preventable disability. A phased-in mandatory expansion of Med-
icaid coverage could lead to a one-third reduction in the number of uninsured chil-
dren. Moreover, states should be given the option to cover all poor children begin-
ning in FY 1990,

* Medicaid eligibility for near-poor children over age one should be phased-in
over the coming years. The families of near-poor children are more likely to be
working, but without employer provided coverage and unable to afford private cov-
erage for their children. As a result, these families need access to publicly-funded
cov%'aggl. Provisions for such coverage are included in S. 339 as introduced by Sena-
tor Bradley.

* Allow states the option of extending Medicaid to children in non-federally
funded foster care placements with family incomes below 100 percent of the Fed-
eral poverty level. Many children in non-federally funded foster care nonetheless re-
ceive Medicaid because their incomes and resources do not exceed the AFDC guide-
lines. However, a handful of children (for example, children receiving Social Securi-
ty Survivors’ benefits) have income slightly over the AFDC eligibility level but
under the Federal poverty level. These children currently cannot qualify for Medic-
aid. States that do not opt now to extend Medicaid to all poor children under 18,
nonetheless might elect to provide coverage to this subclass of poor children. S. 949
as introduced by Senator Riegle proposes to extend coverage to this group.

* Prohibit “Section 209 (b)” states from denying medical assistance to SSI
qualified children with disabilities. Between 5 and 7 states that are so-called “Sec-
tion 209 (b)” states presentlg categorically exclude disabled children from their Med-
icaid programs, even though they meet gSI standards and would be eligible for cov-
erage as adults. We believe that correcting this problem is virtually no-cost, since so
few children are affected.

2. Administrative Reforms

Federal support should be available to states to allow improvement of their Med-
icaid programs in a number of ways. For example, policies which improve and sim-
plify enrollment procedures or enhance provider participation will allow more preg-
nant women, infants, and children to receive cost-effective primary and preventive
health services.2? Moreover, these are low cost initiatives which make Federal and
state eligibility expansions meaningful for families at the local community level.

* Modify resource and asset tests to allow more poor pregnant women and chil-
dren to become eligible for Medicaid. Low income working families need basic
household goods and automobiles which allow them to travel to work. They should
not be penalized for having such resources. We sui)port the elimination of punitive
resource tests for pregnant women and children in low income families.

* Eliminate the distinction between “qualified” children and “poor” children. As
mandatory eligibility for poor children expands, there is little reason to retain a
subgroup class of very r children known as “qualified” children (Section
1905(nX2)). This situation leads to confusion at the Federal, state, and local level.

* Require states to redetermine eligibility for children enrolled in the program
before benefits can be terminated. The Family Support Act of 1988 contains impor-
tant protections specifying that before Medicaid benefits can be terminated in the
case of affected families the eligibility for continued benefits of the children in the
household must be redetermined to ensure that they do not remain continuously eli-
gible under another classification. As Medicaid eligibility for children is expanded,
the need for redetermination protections also grows.

* Structure an option for guaranteed annual enrollment periods which allow
children to be continuously enrolled in Medicaid. The on-again, off-again nature of
Medicaid enrollment not only creates a barrier for the family seeking access to pre-
ventive and primary health care, it also discourages providers from accepting Med-
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icaid program participants. Annual enrollment periods would be a big step toward
reducing these barriers.

¢ Improvements and expansions to the presumptive eligibility programs. Cur-
rently, states have the option to extend presumptive” or temporary eligibility to
pregnant women through a network of qualified providers. We recommend expan-
sion of this option to allow infants and children to benefit from such systems. Re-
ports from across the country document the tragedies which have resulted from
delays in children’s eligibility determinations

* Provide protections for the disproportionate share hospital providers furnish-
ing extended inpatient services to children. Consistent with 1988 amendments,
which allow an adjustment in payment for hospital services for infants, dispropor-
tionate share hospital facilities should be provided with adjustments to reimburse-
ments in the case of children younger than 18,

* Improve Medicaid reimbursement for providers meeting the requirements of
Section 330 and 329 of the Public Health Service Act. The network of more than
500 federally funded community and migrant health centers who furnish primary
care to all poor and publicly insured patients in their communities are now using
millions of dollars in scarce Federal discretionary funds to defray the gap between
the cost of care furnished to Medicaid beneficiaries and the amount Medicaid actu-
ally pays. We estimate that in 1988 this “gap’’ amounted to about $45 million—suffi-
cient funding to serve more than 400,000 additional low income persons. Senator -
Chafee has introduced legislation (S. 1199) with provisions designed to close this gap.

* Improve the capacity of Medicaid programs to ensure the provision of pri-
mary and outpatient treatment services for children with mental or developmental
illness or conditions. Many such children routinely receive services in clinical set-
tings where there is a range of professionals skilled in the diagnosis, evaluation, and
treatment of these types of health problems. However current law does not allow a
clinic to be reimbursed if it is directed by a non-physician licensed practitioner (such
as a psychologist or psychiatric social worker). We recommend that an exception to
thisdru e be made for clinics serving children with developmental or mental health
needs.

3. The Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) Pro-
gram

EPSDT is the most important publicly financed preventive child health program
ever enacted by Congress. The benefits it offers are unparalleled. Yet, except for a
single sentence, the statute is virtually silent regarding the structure and content of
the health benefits included in the program. Moreover, the terminology used in the
current definition of EPSDT is extremely outdated.

Mr. Chairman, we appreciate the interest you have shown in improving the
EPSDT program through plans for legislation to codify, clarify, and expand the
scope and depth of the program. The following elements of EPSDT reform are essen-
(tiial 3nd would remedy problems which have plagued the program for more than a

ecade.

* Codification of the current EPSDT regulations. The Medicaid statute currently
only refers to EPSD in one sentence. This program and the protections it provides
are too important to be left to the rulemaking process alone.

¢ Clarification of the indepzndent nature of the four basic components of
EPSDT. These include: (1) health and developmental examinations, diagnostic pro-
cedures, and treatment; (2) vision examinations and treatment; (3) assessment, diag-
nostic and treatment services for hearing problems; and (4) preventive and restora-
tive dental care.

¢ Expansion of the range of diagnostic and treatment services which may be
provided to a child following an EPSDT assessment. States have long had the
option to provide an enhanced benefit package to children with conditions disclosed
by an EPSDT assessment. Creating a national benefit package, which would allow
providers to deliver a broadened range of diagnostic and treatment services deemed
medically necessary through their assessment, would be a giant step forward.

¢ Clarification that families can elect to receive either some or all of the compo-
nents of an EPSDT assessment and treatment program. There currently is wide-
spread confusion around the issue of whether providers are allowed to provide only
a portion of EPSDT screening and treatment. Since few providers are capable of fur-
nishing all elements of the assessment, in many communities no provider is willing
to offer EPSDT-quality services. It also keeps out of the program scores of highly
qualified providers specialized in one or more aspects of the program. Finally, any
other interpretation contradicts years of Federal policy regarding state administra-
tion of EPSDT and Federal rulings.
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B. Title V Maternal and Child Health Block Grant

For over 50 years, the Title V Maternal and Child Health programs have served
America’s mothers, infants, and children. As the only Federal health program ex-
clusively focused on maternal and child health, Title V serves as a cornerstone of
our public health system. Each year, the program provides maternity care to hun-
dreds of thousands of pregnant women amf preventive and primary care to millions
of children. In addition, from the beginning, Title V has included in its mission serv-
ices for children with special health care needs.

However, as with all programs, periodic revisions are necessary to keep the pro-
gram in step with the times. We hope that this Committee will-make improvements
to Title V in the following areas:

¢ Increased accountability: Improvements in the planning and reporting process-
es, as well as creation of a state level advisory board, would allow Title V programs
to better document unmet need and program success.

¢« Commitment to all three target groups within the programs mission: Materni-
t{‘ and infant care, primary and preventive health care for children, and services to
children with special hea{th care needs are all priorities in maternal and child
health. While it may be easier at times to document the problem of infant mortali-
ty, children need health care throughout childhood. Moreover, millions of pregnant
women, infants, and children live in medically underserved areas where only a pub-
licly funded program like Title V is likely to reach them, even if they have a Medic-
aid card. It is essential that the program place emphasis on service to all three
groups.

¢ Flexibility to demonstrate new models of care and replicate models on a na-
tionwide basis: Title V has a special advantage in that it contains a provision for
funding special projects of regional and national significance (SPRANS). The oppor-
tunities to test the advantages of home visiting programs, new genetic screening
and treatment systems, techniques for better serving children with special health
care needs in the community, and other models are essential to the development of
a better system of care for all mothers and children.

CONCLUSIONS

We are very pleased that so many members of this Committee, including the
Chairman, have made a commitment to improving the health of mothers and chil-
dren. Likewise, we are pleased that President Bush has made Medicaid coverage for
low income pregnant women and children a priority. We know that you believe as
we do that society “should ensure that the basic needs of vulnerable Americans do
not go unmet;”’ 23 that we must make preventive investments now to ensure the
health and security of our population in the future.
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TABLE 1

Insurance Status of Children Younger than 18 in Families, by Income!, Race, and
+ Insurance Status, U.S., 1986

All Races White Black
Less Less Less Less Less Less
Income as a percent Than  Than Than Than Than Than
of poverty 100% 200% All  100% 200% All  100% 200% Al
Children in Families
(in thousands) 12,715 26,355 62,745 8,070 18,836 50,934 4,129 6,560 ' 9,606

Percentage of insured children by type of coverage?
Medicaid alone or with

other coverage §2.3% 30.3% 134% 472% 25.2% 99% 61.6% 43.8% 31.4%
Medicaid only 483% 26.8% 11.7% 429% 21.7% 8.4% 59.0% 40.7% 28.7%
Employer coverage 11.5% 33.6% 61.4% 13.4% 37.3% 659% 7.9% 23.6% 39.0%
VA, CHAMPUS, military? 2.2% 3.8% 3.9% 2.7% 4.3% 3.8% — 1.4% 4.1%
Other health insurance 6.0% 7.1% 7.6% 7.7% 8.2% 8.2% — 2.9% 4.4%

Percentage of children
insured 67.6% 69.6% B81.1% 66.3% 69.6% 82.5% 699% 69.1% 73.6%

Percentage of children ) ‘
uninsured 324% 30.4% 189% 33.7% 304% 17.5% 30.1% 309% 26.4%

ijrcome measured as a percentage of the federal poverty level
Percentages may not equal 100 percent because sgme children have insurance from more than one source.

3The US Department uf Defense covers health care for members of the mlitary and their dependents, including children, at mihtary
institutions and at cwthan facilives

SOURCE: Unpublished data from the U §' Bureau of the Census  Cakulations by Children's Defense Fund

'
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CHILDREN'S DEFENSE FUND

TABLE 2.

N

Percentage of Children in Families with Employer-Based Coverage with All Premiums Paid

by Employer or Union, by Income!, Age, and Race, U.S., 1986

Total Number of Children Percentage of Children
With Em, r-Based Coverage with All coverage Costs
in thousands) Paid by Employer or Union
Less Less Less Less Less Less

Income Level Than 100% Than 200% Than 400% All Than 100% Than 200% Than 600%  All
All races
Under age 6 593 3,345 9,571 13,125 28.2% 31.0% 34.8% 37.9%
Ages 6-17 863 5,503 17,610 25,418 26.8% 31.8% 36.1% 38.4%
Total 1,456 8,848 27,181 38,540 27.3% 31.5% 35.7% 38.2%
White !
Under age 6 468 2,773 8,330 11,533 29.7% 31.9% 35.9% 38.8%
Ages 6-17 611 4,256 14,925 22,018 33.4% . 35.0% 37.7% 39.7%
Total 1,079 7,029 23,255 33,551 31.8% 33.8% 37.0% *39.4%
Black
Under age 6 106 479 990 1,177 —_ 25.5% 26.3% 27.8%
Ages 6-17 221 1,067 2,166 2,567 - 20.2% 26.0% 27.6%
Total 327 1,546 3,156 3,744 - 21.9% 26.1% 27.6%

‘Income measured as a pc&mnge of the federal poverty level.

SOURCE: Unpublished data from the U.S. Bureau of the Census. Cakulations by Children’s Defense Fund
4
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TALE 2A. CHILDREN RBE 0-17 YEARSIN FAMILIES BY INCOME, RACE, AND INSURANCE SIATUS, 1986

ALL RACES WITE
(numbers 1n thousands) (numbers in thousands)
(1002 100-200 ( 200% AL ( 100%  100-200 ( 200% AL
ALL CHILDREN (rumber) 12,715 13,640 6,355 62,745 8,070 10,766 18,836 50,934
INSURED CHILDREN BY TYPE OF COMERRGE
WiTH MEDICRID {number) 6,647 1,351 7,998 8,438 3,808 95 4,753 5,045
(percent of total) 52,3 9.9¢  30.3x 134 LYR S 8.8x 5. 9.9
WITH MEDICAID ONLY {number) 6,143 %8 7,003 1,3% 3,462 632 4,090 4,280
. (percent of total) 48,31 6.8% 26,80 .MM 2. i S aA.NX 8.4%
WITH EMALOYER COVERAGE (nusber) 1,4% 7,3% B,MO' 38, 540 1,079 5,950 7,009 33,551
(percent of total) 11,52 SA.2x 336  6l.4% 13.4%  55.3¢  3L.3%  65.%
WITH VA, CHAMIUS, MILITARY (number) Fa/) 724 998 2,424 216 589 805 1.916
{gercent of total) 2.2k 3.3 3.8% 3.9% <. 1% 9. 9% 4, 3% 3.8t

WITH UTHER HEALTH INSURANCE (number 760 1,116 1,878 4,734

(%) Ye 1. 9547 4, 18/
(percent of total) 6.0% 8.2 113 1.6% 7

LI% 8,6% d.c 8.2

TOIAL CHILDREN INSURED  (number) 8,600 9,731 18,331 50,882 S350 LI62 13,112 42,030
(percent of total)  67.63  71.3%  69.6%  BL.1% 66.3%  Ta1% 69.6%  8e.5%
TOTAL CHILDREN UNCOVERED  (nusber) 4,115 3,909 8,024 11,863 2720 3,000 S744 8,904
{percent of total) 3248 2875  30.4%  18.9% B.x a9 0.4 L5

BLALK

(numbers 1n thousands)

{ 100%

4,129

2,45
61.6%

&A1
59.0%
A

37
9%

c. 887

3K,

1242
30. 1%

100-200
2,431

330
13.6%

230
9.5%

1.219
0. 1%

1,643
67.6%

768
Rz

{ 200%
6,560

2,87
43.05

2,667
40.7%

1,46
23.6%

94
1,41

189
SN

4,530
69.1x

2,030
30.

AL
9,606

3,013
3.4
I
T
@®B/n

3,74
.08

39
A%

1,067
73.6%

2,939
2%.41
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TABLE 3
CHILDREN'S DEFENSE FUND CHILOREN'S DEFENSE FUND
United States Fact Sheet, 1986
Nenwhite
White Black Total Total
Births
To All Women 2.970,439 621,221 786,108 3,756.%47
To women age 19 and under 315,338 141,606 156,746 472,081
To women under age 18 1,007 5.877 6,169 10,176
Teen Births
As percentage of oll births
To women age 19 and under 10 6% 22 8% 19.9% 12.6%
To women under age 15 01 09% 0.8% 0.3%
Lew-Birthweight Bicths
Percentage of births that were low brrthwoaght:
To all women S6% 12 5% 11.2% 6.8%
To women age 19 and under 7 7% 13 3% 12.7% 9 4%
Percentage of all low-birthweght births:
To women age 19 and under 14.4% 24 1% 22.6% 17.3%
Prenata! Care
Percentage of Babies Born to Women Who:
Began prenatal care in the first tnmester
All women 79 2% 61 6% 63.7% 75.9%
Women age 19 and under 55 9% 16 8% 47.1% $3.0%
Began prenatal care 1n the third trimester or net at all
All women ' 5 0% 10.6% 9.9% 6.0%
Women age 19 and under 11 0% 15 0% 15.0% 12.7%
Recerved adequate prenatal care
All women 72 6% 50 6% $1.8% 68.4%
Recerved inadequate prenatal care
All women 6 3% 18 3% 14.7% 8.0%
Infant Mortality
[nfant Deaths per 1.000 Live Births
Total infant deaths 8¢9 180 15.7 10.4
Neonatal deaths 58 11.7 10.1 6.7
Postneonatal deaths 3l 63 5.6 36

SOURCE Natwnal Cenver for Health Stanetcs Calkculatons by Chikdrens Oefense Fund
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TABLE 4

Percentage of Infants and Toddlers Who Were Fully jmmunized',
by Age and Race, U.S5.2, 1980 and 1985

Infants
Polio DTP Measles Mumps Rubella
Total 1980 80.0 84.2
1985 79.6 82.7 These vaccines are not
recommended for
White 1980 80.9 849 children of this age.
1985 81.5 84.4
Nonwhite 1980 73.2 79.0
1985 58.5 64.8
Age one
Polio DTP Measles Mumps Rubella
Total 1980 95.5 76.2
1985 95.2 78.3 These vaccines are not
recommended for
White 1980 96.2 786 children of this age.
1985 96.9 80.1
Nonwhite 1980 89.1 56.5
1985 82.3 64.9
Age two
Polio DTP Measles Rubella Mumps
Total 1980 80.7 87.0 83.0 83.2 80.2
1985 76.7 85.8 81.7 77.3 78.9
White 1980 83.0 89.4 84.8 84.4 815
1985 79.5 88.0 82.7 78.0 80.8
Nonwhite 1980 62.8 68.0 69.0 734 70.7
1985 56.5 69.1 74.7 66.9 64.2

1Dosage levels are approximations of levels needed to fully immurize a child of a given age. younger than age
one, one or more doses of polio and DTP,; at age one, one or more doses of polio and three or more Jdoses of
DTP; and at age two, three or more doses of pohio and DTP and one dose of measles, rubella, and mumps
vaccines.

1Data are from the U.S. Immunization Survev sample confirmed by parent consultation with an immunization
record

SDTP stands for a combined dose of diphtheria, tetanus, and pertussis vaccines.

SOURCE: U.S. Immunization Survey, Centers for Disease Control.
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PREPARED STATEMENT OF RICHARD P. NELSON

The Association of Maternal and child Health programs (AMCHP) appreciates
this opportunity to provide comments to the Senate Finance Committee today on
improving access to.maternal and child health care, and the importance of Title V _
and Title XIX coordination in achieving this goal. We commend the committee’s
commitment to this goal and applaud current legislative proposals aimed at expand-
ing and improving access for women and children to quality comprehensive health
care and supportive services. Our Association represents state Title V program lead-
ership throughout the nation.

Since passage of the Social Security Act in 1935, state Maternal and child Health
programs and programs for Children with Special Health Care Needs have been
charged with studying and monitoring the health of all women, children and fami-
lies, planning for effective systems of comprehensive health and developmental serv-
ices, assuring that needed care is received by those populations and: accounting for
the quality and results of our health care investments.

Title V programs remain a vital source of health care to the one in four women of
childbearing age and the one in five children who are uninsured. State and local
programs funded by Title V have been shown to be effective in reducing infant mor-
tality and low birthweight, delivering cost-effective pediatric care and immuniza-
tions and mitigating the effects of chronic illness and.disability through coordinated
ciagnostic, medical, and support services. Title V programs are commonly a major
source of care for Medicaid eligible women and children living in areas where few
Medicaid providers are available.

Title V also has a responsibility to assure standards for the quality and content of
maternal and child health care and to evaluate services and outcomes. MCH agen-
cies are uniquely placed to determine if services are available, accessible, affordable,
comprehensive, coordinated, and-responsive to family health needs. The specific
means by which each state assures care for mothers, children, and families varies
due to differences in state needs, agency structures, and resources. However, the
role of MCH programs is critical in every state. We would like to share with you
some example which the Association gathered through a 1988 sarvey of state Title
V Programs.

* Title V programs assess the adequacy of health care systems and identify fund-
ing and advocacy priorities for effecting system improvements. Qur 1988 survey doc-
umented statewide needs assessments of service needs, using vital statistics, census
data, Medicaid data and hospital discharge reports, and specially designed consumer
and provider surveys. In nineteen states, Title V and Title XIX programs were suc-
cessfully linked their data to develop a comprehensive picture of patient character-
istics, services, health outcomes, and costs in both programs.

* Title V programs are key players in planning and coordinating implementation
of health and related services system-wide. For example, over two-thirds (712%) of
the states reported Title V program involvement in Medicaid SOBS expansion, de-
scribed their roles as ‘‘collaborative’” or ‘lead.” Twenty state programs reported in-
volvement in Medicaid waiver programs and forty-one indicated involvement in im-
plementation of EPSDT services, ranging from consultation to direct administration.
In 1987, one-half of state MCH Program Units were administering the WIC pro-
gram. In forty-one states, Title V program personnel served on P.L. 99-457 Inter-
agency Coordinating Councils.

¢ Title V programs also have been active in developing and monitoring standards
of care for public and private providers and payors. Our survery results show that
forty-seven state Medicaid programs have adopted MCH/CSHCN standards in at
least one program area. A committee of Title V and Medicaid directors has distrib-
uted model maternal and infant health guidelines which were derived from stand-
ards of care developed in 19 state MCH programs, and is now planning to develop
similar guidelines for EPSDT services.

¢ Nearly all Title V programs reported providing information, outreach, training,
and assistance to families and professionals on areas such as preventive health care,
support of children with special health care needs, and effective use of existing serv-
ices.

¢ Title V programs also provide direct care services otherwise unavailable
through other public or private providers. In many states, Title V programs remain
a major service resource, especially in medically underserved areas. In 1987, nearly
all states invested MCH funds in maternity services, and MCH programs’ pediatric
services reached as many as 42% of one states’ age eligible child population.

* Title V programs provide or arrange case management or care coordination for
families to assist them in integrating health, welfare, social service, and educational
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programs for their special needs children. Fifty-one state programs are providing or
planning case management (care coordination) services for at least one sub-group of
women or children. Many of our programs have assumed responsibility for Medicaid
case management for pregnant women, for children served by EPSDT, and for chil-
dren with chronic illnesses or disabilities.

e States are also responding to the 1986 amendments to Title V which provided
additional funds earmarked to improve access to primary health care for children
and case management and community based services networks for children with
special health care needs. In Texas these funds have been used to promote utiliza-
tion of child health services in 20 counties by children enrolled in WIC. Data from 9
of these counties indicates that 373 additional children received care in 1988 as a
result of these expansions. New Mexico used earmarked funds to establish Teen
Wellness Centers located at four high schools. 2541 teenagers received direct health
services at these centers in FY 1988. Ohio's program for children with Medical
Handicaps utilized earmarked funds to develop care coordination services for chil-
dfx:endwith spina bifida. Since these services be. ame available, 570 children have ben-
efited.

Titles V and XIX are complementary commitments to the health of America's
children and young families. Title V was written into the original Social Security
Act, assuring a public health approach to the needs of our children. Title XIX was
added in 1965, in the belief that the nation had an obligation to provide health care
coverage to indigent children, as well as the elderly, blind and disabled.

The statistics of the 1980’s underline the continuing need for these two programs
and verify their interdependence. Children’s health and development is not what it
should be teday, especially when compared to that of other nations which have uni-
versal access to health care. Although the mandates and resources of Titles V and
XIX together address many of the health needs of women, children, and children
with special health needs, they are insufficient to the task. As more young families
slip into poverty and isolation, both programs must be strengthened. As MCH lead-
ers, we believe that expanded coverage to pay for needed health services is criticial
for our nation’s children. Medicaid represents the nation’s largest financial invest-
ment in children’s health and clearly has improved many poor children’s access to
health services. Unfortunately, Medicaid does not cover all low-income children, and
also suffers from eligibility and service inconsistencies from state to state, problems
of low provider participation, a general lack of outreach and marketing, and the
stigma of association with welfare programs.

Moreover, we all know that coverage does not assure care and that medical care
coes not assure health. Title V programs play their most important roles in the as-
surance of care and the development of services and policies that will protect the
health and development of children. MCH agencies are at the forefront of develop-
ing expanded maternity care to reduce infant mortality, have created models for ef-
fective case management and care coordination, especially for children with special
needs, and have been leaders in making expanded Medicaid coverage work for fami-
lies. MCH agencies also have sponsored much of the evaluation of these invest-
ments.

Title V has been an important, effective, and enduring mechanism in the distribu-
tion of resources and support, planning, leadership, program development, establish-
ment of standards, and evaluation of maternal and child health programs. It places
authority and flexibility at the state level, where the “fit” with other programs and
data on local needs is best. It integrates information, programs, and care for fami-
lies. It adds state, local, and in-kind resources to very modest Federal investments.
Although the Title V formula has often been debated, it does assure that a popula-
tion-based allocation of funds goes to every jurisdiction, avciding the ‘“rich get
richer” phenomenon and other problems associated with competitive grants and
similar mechanisms. Most important, in most jurisdictions Title V has effectively
engaged all levels of public and private sector leadership in maternal and child
health activities.

The Association strongly supports congressional action to improve and expand
both Title V and Title XIX. Until there is national consensus for more fundamental
reform in our'nation’s fragmented system of health care delivery and financing,
these two programs will continue to serve as the major vehicles for assuring the
health of women and children. Our Association supports and will actively partici-
pate in efforts to develop proposals for more universal and comprehensive systems
of health care services and coverage. For the immediate future, we believe that im-
provements in Title V and Title XIX, including closer collaboration between *he two
&‘ograms, will result in improved access and health status of women and children.

e believe that legislation enacted this year should include the following elements:
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For Title V:
1. Strengthen requirements for accountability, including:

—State maternal and child health plans that include: needs assessment of women
and children, including children with special health care needs; goals and objec-
tives to address the identified needs which also are linked to relevant national
health objectives for the Year 2000; and strategies and services necessary to
achieve the objectives.

—Annual state reports which assess progress in meeting goals and objectives, and
which include measures of key indicators that will enable the Secretary to pre-
pare annual national reports on maternal and child health status and services.

—Public processes which encourage and enable collaboration with other public
agencies, providers, professionals and consumers in developing, implementing
and evaluating plans for maternal and child health.

2. Increase the resources allocated directly to the states to:

—Further the development of coordinated, comprehensive systems of reproductive
and maternity care at the community level required to address the problems
identified in numerous state and national studies of infant mortality, particu-
k/ilrldx the National Commission to Prevent Infant Mortality and the Institute of

edicine.

—Continue and strengthen state efforts to ensure access to comprehensive preven-
tive and primary care services for children and adolescents in order to promote
health and development and prevent the major causes of death, disease and dis-
ability for school-aged children.

—Promote the optimal development of children with special health care needs and
support their families by addressing the U.S. Surgeon General’s recommenda-
tions for services necessary to assure family-centered, community-based coordi-
nated systems of care.

—Support increased state capacity for effective needs assessment, planning and re-
porting.

3. Strengthen the mandates for program and agency coordination, particularly
with Medicaid, P.L. 99-457, P.L. 94-142, WIC, family planning and community and
migrant health centers.

For Title XIX—

1. Further expansions of eligibility to eventually include all pregnant women and
{:hi{dren through the age of 21 with incomes below 185% of the Federal poverty
ine.

2. Further reforms to facilitate early and continuous participation of pregnant
women and children in Medicaid, including mandatory presumptive eligibility and
simplified applications.

3. Further reforms to increase provider participation, including reduced adminis-
trative complexity and increased rates of reimbursement.

4. Greater consistency across the country in ensuring comprehensive benefits for
preventive, primary, specialty and support services necessary to improve and main-
tain the health of women and children.

5. Requirements for coordination with the state Title program including:

—Participation of the Title XIX agency in development of the state Title V plan,
including participation in the state’s advisory council.

—Review recommendations from the Title V agency on the Title XIX state plan.

—Consultation and assistance from the Title V agency in development of provider
certification, and recruitment, standards of care, quality assurance, and evalua-
tion.

—Consultation from Title V in development and revision of policies, procedures and
forms governing client and provider participation.
—Collaboration in developing systems of care coordination or case management, in-
cluding consideration of Title V administration of care coordination services.
—~Collaboration in development of benefit packages for enhanced services for preg-
nant women, and protocols, periodicity schedules, and treatment services under
the EPSDT program.

—Collaboration in development of information, education, outreach and referral
mechanisms for women and children.

—Collaboration in needs assessment and evaluation including data collection,
matching and analysis.

Senator Bentsen's Title V proposal, which we have had to opportunity to review,
addresses our recommendations for improved accountability, including establish-
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ment of an advisory council, stronger emphasis on needs assessment and planning,
and more consistent state and national reporting. The proposal offers significant
new resources directed primarily to ongoing state programs, and would assure a
minimal level of investment in services for children with special health care needs.
We have urged Senator Bentsen to ensure that the proposal also address congres-
sional expectations for continued development of preventive and primary care. serv-
ices to prevent infant mortality and promote the health of children and adolescents.

Senator Bentsen’s amendments for Titie XIX would achieve a number of impor-
tant objectives in improving the Medicaid program to ensure more consistent, com-
prehensive and continuous coverage of low income women and children. In addition
to supporting these proposals, we urge committee consideration of confirming
amendments to Title V and XIX to further interagency collaboration in ensuring
that increased coverage resuits in improved to services and health status cutcomes.

In conclusion, the Association would again express our appreciation for this op-
portunity to comment and for the Committee's proposals for strengthening Title V
and Title XIX to achieve improved access to comprehensive care for low income
women and children.

PREPARFD STATEMENT OF SENATOR JOHN D. ROCKEFELLER TV

Over the past few years, the Federal Government and the states have been work-
(iing together to provide essential health coverage to poor pregnant women and chil-

ren.

States have risen to Congress’ Medicaid challenges.

West Virginia has been especially strapped for funds over the past few years. In
spite of this, West Virgiria has made substantial improveinents in their Medicaid
program, especially for pregnant women and children.

I am extremely proud of the important gains they have achieved—many times
surpassing what States are required to do by law.

As of July 1, 1990, States will be required to cover pregnant women and infants
up to 100% of the poverty level. Last July, West Virginia expanded Mediceaid eligi-
bility for pregnant women and infant to 150% of the Federal poverty level.

West Virginia met the challenge and went beyond it.

Currently states have the option to provide Medicaid coverage for a pregnant
Svoman 60 days after the birth of her child. West Virginia continues coverage for 60

ays.

West Virginia does not apply an assets test to pregnant women and children up to
Sifa}gd they adopted a simplified Medicaid application form for pregnant women and
children.

In addition to these significant achievements—at the other end of the spectrum—
West Virginia has enrolled over 3,000 senior citizens in the new Medicaid buy-in
program mandated in the Medicare Catastrophic Act—this does not include the over
20,000 SSI-individuals that were automatically enrolled in the new “QMB" program.

The West Virginia Department of Human Services has made important sirides.
With few resources to spare. West Virginia has moved in concert with Congress to
strengthen the Medicaid safety net.

Senator Bentsen has crafted a comprehensive package of child health initiatives
that provides important directions and goals for tne states.

Senator Bradley has been a ‘““model” of incrementalism—but taken all together—
he has achieved significant reforms of the Medicaid program.

I am looking forward to hearing today’s witnesses.

PrEPAKED STATEMENT OF WiLLIAM V. RoTH, JR.

Mr. Chairmar:. I too commend vou for holding this hearing. The health of the na-
tion's children is of paramount importance to a successful next generation. Infants
and children AFE the future and we should not forget that they are particularly
vulnerable to deficiencies in the health care svstem. The hearing today will focus on
a population that has never voted far anv one of us . . . YET.

Reducing the rate of infant mortality is a goal we should continue to aim for. I
remember a hearing held last year before this committee on Children’s Primary
Care and Chronic Health Care Issues. Senator L.awton Chiles also testified then, and
I was struck with iis description of the child health care program in Japan. He told
us that after World War II, Japan made babies THE national priority. Japan estab-
lished a preventive health care system where pregnart women were given a “pass-

27-052 - 90 - 8
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port” which showed them what care was available to them. Today, Japan has one of
the lowest infant mortality rates—still almost half of ours.

While Japan may be ahead of us now in reducing its infant mortality rate, we
have also made improvements in recent years. Since 1980, my home state of Dela-
ware has reduced the black infant mortaﬁty rate by 37% and the total infant mor-
tality rate by 17%. Part of this improvement has been accomplished through aware-
ness campaigns and expansions in Medicaid. Governor Castle made infants and
pregnant women a State priority and stressed preventive care. There have also been
improvements nationwide,

In part, due to Congressional mandates and optional expansions in the Medicaid
program, the percentage of children covered under Medicaid has been increasing in
recent years. Today, over one half of American children in poverty are covered by
Medicaid. In fact, by July 1, 1990, States will be required to cover low income in-
fants and pregnant women up to 100% of the Federal poverty level. Another impor-
tant program for low income children and pregnant women is the Women, Infants
and Children nutrition program. I have supported WIC in the past because I believe
it provides a thriving start on life through good nutrition. Studies even show that
for every dollar spent for WIC, three dollars are saved later. This program makes
CENTS—C-E-N-T-S!

The tragedy of a baby born with the virus which causes AIDS, a baby born addict-
ed to drugs, or a baby born with extreme low birthweight—is an even greater trage-
dy when simple preventive steps are available. I am well aware of these sad situa-
tions, and, I am well aware of the situation of fiscal constraint we find ourselves in
when faced with the current Budget Deficit. Just reducing the infant mortality rate
in this country is a challenge we must meet, and with a private sector partnership,
we just may reach that goal.

PREPARED STATEMENT OF RAYMOND C. SCHEPPACH

Good morning Mr. Chairman, members of the Committee. I appreciate the oppor-
tunity to appear before you on behalf of our nation’s Governors regarding legislative
initiatives to combat infant mortality and improve children’s health. These issues
have been a priority for the Governors, and with continued Federal support, we will
continue to make progress.

Last year, Governor Ray Mabus of Mississippi testified before this committee and
gave a complete review of state activities to assist pregnant women, infants, and
children. T would like to quickly update the committee on actions states have taken
to improve the health of these populations. To date, 44 states have taken advantage
of the option to provide Medicaid eligibility to pregnant women and infants with
family income below the poverty level. In addition, 15 of these states have elected to
cover pregnant women and infants with incomes up to 185 percent of the poverty
level. Only 10 of these states still use an asset test; the others have dropped such a
requirement. Twenty-three states are providing coverage to all children below pov-
erty up to age three, and nine states are enrolling all children below poverty up to
age eight. I would also point out that 20 states are using presumptive eligibility as a
way of expediting the enrollment of pregnant women.

So you can see that states have actively taken advantage of new options enacted
by this committee and the Congress over the past two years. Almost all of these
actions were taken before the mandates on eligibility were enacted last year.

The Governors are very proud of the work they have done in helping these popu-
lations. Beyond simply expanding Medicaid eligibility, states have been working to
streamline the eligibility process, improve outreach efforts, and increase the partici-
pation of physicians in the program. States have also wanted to coordinate the ac-
tivities of the Medicaid program with other programs serving the same population,
such as the maternal and child health programs and the supplemental food pro-
gram for women, infants and children (WIC). The common thread to these efforts is
bringing down barriers, which, have been created over time. Facilitating improved
access to health care for populations at risk is our goal.

The committee now has before it several bills intended to further direct, and in-
crease support for, the activities I have just mentioned. Rather than comment on
the specific bills, I would like to provide you with the National Governors’' Associa-
tion’s position on the most significant proposals that are contained in one or more of
the bills being considered.

The National Governors’ Association is opposed to any further mandated eligibility
requirements in the Medicaid Program.—Individual states are in the best position to
decide how Medicaid funds shoufd be spent to assist citizens who are in need. In
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addition, because of the variety of populations we serve under the program, it is im-
portant to maintain some latitude in how a state structures its program. This con-
cept is at the heart of the federal-state partnership upon which Medicaid is based.

This is not to say that these populations are not in need. Quite the contrary, the
extensive action by states to enhance coverage of pregnant women and children il-
lustrates our commitment to this population and to meeting their needs. But by en-
acting new mandates, Congress is failing to recognize the fiscal environments in
which states operate. Despite continued growth in the economy, few states are in a
positive fiscal situation. In 1990, states will face there lowest year ending balances
since the recession of the early 1980's.

The Medicaid program will consume 11 percent of state expenditures in 1989. In
1981, it constituted only 7 percent of those expenditures. Even with no further pro-
gram changes, the National Association of State Budget Officers has estimated that
by 1995, health care cost inflation will mean that Medicaid will account for 15 per-
cent of state expenditures. Trying to deal with such a large and growing program
expense at the state level, where budgets must be balanced each year, is not an easy
task. The task becomes much more difficult if the flexibility in program design is
taken out of the states’ hands. '

In the last year and a half, this committee and the Congress passed sweeping
changes to the Medicaid program that altered the way care is provided and evaluat-
ed in nursing homes, and significantly expanded benefits to the elderly on Medicaid
or with incomes near poverty.

These have been the biggest changes in the program since 1981. These changes,
while benefiting thousands of elderly persons, cost a great deal of money. Once fully
implemented these changes will cost the states in excess of $1 billion a year.

The states are just beginning to feel the fiscal impact of these changes. While the
Governors are not suggesting repeal of these initiatives, they do want you to know
that such changes mean that less money is available for other programs. Less
money for all programs, but in particular, less money for the other human service
programs. For these reasons, we ask the committee to forego any new mandates on
Medicaid eligibility.

Having said that, ] want to emphasize NGA's support for proposals that would
allow states to provide Medicaid eligibility to all children below the poverty level up
to age 18. We have long held the position that states should have the opportunity to
provide health care coverage to low-income children of all ages, not just the young-
est.

There are several proposals before the committee that address the need to make
the eligibility process more efficient and to encourage outreach efforts by the states.
Governors support any initiatives that can assist them in their effort to bring down
barriers that keep women and children out of America’s health care system. I
would, however, like to express a note of caution. We are still learning a great deal
about which outreach efforts work and which do not. We are also learning which
initiatives work in particular settings, for example rural areas, but not in others.
States need to have the freedom to design their programs so they can appropriately
respond to the needs of their citizens. Mandating certain procedures that have
helped in some instances may cause harm in other areas.

I particularly want to express our concern with the proposal to mandate presump-
tive eligibility. This process, as you know, has been used successfully to provide
services quickly to pregnant women. Presumptive eligibility allows for a quick eligi-
bility review at the time the pregnancy is determined by the provider of service.
The women must then go to the local welfare office to undergo a standard eligibility
determination. By getting women into the program immediately, program participa-
tion and access to services is significantly increased.

Mandating this process, however, would be a mistake. Several states have taken
action to streamline their standard eligibility process so that it is as effective, or
more effective, than presumptive eligibility. A recent NGA report, Reaching Women
Who Need Prenatal details these initiatives. Placing eligibility workers in clinics,
shortening eligibility forms, and expediting eligibility determinations have all led to
much faster eligibility determinations. Forcing such states to put in presumptive eli-
gibility would be detrimental. It would actually increase the effort involved to enrolil
in the program. Presumptive eligibility is a two-step process, while standard eligibil-
ity is a one-step process States should continue to be encouraged to streamline their
eligibility processes, but mandating presumptive eligibility is the wrong approach.

I would like to address one final issue regarding the Medica‘d proposals before the
committee. Some of these bills would codify current regulations regarding provider
reimbursement. That requirement says, basically, that Medicaid must reimburse
physicians a fee that will provide Medicaid recipients with the same access as the
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general population. It is not realistic to try to achieve this goal through reimburse-
ment alone. In a recent NGA report, Increasing Provider Participation, the reasons
obstetricians and gynecologists give for not participating in the Medicaid program
were outlined. They included:

¢ Medicaid fees that are below the community average,;

» growing malpractice costs;

¢ the high-risk nature of serving low-income populations; and

e the burden of administrative procedures in Medicaid. i

Some of these are beyond the control of state Medicaid programs. States have
acted to increase access through higher fees and improved administrative process.
Between 1985 and 1987, three-quarters of the Medicaid agencies and three-fifths of
the maternal and child health programs raised their fees.

Other factors, however, cannot be controlled by the state. Beyond the general
malpractice problem and its impact on providers, many physicians believe that low-
income persons, and Medicaid recipients in particular, litigate more often than the
rest of the population. While the research has not supported, and often refutes, this
assumption, it still affects participation. Other negative perceptions of Medicaid re-
cipients are brought on by language and cultural barriers, and these too are beyond
the control of the state.

For these reasons, we believe that it would be inappropriate to require fee in-
creases as the sole method of bringing about equal access. States are moving to im-
prove fees and should be encourage to continue to do so as part of a much broader
strategy for increasing provider participation. Simply increasing fees alone will not
relalsolve the problem, and in some cases will not increase provider participation at
all.

I would hope that in the context of all the changes that have already occurred in
the Medicaid program, that this committee and the Congress will consider a period
of slowing down or limiting the amount of changes. States need time to implement
changes already enacted and further mandates will make the job that much more
difficult and jeopardize the success of initiatives already undertaken.

One final comment regarding the Maternal and Child Health Block Grant. The
Governors are opposed to any net requirements that direct states to setaside a given
portion of the grant for specific services or populations. The intent of the block
grant is to allow states to efficiently direct the funds to those in need of assistance.
The Governors and their administrations are in the best position to make those de-
cisions. Federally prescribed setasides lessen Governors ability to serve the needs of
their states’ citizens. The states have been very pleased with the block grant as it is
currently structured and do not want to change it into a de facto categorical grant
prograny.

Thank you again for allowing me to appear before me. The Governors and their
staffs look forward to working with you as these legislative initiatives are developed.

PREPARED STATEMENT OF DONALD W. SCHIFF

Good Morning Senator Bentsen, Members of the Senate Finance Committee. I am
Don Schiff, president of the American Academy of Pediatrics and a pediatrician in
private practice in Denver, Colorado. The Academy represents over 38,000 pediatri-
cians dedicated to improving the health and welfare of our nation’s infants, chil-
dren, adolescents and young adults.

The Academy has appeared before this Committee numerous times in the past
two years, talking about access to care for children; uninsurance and underinsur-
ance; the needs of children with special health care needs and the role of the Mater-
nal and Child Health (MCH) Block Grant and the Medicaid program. I am particu-
larly pleased to be here today, Mr. Chairman, because I believe we are makin
headway evidenced both by new relationships being forged by state MCH and Med-
icaid programs and by the potential roles for these programs suggested in your leg-
islation and those introduced by other members on this Committee. The Academy
strongly applauds the direction for the Medicaid and MCH Block envisioned by your
proposals. As you are aware, the Academy and a number of child advocacy organiza-
tions developed a series of recommendations to improve and enhance the Maternal
and Child Health Block Grant program. Many of our concerns are considered by
your legislation. Requirements for enhanced state assessments of maternal and
child health needs, improved annual reports, the creation of a state-level health ad-
visory board and a system for care coordination are all essential to crafting an effec-
tive child health system at the state level. Indeed, the single most important point I
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will make today is the need to fashion a comprehensive system to meet the needs of
children and pregnant women. Title V and Medicaid should not be viewed separate-
ly. Rather, we need to focus broadly on how maternal and child health programs
will interlock to establish a coordinated system of child health care. Your proposals
are clearly a,strong step in that direction. My specific comments follow.

I. MATERNAL AND CHILD HEALTH BLOCK GRANT

As you know, the Maternal and Child Health Block Grant (Title V of the Social
Security Act) is the only public health service program which is devoted exclusively
to meeting the needs of mothers and children. As such the MCH Block is a unique
?nd ié'nportant program whose efforts and initiatives must be strengthened and rein-
orced.

The purpose of the MCH Block is to enable each state to assure mothers and chil-
dren access to quality health services, reduce infant mortality and incidences of pre-
ventable diseases and handicapping conditions among children, provide rehabilita-
tion services for blind and disabled children under the age of 18 and provide other-
wise unavailable services for children with disabilities and chronic illnesses. As
such, the Block has a dual focus—to serve the primary and preventive care needs of
all children and mothers and also to help children with special health care needs.
Clearly, these are werthy goals.

The Title V program recently celebrated its 50th anniversary. It is appropriate to
look at the direction we must take over the next 50 years. Indeed, the medical envi-
ronment has changed dramatically since the enactment of this block, both in areas
of medical technology and treatment and financing for an array of needed services.
It is important that we examine the design and ability of this program to meet the
complex needs of today's children and their families—needs that involve a range of
services from health, education, social services and other areas. The block must be
assessed with respect to its responsibility for children and families for preventive,
sick and catastrophic care coordination.

As I noted previously, a number of these issues are addressed by proposals before
this committee. In particular the Academy believes the strengthening of the state-
wide needs assessments, creation of a state child health advisory board. a plan for
meeting the needs of children with special health care needs and annual reporting
requirements are crucial.

A clear definition of the needs of pregnant wemen and children is essential. At a
minimum we believe these assessments should: (1) identify the unmet health needs
of pregnant women and children; (2) identify availability of resources for unmet
needs; (3) determine children’s access to care, including the types of services they
are receiving and the payment vehicle; (4) set specific and measurable goals for im-
proving services and heaith outcomes; (5) define steps to be undertaken to attain
these goal; and (6) specify steps to coordinate efforts among providers and relevant
federally supported programs, such as the MCH Block, WIC, EPSDT, family pian-
ning, P.L. 99-457 and Medicaid.

The statewide needs assessment should include specific information on maternal
and infant care, such as immunization status, as well as the needs of all children,
not just mothers and infants. Particular attention should also be given to be given
to children with special health care problems.

The Academy also strongly supports the requirement for state annual reports.
The information included in these reports should reflect the data collected as part of
the statewide needs assessment. For example, these reports should include informa-
tion on the number of women, infants and children served; an account of how they
were served; and what services were provided. Information on statistics related to
birth weight distribution should be linked to demographic characteristics and utili-
zation of services. The numbers and types of chronically ill children served, and the
ways in which they are served, should also be designated. There ought to be a re-
porting system for children with special health care needs.

We further applaud the requirements for developing a statewide system for plan-
ning and development of care coordination services for children with special health
care needs and the creation of a state maternal and child health advisory board. In
addition to assisting with the development and review of the state plan, this adviso-
ry board should be used to improve the coordination of this program with all other
state child health programs, including Title XIX, Title X, the lead agency under PL
99-457, SSI and WIC to name a few.

In addition, we support strengthening the accountability provisions in the block—
where dollars are being spent and who is receiving services.
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II. MEDICAID

While the incremental enhancements in allowable Medicaid benefits and eligibil-
ity over the past years have helped, the enormous variations and limitations in
state coverage have resulted in a nonexistent or ineffective program for many chil-
dren. The present system, which offers different health care coverage to a chiid
based on where he lives, is inequitable and discriminatory.

Although they vary, a number of proposals are pending before this Committee
which would mandate extending Medicaid eligibility. While the Academy supports
mandating a phase in of all children up to age 18 and pregnant women up to 185%
of the Federal poverty level, we do realize the economic implications of such a rec-
ommendation. Implicit in each of these proposals is the recognition that the varia-
tion in state programs is intolerable and we support this committee’s efforts to man-
date improved uniform eligibility. In this same light, we encourage you to address
the variations in the state benefits packages. Children are clearly being discriminat-
ed against in receiving necessary benefits by virtue of where they live. All children
must have access to the comprehensive range of benefits. While the Medicaid pack-
age may appear ample in writing, many children do not receive the services to
which they are entitled. Moreover, limitations in amount, duration and scope of
services makes the program ineffective in a number of states.

I also want to express the Academy’s support for a number of provisions in the
Chairman’s Medicaid proposal. Changes to the asset test—requiring presumptive eli-
gibility for pregnant women, adjustments in payments for hospital services to low
income children, expansion of home and community based services to children who
have acquired immune deficiency syndrome or who are ventilator dependent are ex-
tremely important and should be enacted. Several other provisions of this legisla-
tion deserve additional comment.

1. Annual Report on the Health Status of Children

The Academy strongly supports the requirement for an annual report on the
Health Status of Children which would include statistics on infant mortality, the
number of children participating in EPSDT, the delivery of prenatal care, child
morbidity, health insurance and health care utilization. No comprehensive report
currently exists on the health of children, either on their unmet needs or on the
discrepancies of the current health care delivery system. At a minimum such infor-
mation will give us a clear picture as to the state of our nation’s children’s health
and hopefully help to plan more effectively for ways to address their needs. In addi-
tion, we recommend the Secretary provide a summary of all efforts taken by the
Administration to address areas covered by the report and that priority areas for
future initiatives, including budget requests, be determined based on this informa-
tion. Each year the Secretary should set specific and measurable goals for improv-
ing services and outcomes and steps to attain these goals.

2. Definitions of a Model Health Benefit Package for Pregnant Women and Children

The Academy strongly endorses the requirement that the Secretary develop a
model health benefit package for pregnant woémen and children through age 18.

As you know, a crucial shortcoming of our current health insurance system for
children is the inadequacy of coverage. Primary care, preventive services, and serv-
ices for children with special health care needs are either completely uncovered or
subject to inappropriate limits.

Children are not just small adults—they differ not only in size, but also in chemis-
try. immunity, neurologic maturity, digestive ability, emotional maturity and more.
Children are constantly growing, developing and changing. They have specific
health care needs to enable them to become productive adults. Nevertheless, health
insurance plans continue to cover adult needs (hospitalization) and exclude chil-
dren’s needs (preventive services/ambulatory care).

While most American children have been immunized by the time they enter
school, there are still millions of others including one third of poor pre-school chil-
dren—who do not receive protection against measles, rubella, mumps, polio, diph-
theria. tetanus, and pertussis Immunizations are not generally covered by private
health insurance even though a bipartisan study released by the House Select Com-
mittee on Children. Youih and Families—as well as previous reports on the same
subject—indicates (hat jramunization programs save $10 for every dollar spent. Pre-
ventive care is not generally covered, even though for each dollar spent on screen-
ing Texas children for congenital malformations, eye and ear problems and preven-
tive dental care. §% was saved 1n long-term costs and income loss.

In addition, all children must have access to a full range of benefits, including
emergency care, hospital care. outpatient diagnosti¢ care, medical devices, home
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health care, medical and social services to evaluate and treat suspected child abuse
and neglect, transportation, respite care, mental health services, substance abuse
treatments and care coordination for children with special health care needs. These
plans must be based on the child’s needs.

Indeed, the Academy has developed such a package, including a catastrophic pro-
vision as part of our efforts to develop an access proposal for children and pregnant
women. We would be interested in sharing this information and working with the
Secretary in developing such a model.

&. Reimbursement

Although eligibility expansions for Medicaid is perhaps the most important factor
in improving access to care, other barriers, including impediments to physician par-
ticipation, must be removed to assure that Medicaid children have access to compre-
hensive continuing medical care.

The Academy supports the provisions in both Senator Bentsen and Senator Brad-
ley’s legislation to make reimbursements to providers of pediatric and obstetrical
care more appropriate and to assist providers with administrative problems. Al-
though pediatricians have the highest participation rate among physician groups,
the rate of participation is declining.

In 1978, 85 percent of all pediatricians had some Medicaid participation with a
decline to 82 percent in 1983. More notable is the trend in the number of pediatri-
cians who limit their participation in the Medicaid program. In 1978, 26 percent of
the pediatricians had some restriction on the number of Medicaid recipients that
they would treat, bat this percent grew to 35 by 1983. Thus in 1983, the last year for
which we have a national survey, 30 percent of pediatricians either did not partici-
pate at all or limited their participation. We have reason to believe that nonpartici-
pation and limited participation are increasing. This year we are about to conduct
another national survey of pediatrician participation in Medicaid.

Regulations implementing previous legislation state that there must be “enough
providers so that services under the plan are available to recipients at least lo the
extent that these services are available to the general population.” The American
Academy of Pediatrics strongly supports the intent of the regulation but suggests
that further Federal action is needed. For the Medicaid program to live up to its
promise, there must be participation by competent physicians, and, particularly, by
pediatricians since half of all Medicaid recipients are children.

We strongly support the provision in Senator Bradley's Infant Mortality Initiative
which would require states to submit annually a plan which specifies payment rates
for pediatric procedures. If implemented appropriately, this requirement should lead
to a more equitable fee schedule. Although an important first step, the only way to
verify the impact of reimbursement reform is through actual increases in pediatri-
cian participation. Therefore, we recommend that Congress and the Administration
establish physician participation targets for the states, with penalties for failure to
achieve targets or bonuses for reaching targets. States could be allowed to phase in
their efforts as lone as evidence of progress is verified through achievement of previ-
ously established interim targets. Fundamental to the process of setting physician
participation targets is definition of “participation.” States should not be able to
count as participators those physicians who provide occasional emergency room
care, those who accept only limited numbers of Medicaid children, or those who will
not accept new Medicaid patients. From true physician participators, Medicaid eligi-
ble children should receive comprehensive, continuing care in a medical home, as do
children in more favorable financial circumstances. Such care can offer appropriate
parenting, promote disease prevention, provide care early in the course of an acute
illness before it reaches a life threatening stage, and give the family confidence and
security that there is a physician who truly cares about their children and whom
they can feel free to call for advice.

In addition we recommend the report of timeliness of payments under Medicaid
not be limited to providers of obstetrical care, but to all heaith care providers
through the Medicaid program. This is a barrier which affects all providers under
the program.

CONCLUSION

As several members of this Committee are aware, the Academy has designated
ensuring access to quality health insurance for all children and pregnant women as
the organization’s main priority for the next several years. To that end we are in
the process of drafting a proposal to restructure the current financing system for
these populations. Indeed, we have come to believe that despite all of our best ef-
forts, attempts to weave together a coherernt system from a patchwork of programs
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will never succeed. Nevertheless, we continue to support expansions and enhance-
ments to the MCH Block and Medicaid program which will serve as the basis for
our future efforts. We look forward to working with you as the Committee refines
these proposals to further enhance this important program.

PREPARED STATEMENT OF RicHARD H. ScHwARZ

Mr. Chairman, Members of the Committee I am Richard H. Schwarz, MD, an ob-
stetrician-gynecologist from New York City and Vice President of the American Col-
lege of Obstetricians and Gynecologists (ACOG). I am also Chairman of the Depart-
ment of Obstetrics and Gynecology at the State University of New York Health Sci-
ence Center and Chief of Obstetrics at Kings County Hospital. These institutions de-
liver 7,000 babies a year, of which 5,600 are covered by Medicaid or have no insur-
ance coverage at all. I am delighted to be here today testifying on behalf of ACOG,
which represents more than 28,000 physicians specializing in the delivery of health
care to women. One of the most important issues to ACOG is getting children off to
a healthy start. One of the best ways to do this is to assure that all pregnant women
have access to prenatal care. In these days when we are forced to make difficult
choices because of budget constraints, this choice is an easy one. It is simply a ques-
tion of whether we invest now or pay later.

I have been practicing medicine for 34 years and have witnessed tremendous ad-
vances in the field of obstetrics. Ultrasound, electronic fetal monitoring, neonatal
intensive care these are just a few examples of the exciting new technologies we
employ to care for pregnant women and their infants.

But despite the technological advances, the prescription for delivering a healthy
infant has changed very little in my lifetime. It is really very simple: all pregnant
women need good prenatal care beginning early in pregnancy; they need adequate
nutrition; and they need readily available services to plan their pregnancies and to
treat any complications that may arise.

The relationship between prenatal care and the prevention of infant mortality
was well documented in the 1985 report of the Institute of Medicine (IOM) Prevent-
ing Low Birthweight. The IOM found “the overwhelming weight of evidence is that
prenatal care reduces low birthweight,” a condition associated with two-thirds of the
deaths in the neonatal period and 20% of postnatal deaths. Moreover, the IOM re-
ported that ‘‘a major theme of virtually all the studies reviewed is that prenatal
care is most effective in reducing the chance of low birthweight among high-risk
;)vor}x:en, whether the risk derives from medical factors, socivdemographic factors, or

oth.”

Do all pregnant women uniformly receive good prenatal care? Unfortunately, the
answer is no and the evidence is seen daily in the neonatal intensive care units of
hospitals throughout the country. There has been no progress since 1979 in getting
more women into early prenatal care with the number of women who obtain late or
no prenatal care actually increasing since 1982. In 1986, the latest year for which
figures are available from the National Center for Health Statistics, 24.1% of moth-
ers failed to begin prenatal care in the critical first trimester of pregnancy. Five
percent of white women and 10.65- of black women received late or no prenatal care
at all. The data shows that those states with increases in the proportions of mothers
receiving late or no care substantially outnumber states with declines.

MEDICAID ELIGIBILITY

Medicaid is the single most important source of care for low-income pregnant
women and their children. Yet, a major problem is that far too few of the poor qual-
ify for Medicaid. During the past several years, Congress has taken significant steps
to address the infant mortality problem by expanding Medicaid eligibility for mater-
nity care to more low-income pregnant women. Studies show that women of child-
bearing age and children are the most likely to be uninsured for medical care. Fully
15% of the 3.7 million women who give birth each year have no insurance, private
or public, to pay for maternity care. Raising the Medicaid income ceiling further
could greatly reduce the number of women who are without maternity care. Even
for families with incomes above the poverty level, the cost of maternity care can be
prohibitive. The Health Insurance Association of America (HIAA) estimated that in
1986, the total medical cost, including hospital care, of having a baby was $2,560 for
a normal delivery and $4,270 for a caesarean delivery.

ACOG fully supports efforts to further expand Medicaid eligibility to pregnant
women and children with family incomes up to 200% of the Federal poverty thresh-
old. We also strongly support the proposal, included in the FY 1990 Budget agree-
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ment, to require states expand Medicaid eligibility to low-income pregnant women
and children with incomes up to 185% of the poverty level. Medicaid expansion will
go a long way towards assuring that no pregnant woman lacks prenatal care be-
cause she cannot afford to pay for it. The logic behind this step is irrefutable; prena-
tal care is not only effective in reducing low birthweight and infant mortality, it is
cost effective. The IOM report concluded that for every dollar spent for prenatal
care among a targeted population, $3.38 could be saved in the total cost of caring for
low birthweight infants requiring expensive medical care.

AVAILABILITY OF CARE

ACOG also urges you to address the issue of the availability of pregrancy related
care to Medicaid recipients. Pregnant women who are eligible for Medicaid services
often have difficulty obtaining prenatal care, in part because a number of physi-
ciaus in private practice are unwilling tc accept Medicaid patients. Changes in the
law expanding eligibility, while positive, have not addressed the problems created
when there are not enough previders in the Medicaid system

Studies of participation in Medicaid by obstetrician-gynecologists, which rely on
seif-reported data, show participation rates ranging from 46% in 1983 of obstetn-
cians in private practice (the Alan Guttmacher Institute, 1985) to 722% in 1984 of
all obstetricians (OTA 1988). Data frem a survey conducted in 1987 by ACOG's
Standing Committee on Health Care for Underserved Women, showed that 649¢ of
obstetrician-gyiiecologists sampled, who provided cbstetric care, did so for Medicaid
patients. The obstetricians surveyed listed low reimbursements, slow payments,
denial of eligibility after the patient has becen in care. and a belief that Medicaid
patients are more likely to sue as the main reasons for nonparticipation.

In many states the reimbursement rate fur total cbstetric care is well below half
the prevailing charge for obstetric care. In 1985, ACOG found the medical charge
for total obstetric care nationwide to be $1,000. For that same year the General Ac-
counting Office (GAO) reported the national average reimbursement rate under
Medicaid was $473.11. In some states payment rates have not been updated in more
than a decade. For example, for complete obstetric care including all prenatal visits

lus attendance at delivery, the GAO reported that New Hampshire reimburses
§214, West Virginia $255. and Pennsylvania $312.

Professional liability concerns also discourage physician participation. The cost of
liability insurance may constitute a large portion ur actually exceed the reimburse-
ment rate for obstetric services from Medicaid. In New Hanipshire the average cost
of liability insurance in 1987 was $1754 per delivery, $273 in West Virginia. and $203
in Pennsylvania. Increasingly, we are noting a decline in access to obstetric services
in rural and economically depressed communities as obstetricians, and family prac-
titioners confronting the reality of high insurance premiums and low reimburse-
ment from public programs give up the practice of obstetrics.

Bureaucratic problems present in the Medicaid program are a major factor in
slow payments. The State of California provides several examples that are repre-
sentative of problems faced throughout the country. The average period of time be-
tween submission of a claim and reimbursement is 3 months in California. This is in
a state that requires payment within 45 days.

One reason that claims take so long to be processed is that they are singled out
for special review. While this review takes place, the 45 day rule does not apply
And this review process can take more than a year. To make matters worse, claims
for reimbursement for certain services are always singled out for this speciai
review. For example, all claims involving a caesarean delivery or sterilization re-
ceive this special treatment. We are not suggesting that claims should never be re-
viewed, but certainly it is unacceptable that every single claim by every physician
for a specific service regardless of the medical indications requires review. And the
length of delays when this review occurs are excessive.

Another problem is a sequential review process which upen identification of the
first error immediately rejects the claim and sends it back to the physician The
result is that the same claim can be rejected several times, even though each time
the identified error is ccrrected. For example, if an error is identified on line v, the
form is returned to the physician This error is corrected and the claim resubmitted
When processing begins again an errcr is identified on line & and once again the
claim is rejected. This can happen a rumber of times, whirh greatly adds to the
time required for payment.

Reviewing the forms that must be submitted makes it easier to understand the
problem. A copy of the California Medi-('al sterilization form is attached. And, this
is the simplified version designed by a group that included representatives from
ACOG'’s California District, the California Medical Association. the Californ.a De-
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partment of Health, the fiscal intermediary and the HCFA regional office. A Cali-
fornia physician reported that Medi-Cal bill collection is 80 much more difficult and
complex than other insurers that his billing service charges him $4 for processing a
regular bill and $15 for a Medi-Cal bill. After reviewing this form, this difference is
not surprising.

ACOG believes that the Federal Government should establish Medicaid demon-
stration programs, such as the proposal included in the Infant Mortality and Chil-
dren’s Health Act (S. 339), to find ways to improve access to needed physicians’ serv-
ices by pregnant women and children. Specifically, states should be encouraged to
t{ydinnovative approaches to increasing provider participation. These should in-
clude:

* improving compensation, expediting reimbursement, anq[ using innovative pay-
ment mechanisms including global fees for maternity and pediatric services with
guaranteed periodic payments;

¢ assisting in securing, or paying for, medical malpractice insurance or otherwise
sharing in the risk of liability for medical malpractice;

¢ decreasing unnecessary administrative burdens in submitting claims or secur-
ing authorization for treatment;

* guaranteeing continuity of coverage, and expediting patient eligibility determi-
nations; and,

; covering medical services to meet the needs of high-risk pregnant women and
infants.

Research indicates there is a positive response on the part of physicians in states
which have increased reimbursement rates and made improvements in claims proc-
essing, eligibility determinations, and scope of services. A demonstration program
may well show it is possible to improve access to prenatal care to Medicaid recipi-
ents and may ultimately reduce the rate of infant mortality. Vie urge the Commit-
tee to look favorably at the various programs included in legislative proposals cur-
rently before you.

LIABILITY ISSUES

Liability coverage and the cost of liability coverage is an acute problem and it
affects access to care by all women, not just those who are insured through public
programs. We are experiencing a virtual exodus from obstetrics of many bright,
skilled, dedicated professionals who are being pushed out because of professional li-
ability. Family physicians as well as obstetrician-gynecologists are giving up caring
for pregnant women. If we are going to address access to obstetric care for the Med-
icaid population, we must encourage family physicians and obstetrician-gynecolo-
gists to continue the practice of obstetrics.

The cost of liability coverage is often greater if one provides obstetric services.
One insurance company in Florida charges rates more than double for those who

rovide obstetrics than those who only provide gynecologic services, going from
§77,000 to $186,000 in some parts of Florida and from $90,000 to $217,000 in another.
Similar situations exists in other states. For example, rates vary from $37,000 to
$60,000 in Georgia, from $33,000 to $56,000 in Michigan; and from $24,000 to $48,000
in California. (These rates are from one company in each state. Other companies
may charge significantly different rates. Also, the limits of coverage may be differ-
ent so comparisons between states cannot be made.)

Twelve percent of obstetrician-gynecologists surveyed by ACOG in 1987 had quit
delivering babies because of the risk of malpractice. An even greater percentage of
family physicians—who are an important source of care in rural areas—no longer
practice obstetrics. A shocking trend uncovered in ACOG’s 1987 survey was that
many obstetricians are limiting the high-risk portion of their practice. In 1985, less
than 2% of our members devoted a nominal 10% or less of their practice to high-
risk care. But in 1987, 45% restricted their high-risk practice to that extent. This is
a finding that does not bode well for high-risk patients.

Liability poses a serious threat to women’s health care and there is an urgent
need for action to resolve this problem. Health care will become unaffordable and
unavailable if we allow escalating liability insurance premiums to drive out dedicat-
ed professionals. As fewer physicians deliver babies, access to obstetric care for poor
women in particular will become even more limited. The problem is national in
scope. For example, the number of physicians delivering babies in Oregon has de-
clined by 25% since 1984. In Iowa, 31% of all physicians who provided obstetric
servi.c(:ies since 1981 have now quit. In Georgia, 67 counties have no obstetric care
provider.
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The list goes on, but the point is clear, we need Federal action to resolve the prob-
lem. For years, Federal legislators have responded to problems in professional liabil-
ity by saying that the crisis must be addressed in areas traditionally left to the
states—establishing rules for tort actions and regulations of insurance. Many states
have enacted changes in their tort laws over the past decade, but their success in
stemming the crisis in this report has been limited. It is time for national leader-
ship to assert its role and address the tremendous liability problems facing us.
ACOG looks to the Congress to develop model solutions aimed at solving the recur-
rent liability insurance crisis and the resulting threat to access to high quality ma-
ternity care for all of the women of this country.

In particular, we would encourage the members of this Committee to consider the
Medical Offer and Recovery Act, which would provide for prompt and fair resolu-
tion of medical malpractice claims. The current system for resolving medical mal-
practice claims is too expensive and takes too long for injared parties to obtain com-
pensation. Currently, it takes an average of three anu a half years to resolve a
claim. Recent ACOG claims data indicate that 26% of obstetric and gynecologic
claims take five or more years to close. As little as 287 of the premium dollars paid
by physicians are used to compensate injured patierts. There must be a better way!
The Medical Offer and Recovery Act holds promise of prompt payment to injured
parties with a significant reduction in the costs associated with settling claims. By
eliminating the necessity for an adversial relationship between physicians and pa-
tients, it would also reduce the tension between them. We believe it would lead to

- greater predictability for insurance carriers and reduce the pressure to increase pre-
miums to cover unpredictable losses. A summary of the bill is attached.

While we understand that enactment of a broad proposal like the Medical Offer
and Recovery Act would take significant study, a proposal that could have an effect
on the willingness of physicians to provide obstetric care will soon be before this
Committee—that is how to include the costs of liability coverage in the new Medi-
care reimbursement rates under the Resource-Based Relative Value Scale. It has
been suggested that a per procedure amount should be determined based on a
premise that the elderly sue less frequently than others. This proposal, if enacted,
would actually encourage physicians to stop providing obstetric care. Frequently ob-
stetrician-gynecologists and family physicians can drastically reduce their liability
payments by dropping obstetrics. If Medicare bases its payment on only the liability
costs directly attributable to the elderly, physicians providing both obstetrics and
gynecology will receive much less than a fair amount based on what they must pay
for liability coverage. Surely, it makes little sense to sabotage one program, through
the policies of another. The liability problem has variously been attributed to law-
yers, insurance carriers, bad doctors, or to public expectations or perfection. it is a
complex problem, and no one group is to blame. The solution requires that everyone
be willing to give a little. As long as we allow liability to force providers out of ob-
stetrics, the access problem, which is so critical to a reduction in infant mortality,
will remain unsolved. Access will be difficult for those whose health care is unfund-
ed or underfunded. The National Commission to Prevent Infant Mortality recog-
nized this problem in their publication ‘‘Malpractice and Liability: An Obstetrical
Crisis.” We would encourage you to look at alternatives to the tort system for re-
solving malpractice claims and at interim steps which will enable public programs
to deal with the crisis.

CONCLUSIONS AND RECOMMENDATIONS

ACOG would like to commend this Committee, and particularly its Chairman, for
holding this hearing and for all the efforts you have made on behalf of pregnant
women and children. Much progress has been made and much remains to be done.
In addition to supporting efforts to expand Medicaid eligibility, address the Medic-
aid liability issue, and promoting demonstration programs encouraging innovative
methods to increase the availability of services to Medicaid beneficiaries, ACOG
makes the following recommendations:

1. Congress should require continuous eligibility throughout pregnancy and the
postpartum period. This would assure that pregnant women have coverage during
the entire course of pregnancy and would encourage providers to participate by as-
suring payment. In addition, implementation of a required presumptive eligibility
component could reduce the delays that Medicaid beneficiaries experience in obtain-
ing prenatal care.

2. Congress should increase funding for the Maternal and Child Health Block
Grant. Like community health centers, clinics funded through MCH block grant
funds, coupled with state and local dollars, are a critically important source of pre-
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natal care for poor women. The block grant is an important resource fci states and
a source of care for women who would otherwise fall through the cracks because
they don'’t qualify for Medicaid.

3. There are a number of social factors that affect our nation’s infant mortality
rate that must also be taken into consideration. Substance abuse can have determin-
ental effects on the out come of pregnancy. It is clear that obstetrician-gynecologists
play an important role in identifying and educating patients as to the negative ef-
fects of substance abuse. The Federal Government must also play a role by; educat-
ing the public on the harmful effects of substance abuse, particularly during preg-
nancy, increasing the availability of drug treatment centers and health care work-
ers trained to counsel, educate, and treat individuals who abuse drugs, and by in-
creasing funding for basic medical research on the effects of substance abuse. More
research is needed on cocaine abuse and pregnancy and on the long-term effects of
such abuse on infants.

4. When addressing the need for AIDS education and research, Congress should
also take steps to help prevent the perinatal transmission of AIDS or the spread of
the HIV infection from the mother to the infant. We must work effectively and com-
passionately to help the infants who are already infecied with the AIDS virus. Edu-
cation about the risks associated with AIDS and pregnancy is vitally important if
we are to gfive infants a fighting chance.

5. Congress should increase the cigarette excise tax. Smoking during pregnancy
increases the risk of miscarriage, premature delivery, and stillbirth. Newborns of
smoking mothers weigh on the average 200 grams less than babies born to mothers
who do not smoke. Smoking is thus an important and preventable contributor to
low birthweight. And of particular importance, we find that more teenage girls now
smoke than boys. Despite the well documented health risks to children from mater-
nal smoking during pregnancy, smoking by women in the childbearing years per-
sists. The cigarette excise tax is an effective deterrent to smoking. Studies show a
9% increase in the cost of cigarettes produces approximately a 4% decrease in
smoking among adults and a much greater effect-——a 14% decrease in smoking
among teenagers.

Thank you for the opportunity to testify. I will be happy to answer any questions
you may have.
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The Medical Offer and Recovery Act

The Medical Offer and Recovery Act is designed to serve as model legislation for the
states. In states that do not implement similar reforms for all medical malpractice cases
by January 1, 1988, the provisions will apply to injuries resulting from the provision of
health care paid for by the federal government, including Medicare and Medicaid.

How the Process Works

o Either the patient or the health care provider can activate the system to promptly
resolve an incident resulting in personal injury to the patient.

o Within 180 days of an incident resulting in personal injury, a health care provider
can agree to pay the patient's net economic loss.

o In the case of injury to a newborn, informed consent or failure to diagnose, the 180-day
period would run from the date of a claim against the heaith care provider since
the provider might not be aware of the injury at the time of treatment.

o This bill does not apply to injuries intentionally caused by the provider or "wrongful
death" cases.

o If the provider makes an offer, the patient could not sue for the same injury under
the tort system. R

Payments Under the System

o All of the patient's net economic loss must be paid as costs are incurred, thus assuring
benefits as long as they are needed. Net economic loss includes the cost of continued
medical and hospital care, rehabilitation, nursing care, wage loss, the cost of a
housekeeper and adapting the patient's house and car, as well as reasonable attorney's
fees in advising the patient.

o Payments from collateral sources such as private health insurance and workers
compensation are mandatorily offset from the amount owed by the provider.

o The payments would be made periodically as the patient's economic loss accrues,
Parties can agree to a lump sum settlement if net economic loss is less than $5,000.

Use of Binding Arbitration

o In the event that a provider does not choose to make an offer, a patient who believes
he or she has been injured by malpractice can, within 90 days, request that an
expeditious arbitration proceeding be conducted to determine if the provider was
at fault. If the arbitrator finds the provider was at fault, the patient will be awarded
compensation for net economic loss as if the provider had voluntarily made the offer.

o Binding arbitration would be used for disputes relating to the actual payment of
net economic loss or to the amount of the payment.

o The provider making an offer may require other parties (potential defendants) who
may be responsible for the injury to join in the offer. Other parties may request

on their own to participate. Any disagreement between the joined parties will be
settled by binding arbitration.

Patient Asmurances

o Physicians are required to carry sufficient malpractice insurance or post bond in
order to participate in the program.

February 1989



COMMUNICATIONS

STATEMENT OF THE MARCH oF DiMES BirTH DEFECTS FOUNDATION

The March of Dimes Birth Defects Foundation is pleased to have this opportunity
to share our views on the Medicaid program and the Maternal and Child Health
(MCH) Block Grant with the Senate I'inance Committee. We commend the members
of the Committee for the leadership they have demonstrated by introducing and
supporting legislation to expand and improve Medicaid and the Maternal and Child
Health Block Grant. We are heartened as well by the President’s initiative to in-
crease Medicaid income eligibility for pregnant women and infants. We hope that
the concern demonstrated here will lead to improved access to preventive health
care services for the nine million women of reproductive age and 12 million children
who are uninsured.

We are seeing progress in our effort to ensure access to health care for mothers
and their children. The Alan Guttmacher Institute estimates that 361,000 newly eli-
gible infants and pregnant women will be covered by Medicaid in 1990 as a result of
recent incremental expansions. Concerned legislators and organizations have
worked consistently and effectively over the last few vears to greatly improve access
to prenatal and infant health care, and we should soon be seeing improvements in
key indicators of maternal and child health.

The March of Dimes is concerned that the growing problem of substance abuse
during pregnancy will lead to increased maternal and infant death and disability.
Pregnant women who abuse drugs or alcohol expose their babies to a high risk of
being born too small, too soon or with birth defects. In addition, women who abuse
drugs are at risk for sexually transmitted diseases, including AIDS, which also can
be passed on to the baby before or during birth.

A recent telephone survey of hospitals in large metropolitan areas conducted by
the Select Committee on Children, Youth and Families indicates that there may
well be a significant rise in maternal mortality and morbidity and infant mortality
and morbidity as a result of increased substance abuse during pregnancy. Experts
gstimate that each year up to 375,000 babies may be exposed in the womb to illicit

rugs.

This threat to the health of our nation’s mothers and children can be alleviated if
we can provide prenatal care to all pregnant women and if we can assure the avail-
ability of substance abuse treatment for all pregnant women who need it. The
March of Dimes views pregnancy as an opportune time to break the grip of sub-
stance abuse. At this time, many women who abuse drugs and alcohol may be recep-
tive to education regarding the hazards of substance abuse to their fetus, and to
treatment to halt the abuse. It is a time to reach the fathers—many of whom are
addicts— and other family members to help keep the family together. Follow-up
programs for infants born exposed to alcohol and other drugs can render medical
and social services to the entire family, thereby providing the healthiest environ-
ment for the infant. Comprehensive prenatal care that includes drug and alcohol
treatment as well as family support services is necessary.

We can address the threat posed by substance abuse during pregnancy by expand-
ing existing treatment services and coordinating maternal and child health pro-
grams with treatment services. We also would like to see states include drug and
alcohol abuse treatment included in the pregnancy-related services offered to preg-
nant women receiving Medicaid.

The March of Dimes recommends that the following components be included in
legislation to improve Medicaid and the MCH Block Grant:
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MEDICAID

* Require ;overage for all pregnant women and infants living in families earning
less than 185 percent of the Federal poverty level, and for children living in pover-
ty.
* Require presumptive and continuous eligibility and eliminate the assets test for
pregnant women and infants.

¢ Assure adequate provider participation in the program.

¢ Include treatment for substance abuse in the definition of “comprehensive pre-

natal care.”
* Encourage states through an enhanced Federal matching rate to implement

“outreach’” services to bring pregnant women into the Medicaid program.
¢ Encourage coordination between Medicaid, WIC, MCH, community and migrant
health centers and providers of substance abuse treatment, and other social serv-

ices.
MATERNAL AND CHILD HEALTH BLOCK GRANT

* Increase the authorization level from $568 million to $711 million.

d * Improve accountability by strengthening state planning and reporting proce-
ures.

¢ Continue the set-aside for sickle cell screening and other genetic services.

¢ Improve participation by eligible women and infants by instituting home visit-
ing and co-location of services.

¢ Establish statewide, governor-appointed advisory boards to ensure coordination
of services in each state. -

In summary, we would like to emphasize that federally funded programs for
mothers and children have been and continue to be effective. We must continue our
commitment to preventive health services that benefit our nation’s future genera-
tion.



229

CRS ISSUE BRIEF

MEDICAID: FY 90 BUDGET AND HEALTH INITIATIVES

ISSUE DE TIO

Medicaid is a Federal-State matching program providing medical assistance to
a projected 26 million low income persons in FY89, at a total Federal cost of $34.5
billion. The FY90 budget resolution approved by the Congress provides a $200
million increase in Federal Medicaid funding over current law levels, and permits
further expansions if offsetting savings can be found in other programs. There are
a variety of proposals to use the additional funds to extend Medicaid eligibility to
larger numbers of pregnant women and children and to take other measures to
improve access to prenatal and early childhood health care.

BACKGROUND AND ANALYSIS

Description of Medicaid

Medicaid, authorized by Title XIX of the Social Security Act, is a Federal-State
matching program providing medical assistance to a projected 25 million low income
persons in FY89. FY90 program expenditures under current law are expected to
reach $67 billion, of which the Federal share wiil be $38 billion. Although Federal
funds account for 56% of total program expenditures, each State designs and
administers its own Medicaid program, setting eligibility and coverage standards
within broad Federal guidelines. Thus, there is considerable variation among the
States in terms of eligibility requirements, range of services offered, limitations placed
on those services, and reimbursement policies.

Every State except Arizona participates in the Medicaid program, as do the
District of Columbia, American Samoa, Guam, Puerto Rico, the Virgin Islands, and
the Northern Mariana Islands. (Arizona currently provides federally funded medical
assistance through a demonstration program that has received waivers of certain
Medicaid requirements.) At the State level, Medicaid is administered by a designated
single State agency. Federal oversight of the Medicaid program is the responsibility
of the Health Care Financing Administration (HCFA) within DHHS. HCFA also
administers the Federal Medicare program for the aged and disabled.

The Federal share of expenditures for Medicaid services is tied to a formula
inversely related to the square of a State’s per capita income. For FY89, the Federal
matching percentages range from §50% to 79.8%. The matching rate for
administrative costs is generally 50% for all States. Higher matching, at levels
ranging from 756% to 90%, is available for certain management and control activities.
The remaining costs of the program are paid by the State; in some States local
governments may also contribute.

Eligibility

Eligibility for Medicaid benefits has traditionally been linked to actual or
potential receipt of cash assistance under either of two programs: Aid to Families
with Dependent Children (AFDC), and Supplemental Security Income (SSI) for the
aged, blind, and disabled. Recently States have been given the option to extend

CRS-2
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Medicaid to other low-income groups. Coverage of some of these new populations
was made mandatory by legislation enacted in 1988.

All States must cover the categorically needy. These include ail persons
receiving AFDC and, in most States, persons receiving SSI. States have the option
of limiting Medicaid coverage of SSI beneficiaries by using more restrictive standards
for Medicaid, if those standards were in effect on Jan. 1, 1972 (before implementation
of SSI). Fourteen States continue to use more restrictive standards. States must
also cover as categorically needy a number of groups that are not receiving AFDC or
SSI. The following are among the more important of these groups:

- Certain persons whose family income and resources are below AFDC
standards but who fail to qualify for AFDC for other reasons, such as
family structure. Thess include pregnant women, as well as children
born on or after Oct. 1, 1983, to age 7.

- Families losing AFDC benefits as a result of increased employment
income or working hours or increased child or spousal support
payments. States must continue coverage for these families for various
periods, depending on the reason for the loss of AFDC benefits.

- Persons who have been receiving both Social Security and SSI benefits
and who become ineligible for SSI because of increases in their Social

Security payments.

- Certain disabled people who lose SSI after returning to work but who
remain disabled and who could not continue working if their Medicaid
benefits were terminated.

In addition to the mandatory groups, there are several optional groups that
States may elect to treat as categorically needy for Medicaid purposes. These include
families with unemployed parents and "Ribicoff children" in families with income
below AFDC standards; these are children whom the State is not required to cover
but who are under a maximum age set by the State, which may be 18, 19, 20, or 21.
States may also cover persons in institutions who meet a special institutional
financial standard set by the State; this standard may not exceed 300% of the SSI
payment level. Finally, States may cover disabled children who are not in an
institutiort but who would be eligible if they were in an institution.

Thirty-nine States and other jurisdictions also provide Medicaid to the
medically needy. These are persons whose iucome or resources exceed the
standards for the cash assistance programs but who meet a separate medically needy
financial standard established by the State and also meet the non-financial standards
for categorical eligibility (such as age, disability, or being a member of a family with
dependent children). The separate medically needy income standard may not exceed
133.3% of the maximum AFDC payment for a housshold of similar size. Persons
may qualify as medically needy after their incurred medical expenses are deducted
from their income or resources. This process is known as "spenddown." It is a
frequent route to Medicaid eligibility for persons in nursing facilities.
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Finally, beginning with the Omnibus Budget Reconciliation Act of 1986 (P.L.
99-509), Congress has permitted States to extend Medicaid coverage to certain target
populations, using eligibility standards which are not directly linked to those used
in the cash assistance programs. The Act allowed States the option of covering
pregnant women and young children and/or aged and disabled persons meeting
State-established income standards as high as 100% of the Federal poverty level.

The Medicare Catastrophic Coverage Act of 1988 (P.L. 100-360) converted the
options to mandates for several of the target groups. States must phase in coverage
of pregnant women, infants under 1 year old, and aged and disabled persons eligible
for Medicare with family incomes below 100% of poverty. Lower mandatory income
thresholds will be in effect during a transitional period for each group. For pregnant
women and infants, States must reach full coverage by July 1, 1990. The transition
period for the aged and disabled ends Jan. 1, 1992, or Jan. 1, 1993, in 209(b) States.
Coverage for the aged and disabled may be restricted to Medicare premiums and
cost-sharing amounts and prescription drugs up to the new Medicare drug deductible.
States may still choose to extend coverage to these groups faster than the timetable
requires. They may also choose to cover older children with family incomes below
100% of poverty. This option is being phased in on a timetable that ends Oct. 1,
1990, at which time States will be able to cover children through age 7.

Finally, the Omnibus Budget Reconciliation Act of 1987 (P.L. 100-203) further
expanded States’ options by allowing coverage, beginning July 1, 1988, of pregnant
women and children up to age 1 with incomes less than 185% of the Federal poverty
level. The State may impose a premium for this coverage, equal to no more than
10% of the amount by which the family’s income exceeds 1560% of the poverty level.

Services

All States must cover a minimum set of services under Medicaid and may at
their option offer additional services. The minimum service requirements differ for
the categorically needy and the medically needy. For the categorically needy, the
State must provide inpatient and outpatient hospital services, physician services,
laboratory and x-ray, family planning, skilled nursing facility (SNF') services for those
over age 21, and home health care for persons entitled to SNF care. The State must
also provide early and periodic screening, diagnosis, and treatment (EPSDT), a
preventive_health program for persons under 21. If the State covers the medically
needy it must provide, at a minimum, ambulatory care for children and prenatal and
delivery services for pregnant women. States may limit coverage for the mandatory
services in a variety of ways. They may impose ceilings on the number of inpatient
days or physician visits that will be reimbursed, require prior authorization or second
surgical opinions, and deny coverage for services deemed to be experimental.

Among the additional services that States may choose to provide are prescription
drugs, dental care (some dental coverage is mandatory for children under EPSDT),
eyeglasses, and care in inpatient psychiatric facilities for persons under 21 or over 65.
In terms of overall expenditures, the most important optional Medicaid service is care
in intermediate care facilities (ICFs). All of the States and the District of Columbia
cover ICF services, and every State except Wyoming also covers services in an ICF
for the mentally retarded, or ICF-MR.
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Whatever services the State chooses to cover, it must offer them uniformly
throughout the State and must, with minor exceptions, offer comparable coverage to
all persons in the categorically needy groups. Finally, beneficiaries must generally
be allowed to obtain services from any qualified provider. All three of these
requirements - statewideness, comparability, and freedom of choice -- may be waived
under circumstances to be described below.

Payment for Services

States are generally free to develop their own reimbursement methodologies and
levels for covered services. Specific payment rules or limits are established by law
only for three types of service: rural health clinics, hospices, and laboratories. There
are general guidelines for certain other services, but only two rules applying to every
service type. First, providers must accept Medicaid payment as payment in full and
may not seek to collect from beneficiaries. Second, Medicaid pays only after any
other insurance or third party payment source available to the beneficiary has been
exhausted. In particular, when beneficiaries are eligible for both Medicaid and
Medicare, Medicare pays first for the services it covers. Medicaid pays what would
ordinarily be the beneficiary’s share (deductnble or coinsurance) and covers services
not available under Medicare.

For institutional services, including hospital inpatient and nursing home care,
payment rates must be "reasonable and adequate” to meet the costs of "efficiently and
economically operated® facilities. For hospital inpatient care the rates must also be
sufficient to assure reasonable access to services and must include adjustments for
hospitals serving a high proportion of low-income patients, States use iwo basic
payment methodologies for institutional care: retrospective and prospective. In a
retrospective system, payment amounts are determined after services are rendered
and are based on the actual costs incurred by the provider in furnishing those
services. In a fully prospective system, payment amounts are determined in advance.
The provider receives a specified rate for each defined unit of service, such as a day
of care or a total hospital stay, regardless of whether the provider’s actual costs are
more or less than that rate. States are increasingly shifting towards prospective
systems for both hospital and nursing facility care.

For services of physicians or other individual practitioners, payment amounts
are usually the lesser of the provider’s actual charge for the service and a maximum
allowable charge established by the State. In setting these maximums, some States
use methods comparable to those used by Medicare in establishing reasonable charges
for physician services. Other States have developed fixed fee schedules, specifying a
flat maximum payment amount for each type of service; the maximum may be
unrelated to actual provider charges.

Alternative Delivery Systems

States are permitted to develop alternative ways of providing Medicaid benefits,
through a variety of structured systems. Use of some of these alternatives is wholly
at the State’s option; others require waivers of Federal requirements approved by the
Secretary.
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First, States may contract with health maintenance organizations (HMOs), or
other prepaid health plans for the enrollment of Medicaid beneficiaries. For each
beneficiary enrolled in a plan, the State issues a fixed monthly premium payment,
out of which the plan provides all covered services.

Second, States may obtein waivers of freedom of choice and other requirements
to restrict the providers from whom beneficiaries may obtain services. Some States
have used this option, established by Section 2176 of the Omnibus Budget
Reconciliation Act of 1981 (P.L. 97-35, OBRA81), to enter into selective contracting
arrangements. The State may, for example, choose participating hospitals through
a system of competitive negotiation. The more common use of the 21756 waiver
authority is to establish primary care case management programs. Beneficiaries are
required to select a single primary care provider. Except in an emergency, care from
other providers must be authorized by the primary care physician.

Finally, States may obtain waivers, authorized by Section 2176 of OBRAS]1, to
provide home and community-based services to persons who would otherwise require
continuing care in hospitals or nursing homes. The waivers allow the State to
design a comprehensive package of medical and social services to allow a target

- population, such as the frail elderly or the mentally retarded, to remain in the
community.

FY80 Budget

Each of the last four budget reconciliation acts has provided for expansions of
the Medicaid program, chiefly by providing for optional or mandatory coverage of
additional groups of women and children. Partly as a result of these expansions,
Medicaid expenditures have recently been growing more rapidly than anticipated. In
its FY88 budget, the Administration projected that Federal outlays would grow from
$25 billion in FY86 to $28.2 billion in FY88, for a 2-year growth rate of about 13%.
Instead, FY88 outlays rose to $30.4 billion, nearly 22% above the FY86 level. The
Administration’s original FY89 projections assumed further growth, under current
policy, of 6.6%. However, current projections are that FY89 Federal expenditures
will reach $34.3 billion, 12.8% above the FY88 level.

Medicaid expenditures under current law are expected to continue to rise faster
than medical care inflation, largely as a result of further program expansions that
will take effect over the next several years. These include the phased extensions of
coverage in the Medicare Catastrophic Coverage Act and the Family Support Act of
1988. State costs for nursing home care are also expected to rise in response to new
quality of care mandates included in the Omnibus Budget Reconciliation Act of 1987.

Prasident Reagan’s FY90 budget included legislative and' regulatory proposals
intended to reduce Federal Medicaid outlays from a projected $37.6 billion to $36.0
billion. President Bush’s revised proposal, presented to Congress on Feb. 9, 1989,
retained only one of the proposed legislative changes, a reduction in Federal funds
for State administrative costs. Savings would have been used to finance the Federal
share of costs for expanded services to pregnant women and children. The net effect
of this proposal was to maintain FY30 Federal spending at current law levels, with
costs for Medicaid eligibility and service expansions to be borne by the States.
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The Bipartisan Budget Agreement accepted by the President and congressicnal
leadership in April 1989 provided for FY90 Medicaid funding at current law levels.
As passed by the House, H. Con. Res. 106, the FY90 budget resolution, provided for
a $200 million increase over current law levels. This would be used to fund new
initiatives in the area of infant mortality and child health, expanded community
services for the frail elderly and the mentally retarded, as well as to make coverage
of hospice services mandatory. As amended by the Senate, the budget resolution
provided for Medicaid funding at current law levels, with any program expansions to
be funded through offsetting savings in Medicaid or other programs. The conference
agreement follows the House provision, allowing a $200 million increase for program
expansion. It also permits further expansion if the committees of jurisdiction can
achieve offsetting savings in other programs.

Maternal and Child Health Initiatives

The last three Congresses have gradually expanded both mandatory and optional
Medicaid coverage for pregnant women and children. At least two major factors have
contributed to congressional interest in Medicaid expansion. The first is growing .
concern over the incidence of infant mortality and other unfavorable outcomes of
pregnancy. The United States had an infant mortality rate in 1986 of 10.4 deaths
per thousand live births, higher than that of many other major industrial nations.
Rates are higher for minorities and residents of inner cities. Beyond the children
who die, there are many more low birth-weight infants and others with preventable
problems that are costly to treat and that can result in lifelong disabilities. There
is evidence that access to prenatal and well baby care is an important factor in these
outcomes.

A second source of interest in Medicaid expansion has been the growth in the
number of Americans without health insurance coverage. The -proportion of the
population without insurance has been going up in this decade, from about 14.6% of
the non-elderly in 1979 to 17.6% in 1986. In that year, 37 million persons lacked
coverage; of these 12 million were children under age 18. More than half of these
children were in families with incomes below the Federal poverty level. In 1987,

- Medicaid covered only 53% of children in poverty. Many poor children were excluded
because Medicaid maximum income standards in most States were well below the
poverty level, while others were excluded on categorical grounds, such as restrictions
on enroliment of two-parent families with an employed parent. Recent changes in
Medicaid eligibility standards, both financial and categorical, are often spoken of as
having severed the traditional link between Medicaid and the welfare programs.
These changes are only beginning to be implemented, and their impact cannot yet be
measured. However, they are expected to reach only a fraction of uninsured
children.

‘t'he 101st Congress is considering a variety of proposals for further expansion
of Medicaid eligibility for pregnant women and children and for initiatives to address
other factors in access to care, such as availability of health care providers and
coordination of services. The Bush Administration proposal to finance expanded
coverage through a reduction in Federal matching for administrative costs has been
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introduced as H.R. 2216/S. 902. Other congressional proposals include broader
expansions, affecting other Federal programs as well as Medicaid.

Further expansion of the Medicaid program could take the form either of new—
mandates, coverage requirements that all States would have to meet, or of new
options, additional populations or services that a State could offer at its discretion.
The expansions in recent years have been enacted in a stepwise fashion: a new
option established by one year’s budget legislation is made mandatory in a later year,
at the same time that still more options are offered. Many of the proposals in this
Congress follow the same pattern, adding new options while mandating State
adoption of options established by the 100th Congress. This approach is facing
increasing opposition from State governments. Although many States initially
supported the flexibility provided by new coverage options, they object to the
conversion of these options into mandates at a time when some of which are
currently facing revenue shortfalls.

Eligibility for Pregnant Women and Children

Proposals in the 101st Congress would raise the optional or mandatory
maximum income standards for pregnant women and children and would also address
other potential barriers to Medicaid coverage for these groups, such as limits on
allowable assets, delays in the application and eligibility determination process, and
discontinuous eligibility.

Income Standards

Pregnant women and infants. Under current law, States must cover
pregnant women and infants under 1 year old with family incomes up to 756% of the
Federal poverty level by July 1, 1989, and up to 100% of the Federal poverty level
by July 1, 1990. States may, at their option, establish a higher maximum income
standard for pregnant women and infants, up to 1856% of the Federal poverty level.
As of January 1989, 12 States had adopted standards above 100% of the poverty
level. H.R. 800/S. 339 would phase in mandatory coverage of pregnant women and
infants up to 185% of the poverty level by July 1, 1993. H.R. 1573 would phase in
mandatory coverage up to 200% of the poverty level over the same period, and would
permit States to raise their standards to 200% of poverty beginning in July 1990.
H.R. 2216/8. 902, the Administration proposal, would mandate coverage up to 130%
of the poverty level by April 1990; it would remove the requirement that income
standards reach 75% of the poverty level by July 1989.

Children over 1 year old. States have the option of providing Medicaid to
children aged 1 through 7 who were born after Sept. 30, 1983, and whose family
incomes meet a State-established standard no higher than 100% of the Federal
poverty level. H.R. 833/S. 339 would mandate coverage of children under age 18 and
born after Sept. 30, 1983, with incomes up to 100% of the poverty level. H.R. 15673
would mandate toverage of 1 through 7 year olds with incomes below 100% of 1
through 5 year olds by Oct. 1, 1992. S. 440 would phase in mandatory coverage up
to 100% of poverty through age 18 by FY94. Under each of these proposals, States
would have the option of accelerating coverage (covering older children or setting
higher income standards before the deadlines for mandatory coverage). S. 949 would
leave coverage optional, but would allow States to cover 8 year olds and would raise
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the maximum permissible income standard for 1 through 8 year olds to 186% of the
Federal poverty level. S. 949 woultd also allow States to cover foster children and
children in group homes through age 20 with incormes below 100% of the poverty
level.

General expansior. Several other bills include expensions of Medicaid
eligibility for all low-income persons, rather than just mothers and children. H.R.
1846, which would mandate that employers provide health benefits to their
employees, also expands Medicaid to cover persons not eligible for an employer plan.
States would have to cover all persons with incomes below the Federal poverty level
by Jan. 1, 1991, all those below 185% of the poverty level by Jan. 1, 1996, and all
persons not otherwise insured by Jan. 1, 1999; States could charge an income based
premium to enrollees above the poverty level. (The companion bill in the Senate, S.
768, imposes the same timetable but doee not refer to the health plan to be offered
by the State as "Medicaid." However, it provides for Federal matching payments to
each State’s program using the current Medicaid formula.) H.R. 950, a general rural
health cere bill, includes a requirement that State Medicaid programs cover all
persons with incomes below 100% of the Federal poverty level by Jan. 1, 18%1.

Other Eligibility Standards

In establishing Medicaid eligibility for pregnant women and children, a State
must determine income using the same methodology used in the State’s AFDC
program. States have the option of applying a resource standard (a limit on
allowable family assets), but are not required to do so. H.R. 800, H.R. 833, H.R.
1573, and S. 339 would allow States to use an income determination methedology
less restrictive than that for AFDC. All of these bills, along with S. 440, would
forbid the use of a resource standard for mandatory coverage groups of pregnant
women and children. Under H.R. 1573 and S. 440, States could continue to apply
a resource standard for optional coverage groups.

H.R. 800/3.339 and S. 949 would temporarily exempt State determinations of
eligibility for pregnant women and children from the Medicaid Quality Control
system, under which States may suffer Federal financial penalties for excessive errors
in eligibility determination. H.R. 800 would also exempt pregnant women from the
current requirement that they cooperate with the State in establishing paternity and
securing support payments for their children.

Presumptive Eligibility

To insure early access to prenatal care, States have the option of establishing
"presumptive eligibility” for low-income pregnant women. Qualified providers (such
as Federally funded clinics, providers participating in a State perinatal care program,
or Indian Health Service facilities) may make a preliminary determination that a
pregnant woman seeking treatment is potentially eligible for Medicaid. The woman
may then receive ambulatory prenatal care for up to 45 days. or until the State
completes an eligibility review, whichever ia earlier. Ever if the waman is ultimately
found to be ineligible, the provider may be reimbursed for services furmshed d:ring
the presumptive eligibility period However. i* the woman taiis to apply tor Medicaia
within 14 days, presumptive eligibility ceases. As of January 1989, 20 States
provided for a presumptive eligibility period.
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H.R. 800/S. 339 and H.R. 1573 would require all States to implement the
presumptive eligibility option, effective Jan. 1990, and would eliminate the 45 day
limit; eligibility would continue until the State had completed its review of the
Medicaid application. H.R. 2216/S. 902 would mandate presumptive eligibility
effective Oct. 1959, and would extend eligibility for 60 days even if the woman is
determined ineligible before that date. Qualified providers could accept a food stamp
card as eviderice of presumptive eligibility. (The maximum income level for food
stamps, 130 percent of the Federal poverty level, is the same as that established for
Medicaid for pregnant women by H.R. 2216/S. 902.) S. 440 and S. 949 would allow
States to sstablish presumptive eligibility for children, through age 17 under S. 440
and through age 20 under S. 949.

Continuation of Cuverage

Beginning July 1, 1989, States have the option of continuing coverage for a
pregnant woman through the end of the second full month beginning after the end
of the pregnancy, even if the woman would otherwise become ineligible during that
period. H.R. 800/S. 339 and H.R. 1573 would change this option to a mandate, -
effective Jan. 1990, and would also require continued coverage of infants through the
first year of life; S. 440 would mandate continuation of coverage for pregnant women
only. H.R. 833/S. 339, S. 440, and S. 949 would also permit, but not require,
extended coverage for older children. Eligibility could be deemed to continue for 1
year from the date of the last previous determination of eligibility.

Other Medicaid Child Health Proposals

Although congressional interest has centered on financial eligibility for medical
care, there are concerns that mere extension of Medicaid coverage may not ensure
that all mothers and children will receive appropriate services. Low-income people
may face other barriers to access. First, not all providers of care will accept Medicaid
reimbursement, largely because of low Medicaid payment rates. Second, some low-
income mothers may be unaware of the availability of Medicaid benefits or may need
help in applying for them. Third, there may sometimes be insufficient coordination
between the Medicaid program and other medical and social services available to
mothers and children. Medicaid proposals in the 101st Congress seek to address each
of these problems. There are also proposals to modify Medicaid to address another
child health concern, declining rates of immunization for certain diseases.

Medicaid Provider Participation

Low rates of provider participation, and especially physician participation, have
been a historic problem under Medicaid. Surveys of physicians have generally found
that low Medicaid reimbursement, relative to the physicians’ usual charges, is an
important factor in the decision to refuse Medicaid patients.

Federal regulations require that a State’s Medicaid payment rates "must be
sufficient to enlist enough providers so that services under the [State Medicaid] plan
are available to recipients at least to the extent that those services are available to
the general population.” (42 Code of Federal Regulations 447.204.) H.R. 800, H.R.
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833, H.R. 1673, S. 339, S. 440, and S. 949 would all incorporate this rule in the
Medicaid statute and would require DHHS to determine the adequacy of States’
payment rates for obstetrical and/or pediatric services. (S. 440 would require a
review of hoepital payment rates as well.) Each bill except H,R. 833 also includes
new State data reporting requirements intended to facilitate DHHS rate review.
States would have to report ou the extent to which providers participated in the
program, the relative proportions of Medicaid and non-Medicaid patients receiving
prenatal or pediatric care, and the difference between Medicaid payment rates and
those offered by other payers. S. 721 focusses on the availability of obstetrical care
in rural areas. It would raise the Federal matching rate to 90% for pregnancy related
services in rural health manpower shortage areas if the State’s Medicaid rates for
these services were equal to at least 80% of the rates paid by the health insurance
plan offered to State employees.

Several bills would expand current provisions under which States are required
to give special treatment to hospitals serving a disproportionate share of low-income
patients. Currently, State Medicaid programs must provide increased inpatient
payment rates to such hospitals for all inpatient services, make extra payments for
infants with very long stays or high costs and must waive any durational limits on
covered services for infants. H.R. 800/S. 339 would extend these provisions to all
children under age 18, while S. 949 would require higher payment rates to
disproportionate share hospitals for outpatient as well as inpatient care.

Some providers may be deterred from accepting Medicaid patients, not just by
Medicaid payment rates, but because of problems in dealing with State Medicaid
agencies and delays in receiving Medicaid payment, or becuause of concerns about
potential malpractice liability. Several bills, including H.R. 800, H.R. 833, S. 339,
and S. 949, would provide grants to States for demonstration projects to test
innovative ways of overcoming barriers to provider participation, such as expedited
reimbursement, changes in burdensome administrative requirements, or sharing in
the cost of malpractice insurance. Federal funding for the projects would be
available at enhanced matching rates.

Outreach and Application Assistance

Some mothers may be unawars of the importance of prenatal and well baby
care or the availability of Medicaid to pay for that care; others may find the
application process difficult. Several proposals would provide for outreach services,
to locate potentially eligible mothers or families, educate them about available
benefits, and/or assist in filing applications. H.R. 800/S. 339 and H.R. 2216/S. 902
would require outreach activities, while S. 430 would merely permit States to claim
Federal matching for such activities. The billa differ in the amount of Federal
funding they make available. H.R. 800/S. 339 treats outreach as a service, subject
to matching at the individual State’s Medicaid percentage (50% to 79%). H.R.
2216/S. 902 treats outreach as an administrative activity, subject to 50% matching.
Finally, S. 430 creates a new 756% matching rate for outreach services.

Some proposals would also simplify the process of applying for Medicaid. H.R.
833/S. 339 and H.R. 1673 would require States to process applications at sites other
than welfare offices, such as hospitals or clinics. "Outstationing” of eligibility
workers could be included as an optional outreach service under S. 430. H.R. 1673
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woulfl also require DHHS to develop a& uniform application for programs serving
children under 6, including Medicaid, the MCH block grant, Head Start, and the
supplemental food program for women, infants, and children (WIC).

Coordination with Other Programs a e

Several proposals seek to improve the coordination between Medicaid and other
programs, such as the supplemental food program for women, infants, and children
(WIC), which is designed to prevent medical problems due to inadequate nutrition.
H.R. 800/S. 339 would require States to make information about WIC available to all
eligible Medicaid beneficiaries. S. 949 would fund State demonstration projects to
improve the coordination of Medicaid, WIC, the MCH block grant program, and other
services, The Administration has proposed similar demonstrations, to be funded at
$40 million over a 2 year period. (This initiative was not included in the
Administration Medicaid bill, H.R. 2216/S. 902, but might be undertaken under the
Secretary’s general authority to conduct Medicaid demonstration projects.)

Childhood Immunizations

Overall immunization rates for children have improved in recent years as a
result of requirements that children be immunized for certain diseases before
entering elementary school. However, immunization rates in the pre-school
population have declined for certain diseases, such as polio and
diphtheria/tetanus/pertussis. The Administration’s Medicaid proposal (H.R. 2216/S.
902) would require States to cover immunizations for children under age 8 who are
receiving food stamps, regardless of whether these children were otl:erwise eligible
for Medicaid. It would also require a State to pay for an immunization furnished to
& child by any Medicaid provider, even if the child could have obtained the service
from some other provider at no charge. (H.R. 1573 would provide supplementary
funds for childhood immunization through the Public Health Service Act.)

Related Non-Medicaid Initiatives

In addition to proposals for changes in Medicaid, proposals in the 101st
Congress would establish new Federal programs or expand existing ones to provide
medical and related social services to pregnant women and young children.

H.R. 1117 would establish a new Public Health Service (PHS) program targeted
specifically at teenage mothers and their children. Grants would be made to public
and private nonprofit entities to provide medical care to mothers and children under
6, along with outreach, education, and related social services. Authorized funding
levels would be $60 million in FY90, $65 million in FY91, and $70 million in FY92.

Several bills would expand the current Maternal and Child Health (MCH) Block
Grant program authorized by Title V of the Social Security Act. This program
provides grants to States for a variety of health programs, including direct provision
of preventive and primary care services to mothers and children, health screenings,
immunizations, and rehabilitation services for children with special health care needs
(formerly referred to as crippled children). The permanent authorization for the
MCH block grant program is $5661 million per year; the appropriation for FY89 is
$654 million. Of this amount, approximately 84% is allocated to States; the rest is
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retained by DHHS to support "special projects of regional and national significance”
and to conduct research, training, and genetic disease screening programs.

H.R. 1710/S. 708, would increase the permanent MCH authorization to $661
million; any appropriation in excess of $561 million would be used for grants to
States for comprehensive infant mortality initiatives, which would include home visits
by nurses or social workers and a “"one-stop shopping" application process for
government medical and social programs. States would also be required to
disseminate a new maternal and child health handbook to be developed by DHHS
and to operate a toll-free information and referral line. (8. 339 would require DHHS
to establish a national MCH information line.) H.R. 1568/S. 1053 would also provide
a $661 million authorization, but appropriations in excess of $561 million would be
distributed in the same manner as the current MCH funds and would be used for
general maternal and infant care programs, with DHHS retaining 15% percent for
special projects. :

H.R. 15684 would increase the MCH authorization to $612 million. Any
appropriation beyond the FY89 funding level of $564 million would be used for
grants to States for education and outreach programs designed to promote
participation in the Medicaid, AFDC, food stamps, and WIC programs. Activities
would include outstationing of eligibility workers, education about preventive
services, and home visits to infants. H.R. 1573 would increass the MCH
authorization to $661 million in FY90, $711 million in FY91, and $761 million in
FY92 and later years. Funding in excess of 35661 million would be allocated to States
for perinatal services to low-income women in areas with high rates of infant
mortality and inadequate maternity and infant care. This proposal would include
direct payment for medical care, as well as the outreach and social service activities
included in the other MCH expansion proposals.

H.R. 15673 would also authorize expansion of another existing program, the
infant mortality initiative conducted by PHS under the Community and Migrant
Health Centers programs. Under this initiative, Federally funded clinics receive
supplemental grants to develop coordinated systems of care for pregnant women and
infants. Authorized funding for this initiative is $32 million per year; the FY89
appropriation is $20.6 million. The Administration has requested an FY90
appropriation at the full $32 million level. H.R. 1673 would increase the
authorization to $80 million for FY90, $30 miilion for FY91, and $100 million for
FY92 and-ater years.

LEGISLATION

Note: The provisions of the following bills are discussed in detail in the
preceding text. The folloiwng discussion includes only provisions not discussed above.

H.R. 800 (Rep. Leland et al.)

Medicaid Infant Mortality Amendments of 1989. Expansion of Medicaid for
pregnant women and infants under 1 year old. (8. 339 includes similar provisions,
along with provisions similar to those of H.R. 833.) Introduced Feb. 2, 1989; referred
to Committee on Energy and Commerce.
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H.R. 833 (Rep. Waxman et al.)

Medicaid Child Health Amendments of 1989. Expansion of Medicaid for children
aged 1 through 17. (8. 339 includes similar provisions, along with provisions similar
to those of H.R. 800.) In addition to provisions discussed above, provides for an
optional extension of welfare transition coverage, under which Medicaid is continued
for families losing benefits after the principal earner. re-enters the workplace.
Introduced Feb. 2, 1989; referred to Committee on Energy and Commerce.

H.R. 1117 (Reps. Leland and Waxman)

Adolescent Pregnancy and Parenthood Act of 1989. New grants to States under
Public Health Service Act. Introduced Feb. 27, 1989; referred to Committee on
Energy and Commerce.

H.R. 1568 (Rep. Kennelly et al.)/S. 1053 (Sen. Riegle et al.)

(S. 1053 only entitled Title V Infant Mortality Reduction Act of 1989; otherwise
similar to H.R. 1668.) Expansion of MCH block grant. H.R. 1568 introduced Mar.
22, 1989; referred to Committee on Energy and Commerce. S. 1053 introduced May
18, 1989; referred to Committee on Finance.

H.R. 1573 (Rep. George Miller et al.)

Child Investment and Security Act of 1983. In addition to provisions relating
to the Medicaid, MCH, and Community and Migrant Health Center programs, the bill
includes expansions cf the WIC and Head Start programs. Introduced Mar. 22, 1989;
referred to Committees on Energy and Commerce and Education and Labor.

H.R. 1584 (Rep. Synar et al.)
Maternal Child Health Improvement Act of 1989. Expansion of MCH block
grant. Introduced Mar. 23, 1989; referred to Committee on Energy and Commerce.

H.R. 1710 (Reps. Rowland and Tauke)/S. 708 (Sens. Bradley and
Durenberger) ‘

Healthy Birth Act of 1989. Expansion of MCH block grant. H.R. 1710
introduced Apr. 5, 1989; referred to Committee on Energy and Commerce. S. 708
introduced Apr. 5, 1989; referred to Committee on Finance.

H.R. 2216 (Rep. Michel et al.)/S. 802 (Sen. Dole et al.)

Medicaid Pregnant Women, Infants, and Children Amendments of 1989.
(Administeation proposal.) Funds provisions relating to expanded Medicaid eligibility
and childhood immunization programs by reducing Federal matching payments for
administrative costs. Matching percentages for the following activities would be
reduced to 50% on a timetable ending Sept. 30, 1994: compensation or training of
skilled professional medical staff, nursing home pre-admission screening and resident
review, nursing home survey and certification, contracts with utilization and quality
control peer review organizations (PROs) or similar entities, and immigration status
verification. The current 90% matching rate for family planning services would be
retained, but the rate for administrative costs associated with those services would
be reduced to 50%. H.R. 2216 introduced May 3, 1989; referred to Committee on
Energy and Commerce. S. 902 introduced May 3, 1989; referred to Committee on
Finance.
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S. 339 (Sen. Bradley et al.)

Infant Mortality and Children’s Health Act of 1989. Includes provisions similar
to those of H.R. 800 (pregnant women and infants) and H.R. 833 (older children).
Does not include the provision of H.R. 800 exempting pregnant women from the
requirement that they cooperate in establishing paternity and obtaining support for
their child, or the provision of H.R. 833 permitting optional extension of welfare
transition coverage. S. 339 contains one provision not included in either H.R. 800
or H.R. 833, the establishment by DHHS of a toll free maternal and child health
information line. Introduced Feb. 2, 1989; referred to the Committee on Finance.

8. 430 (Sen. Daschle et al.)
Optional Medicaid coverage of outreach services. Introduced Feb. 22, 1989;

referred to Committee on Finance.

S. 440 (Sen. Biden)
Health Care for Children Act of 1989. Medicaid expansions for children aged
1 through 18. Introduced Feb. 23, 1989; referred to Committee on Finance.

S. 721 (Sen. Baucus et al.) .
Rural Obstetrical Care Access Act of 1989. Medicaid reimbursement increases.
Introduced Apr. 6, 1989. Referred to Committee on Finance.

S. 849 (Sen. Riegle et al.) . ‘

Medicaid Children’s Health Improvement Act of 1989. Medicaid expansion for
children aged 1 through 20. Introduced May 9, 1989; referred to Committee on
Finance.
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