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CHILDREN’S HEALTH CARE ISSUES

WEDNESDAY, MARCH 23, 1988

U.S. SENATE,
ComMITT=E ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 10:06 a.m., in
room SD-215, Dirksen Senate Office Building, the Honorable Lloyd
Bentsen (chairman) presiding.

Present: Senators Bentsen, Baucus, Mitchell, Rockefeller,
Daschle, Danforth, Chafee, Heinz, Wallop, and Durenberger.

[The prepared statements of Senators Danforth and Chaf
appear in the appendix.] :

[The press release announcing the hearing follows:]

BENTSEN ANNOUNCES FINANCE CoMMITTEE HEARING ON CHILDREN'S HeALTH CARE

WasHINGTON, D.C.—Senator Lloyd Bentsen (D.-Texas), Chairman, announced
Thursday that the Senate Finance Committee will hold a series of hearings to
review current programs and policies relating to children’s health care. .

The first hearing is scheduled for Wedn%March 23, 1988 at 10:00 a.m. in
Room SD-215 of the Dirksen Senate Office Building.

. Bentsen said, “Last fall, I made a commitment to place the hcaith needs of Amer-
ica's children at the top of the agenda for the Committee on Finance in 1988. This
eounet:channolongeraﬂ'ordtocoseitseyestothetolltakenbyinad uate access
to health care for our children who, although they do not vote and have little politi-
cal influence, represent our destiny.

“This hearing is the first in a series which will focus on children’s health care
issues, in"l“%iﬁ‘f the problem of infant mortality and the financial burdens on fami-
lies when a child is struck with a cost'y, chronic illness. I look forward to hearing
from experts in government, academia and the private sector about the complex
challenges we face in children's health care,” Bentsen said.

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

The CHAIRMAN. Please cease conversation and take your seats,
and this hearing will be under way. .

Last fall, in Froposing the legislation to create a National Com-
mission on Children, I indicated that we wanted to make 1988 the
year of the child during which we dealt with child issues—health
1ssues in particular—and that those in use would be a priority for
this committee. .

Now, this morning we are going to hold the first in a series of
hea+ings on health care issues that affect children. I find few issues
that have provoked as much interest among the membeis of this
committee as this one. Before these hearings are completed, you
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will see that virtually sery member of this committee will have
been in attendance. :

Already this year I noticed that we have had a great many bills
relating to infant mortality introduced, with Senators Bradley and
Durenberger and many other members of this committee as spon-
SOrs Or COSPONSOrs. :

The health problems facing our children are complicated and
they are multifaceted, and we cannot as a nation continue tc ne-
glect them. One thing we want to encourage, to the best of our abil-
ity, ¢ii';. that we have children born with healthy bodies and sound

min

The United States today ranks seventeenth among the developed
countries of the world in its infant mortality rate, and that is a dis-
grace. We have made no progress in that area at all since 1985. A
white infant born in this country is two-thirds more likely to die in
his first year than a baby born in Japun. A Black baby born here
in Washington, or in r:unv other of our nation’s cities, is more
likely to die before its first birthday than a baby born in Jamaica.

The Guttmacher Institute recently reported that as many as 35
percent of American pregnant women get less than sufficient pre-
natal care, and that, despite evidence that investments in prenatal
care are returned three dollars for every one dollar that we invest
during that first year of an infant’s life.

Health care costs can become an issue even for families with in-
comes well above the poverty line. One in five American children
have no public or private health insurance. Of 37 million unin-
sured Americans, 12 million are children, nine million of whom are
dependents of workers who lack insurance against any health care
costs.

Finally, every American family faces the specter of a hi,a-cost
catastrophic illness, sometimes of a chronic nature. The parents of
a catastrophically ill child suffer not only the unteld emotional
stress that goes along with it, but they can sze their life savings
wiped out by the incredible costs that are involved in caring for
that child.

I had a meeting in Houston the other day with representatives of
the children’s hospitals there, and they told me that the first child
born this year in Houston cost over $25,000. Now, how does the av-
e}rlgge family with ordinary financial means handle a situation like
that?

Some of these needs are not met by even the most comprehensive
of health plans. I know that the number of affected children is
small, and that may cause some to believe it is not a serious prob-
lem, unless it happens to your child or your grandchild. The cost
for an individual family can be absolutely devastating.

Nationally, we have an estimated 19,000 children that incur
health care costs in excess of $50,000 a year.

Today, we are going to hear from witnesses from Government
and the private sector about the way in which the current patch-
work health care system meets the needs or doesn’t meet the needs
of American children. That system has many components: Medic-
aid, for low-income children; maternal and child health care block
grant programs; employer-sponsored health insurance that covers
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the majority of the nation’s children; and Medicare for a small
number of children with end-stage kidney disease.

Now, of course, I know there are some success stories to be told;
but on the other hand, we have much further to go before we can
be certain we have done what is reasonably possible to assure that
all children have access to adequate and affordable health care.
Failure tgnjglrapple with the problems faced by children and their
families will shortchange this country of the strong and healthy
leaders that we need in the nex: generation.

It is not an exaggeration to say that America’s children are our
future. We can choose to invest in them, or we can close our eyes
to the problem of inadequate heaith care coverage for children.
There is no one who is more aware than I of the difficulty of im-
proving child health programs in a time of budget constraints; but
we should not be deterred from a goal that both compassion and
cost effectiveness tell us has to be met.

I am confident that this committee is dedicated to that effort.

Looking out there at that audience, I used to be on the Board of
Directors of the Texas Children’s Hospital; and I know that we
have quite a number of members of Texas Children’s and cther
hospitals in Texas. And they have presented me with a spring blue
bonnet—it is a yellow rose—so that is the reason for my wearing it
this morning.

I want to welcome Governor Mabus who has really taken a lead
on these issues, first as a State auditor and now as a governor. He
has played a very major role in a much improved Medicaid Pro-
gram in his State.

I would like to defer to any of my colleagues who :night want to
make a statement. Senator Rockefeller?

OPENING STATEMENT OF HON. JOHN D. ROCKEFELLER IV, A US.
SENATOR FROM THE STATE OF WEST VIRGINIA

Senator RockEFELLER. Mr. Chairman, number one, I am really
glad that you have initiated this effort—a series of hearings on
children’s gealth care. Number two, I think it is terrific to look out
in the audience and see a full audience.

V/hen we discuss tax problems, people line up outside in the
halls. Too many times, in the past when we have discussed chil-
dren’s Tg‘roblems, therc hasn’t been more than a handful of people
here. That is changing, and that is appreciated because this is not
a very cheerful subject.

Out of the 20 most industrialized countries in the world, we rank
nineteenth in terms of infant mortality. I don’t know quite how
one even begins to explain that, particularly when we ranked sixth
back in the 1950s.

We have been doir.g badly. The rate of infant deaths in America
and the efforts to reduce that have stagnated. I know when I was
Governor of West Virginia, we put a lot of effort into trying to
rﬁduce infant mortality. That has now come to a stop, which is a
shame. ‘

Only about half of poor pregnant women in West Virginia re-
ceive medical care and attention during their pregnancies. The rea-
sons are not mysterious. I think we are going to have to confront

IToxt Provided by ERI
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the fact that the way to overcome many of these problems is
money. .
Ang that is tough in a year like this or in any year. But neglect-
ing children is immoral on our part; and I believe it is your pur-
pose, Mr. Chairman, to see that we do not, and you are right.
Thank you.

The CHAIRMAN. Thank you very much, Senator. Are there any
other comments?

Senator MitcHELL. Mr. Chairman, if I may?

The CHAIRMAN. Senator Mitchen?

OPENING STATEMENT OF HON. GEORGE J. MITCHELL, A U.S.
SENATOR FROM THE STATE OF MAINE

Senator MrrcrELL, First, Mr. Chairman, I commend you for this
hearing and the action which I hope and am confident will follow
as a result of this hearing in your efforts.

Our children are our joy; they are our future leaders scientists,
teachers; but too many of our children are now at risk. Too many
lack the services we consider basic to all citizens in our society.

They are subjected to more poverty and less health care coverage
than at any time in our recent history. These problems have cre-
ated a terrible disparity in America today. Our wealth as a nation
continues to increase, but many of our children and their families
are worse off.

One out of five American children has no health insurance.
Many others have only partial coverage. When these children need
primary care or major hospitalization, something has to give. All
too often, it is the health of the child.

Families must delay necessary services or face bills that are
simply overwhelming. A solution must be found. It will require the
ﬁmicif)ation of all in our society. We in the Congress can craft

elpful legislation. We can try to apply some of the limited re-
sources of the Federal Government to deal with some aspects of
this problem. But it will take the efforts of all Americans—moth-
ers, fathers, churches, private agencies, local and State govern-
ment—all must join in the effort.

Real improvements in health will require nurturing, organiza-
tion, and the commitment of resources. The next generation must
have the same opportunities available as the current and past gen-
erations.

We ought to bear in mind as we consider this problem the words
of Pablo Cassals, who once said: “We must all work to make this
world worthy of its children.” Thank you, Mr. Chairman.

The CHArMAN. Thank you, Senator Mitchell. Senator Baucus?

Senator Baucus. Mr. Chairman, I am very happy you are having
this hearing today. I want to make two points. Number one, the
effort he.e is in the nature of prevention. Certainly a lot of child
care is remedial, but these are children, after all; and therefore,
there is a very strong prevention component in what we are trying
to undertake here, which pays terrific dividends on down the roaa
and in the future.

I think too often in America we spend too much time on remedi-
al care and not near enough time on prevention, and this is in the
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nature of prevention, I think, and is an effort we should pursue
even more fully.

The second point. Many children suffer or are beginning to suffer
ggg; obstetrics; that is, many doctors, particularly in rural areas—

use of the high cost of medical malpractice—are no longer de-
livering children. That is particularly a problem in rural areas.

In fact, in my State of Montana, one-half of the doctors—the OB-
GYNs or family practitioners—by the end of next year will prob-
ably no longer deliver children because the medical malpractice
premiums are so high.

In addition, in Montana one out of four deliveries are reimbursed
by Medicaid—in my State of Mo>tana—one out of four. In the
State of Montana, physicians receive about 40 to 60 percent of the
normal reasonable charges, which obviously is insufficient to cover
their costs.

So, the degrée to which Medicaid begins to help pay a larger por-
tion of delivery costs will then be able to begin to solve the medical
malpractice problem and the flight of physicians—whether OB-
GYNs or family practitioners—from ruraf'B areas and also some
urban areas in our country in delivering children.

So, there are lots of components to this. And certainly, the
degree to which Medicaid can be part of the solution, thereby in-
creasing the Medicaid payments to OB-GYNs and to other practi-
tioners, that will help solve that problem as well.

So, I commend you, Mr. Chairman, for conducting this hearing.

The CHAIRMAN. Thank you, Senator. In the order of arrival, next
was Senator Durenberger.

OPENING STATEMENT OF HON. DAVID DURENBERGER, A US.
SENATOR FROM THE STATE OF MINNESOTA

Senator DURENBERGER. Mr. Chairman, thank you for the oppor-
tunity to do what we are doing today, and thanks for identi glhlllf
your boutonniere. I have been a trustee of the Minneapolis Chil-
dren’s Health Center for something like 20 years; they forgot the
flowers. I guess it isn’t spring in Minnesota yet. [Laughter.]

But it is just great to be with afvou on this issue. It is something
that I have enjcyed about you all of the time that I have been a
member of thir committee, which is 10 years now. When it seems
like a struggle and we listen to all the statistics, it is as though
nobody cares, but for all of the really big important things we
throw around here—international trade, taxes, and all that sort of
thing—when you get down to it, Lloyd Bentsen’s heart is with kids.

And that is why I know it has to be a frustration for a lot of us
on this committee, to have to deal with deficits and all that sort of
thing, while we ure also trying to deal with some of these realities.

Last year, Bill Bradley and I introduced the bill that would allow
the States to enroll pregnant women and children in Medicaid up
to 185 percent of the poverty level, which passed; and we hope that
has some small impact.

But now, I guess we are moving into the more comnprehensive
phase; and I know Bill has a bill, and I have one, and there are
various approaches that I trust this committee will be able to give
its attention to during the course of this year and into the next.

Q
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I think it is appropriate while we are all facing up to doing cata-
s@eEIpMc and being condemned for not doing enough in catastrophic
health insurance for the elderly, and being told by some senior
House members that we have got to take away our children’s in-
vestment in their parents’ retirement in order to expand those op-
portunities even further, that somehow or ¢.her we don’t find it in
our hearts or our pocketbooks to find the relatively small amount
of dollars that the States are willing to help us match to deal with
the consequences of the disintegration of the family and wide-
spread permissiveness and overindulgence and the dependence on
drugs and alcohol and tobacco and unwanted pregnancies and ma-
ternal deaths and sexual abuse and prostitution and psychological
disorders and suicides and violence and death and all those sorts of
things that sre afflicting the family in Ainerica today.

These are at least as serious as long-term care for elderly and
disabled Americans, snd I trust that on this committee they are
going to get at least equivalent attention, Mr. Chairman.

The CHAIRMAN. Thank you, Senator. Senator Chafee?

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

Senator CHAFEE. Mr. Chairman, I would like to join in the trib-
ute to you. You have had a long-time interest in children, and this
is but one further evidence of that. I want to just say how glad 1
am that we are pioceeding with these hearings.

It is an area that I have been interested in for a long time. 1
would like to say that we have made some progress, and progress
can be made.

If you look at the record, in 1984, in the Deficit Reduction Act,
we were able to include a small expansion of Medicaid to provide
voluntary coverage to children up to the age of five in families
with low incomes. And then in 1985, we were able to extend prena-
tal coverage to all pregnant women who were beneath the State
income standards.

Then ir 1986, we included a provision to allow States to cover
children up to the age of five and pregnant women up to the Feder-
al poverty level, even if these individuals were not eligible for the
State AFDC Program. I think that is very important that we con-
tinue, and that the individuals not be required to be eligible for an-
other support program in order to get the Medicaid assistance.

Last year in 1987, we were successful in including a provision in
the reconciliation agreement which would allow the States to
extend Medicaid coverage to pregnant women and children up te
the age of one for those who are below 185 percent of the poverty
level and to all poor children up to the age of eight. This is what
Senator Durenberger was describing.

As Senator Baucus mentioned, and I would like to reinforce this,
we have got a situation in the United States where we are wonder-
ful at treatment of low birth weight babies; there is no question
about it. No one excels the United States in treating low birth
weight babies, but we don’t have a very good prevention program.

Thus, as has been mentioned, our rate of low birth weight babies
is higher than other countries. And there is no more cost-effective
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way, I believe, in providing preventive medicine than in the proper
prenatal care.

The Academy of Sciences estimates a cost/benefit ratio ¢f about
$3.50 saved in the first year of a child’s life for a dollar spent in
proper ‘prenatal care. So, just looking at the finances, it makes
sense. Never mind the heartache and the wrenches that come in
having a child who is born prematurely at low birth weight and all
the difficulties that come with that.

I hope in the course of this we will be able to take a look at a
program I have been most interested in that I have presented,
called MedAmerica, which is S. 1189, which would build on the
Medicaid Prog-am in various ways.

I would like to submit a statement, if I might, going into more
detail on that.

The CHAIRMAN. Yes, of course, Senator. And those things you
talked about in 1984 and 1985 and again in that budget summit
rﬁcaonciliation bill, the members of this committee took the lead on
that.

Senator CHAFEE. I think we have good reason to be proud of that,
Mr. Chairman.

The CHAIRMAN. Yes. Governor Mabus, we are very pleased to
have you. If you would proceed with your testimony?

STATEMENT OF HON. RAY MABUS, GOVERNOR, STATE OF MISSIS-
SIPPI, TESTIFYING ON BEHALF OF THE NATIONAL GOVER-
NORS ASSOCIATION

Governor Masus. Thank you, Mr. Chairman, and thank you,
members of the committce. As the chairman said, my name is Ray
Mabus. For the last 2 months, it has been my great good fortune to
be the Governor of the State of Mississippi.

I appreciate the opportunity to testify on behalf of the National
Governors Association as to the actions that States have taken
with a lot of help from the Federal Government to address the
problem of infant mortality. I am not going to go into a lot of sta-
tistics on infant mortality this morning; you have got experts that
can and will testify to those.

But I do have one expert of my own sitting in the audience, and
that is Jeanne Luckett, the Chairperson of the Governors Task
Force on Infant Mortality in Mississippi, one of the real heroes in
this effort.

If 1 could make one point this morning it would be this. Each sta-
tistic in infant mortality represents human tragedy and heartache,
lives unfulfilled, and future leaders lost; and each statistic in low
birth weight babies means too many of our citizens wiil go through
life mentally r tarded, robbed of the opportunity to get the most
out of their lives.

Despite a lot of progress, cur nation continues to be plagued by
unacceptably high infant mortality rates. The problem has been
particularly acute in the South. In 1985, the national average was
10.6 deaths per 1,000 live births, while in the South it was 12.4.

During my entire public life, education has been my number one
priority; but I have come to realize that there is more to education
than simply teaching in the classroom. Our ability to educate and

\)“ ) 1
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to be educated deg;x;gs on the health of our brain cells, which de-

vel“o&in the first t months after fertilization.

en we fail to reach those among us who are the most vulnera-
ble, particularly the poor and the non-White, we lock ourselves intc
a perpetual cycle. As Senator Chafee said, there are two basic rea-
sons we should fight to lower the infant mortality rate in this coun-
try and the low birth weight rate.

First, we should do it because it is right and good and the decent
thing to do; but the second reason is purely selfish. It costs us more
to let the tragedy continue than it does to prevent it. If the cost in
human terms is not alarming enough, the economics are stagger-

m%n Mississippi alone it was estimated that infant deaths and
handicapped infants born in 1985 resulted in the loss of about $55
million in projected lifetime earnings and cost the State $3.2 mil-
lion in potential revenue from personal taxes. This doesn’t count
the money spent on care for babies born with preventable handi-
caps, who live to adulthood. However, we are all aware that the
problem is not uni(iue to Mississippi or even to the South. It is a
truly national problem in scope; but because of the magnitude of
the problem in the southern States, former Governor Richard Riley
of South Carolina and other governors in 1984 established the
Southern Regional Task Force on Infant Mortality.

I think that Dick Riley deserves a lot of praise for bringing this
to the attention not only of southern governors but also of the
nation. The most significant and far-reaching task force proposal
that Governor Riley called for was revising the Medi~aid Program
to allow children and pregnant women whose income was at or
below the Federal poverty line to receive Medicaid services.

The National Governors’ Association adopted this as its policy in
1986. This was the first time that the NGA embraced the idea that
eligibility for Medicaid should be based on the income and assets of
the individual and not on other categorical requirements related to
cash assistance programs.

Rules and regulations which properly apply to direct cash Praﬁ'-
ments should not frustrate a person’s access to health care. The
governors feel strongly that endangered women and children
should face far iewer barriers to decent medical care.

Separating the Medicaid Program from the cash assistance pro-

am made good economic sense. It allowed States to get the most
or their money. Each dollar cvent on prenatai and infant care
saves many future dollars.

Because of this committee’s leadership, the Omnibus Reconcilia-
tion Act of 1986 included those proposals by the NGA; and the 1987
OBRA allows States to extend coverage to children up to age five
with income at or below the Federal poverty level. It also provides
optional coverage to preﬁnant women and infants with income at
or below 185 percent of that poverty level.

In the South, the response has been dramatic. Of 17 southern
States, and the District of Columbia, 16 have taken advantage of
providing coveraﬁesto pregnant women and infants. The other two
are considering this proposal.

I ara proud te say that nearly all the States in my region have
adopted aggressive policies to fiyat infant mortality. Even so,
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infant mortality continues to have a crippling effect on my State
and on Stater throughout this country; and we in Mississippi are
engaged in an all-out battle to defeat it.

In 1976, Mississippi’s infant mortality rate was 42 percent higher
than the national average, and we were solidly in last place. We
remained there until 1985, when Mississippi moved from fiftieth in
the country until today we are forty-seventh; and the infant mor-
tality rate has plummetted from 21.6 deaths per 1,000 live births in
1976 to 12.3 .n 1986. We have moved ahead by making the best pos-
sible use of the Medicaid Program.

First, we expanded our Medicaid Program to include the married
poor, long before it became a Federal mandate to do so. Under the
OBRA 1986 option, we were among the first States in the Nation to
move eligibility st ndards to 100 percent of poverty.

These combir efforts are expected to 858vide coverage for at
least 7,000 m .. pregnant women and 46, more infants when
fully im lemented‘.)

In addition to Medicaid expansion, we have instituted other cre-
ative means of stretching sur limited resources. More than 40 per-
cent of the pregnant women in the State, or approximately 17,000,
are served by public health departments which receive $7 million
under the MCH block grant. About 60 percent of all children born
in Mississippi benefit from the WIC Program, the highest service
rate in the region.

Mississippi, with Federal assistance, provides family planning

services to 100,000 women in the State, one-third of whom are 20
years old or younger. And using Federa! help, Miscissippi has hired
a paranatal nurse and used existing State-operated hotlines to help
women having problems gaining access to medical care. These calls
are reviewed every two weeks and serve as a basis for changes to
close gaps in the system.
. Mi ppians are justifiably proud of our State’s improvement
in infant mortality, but we can’t afford to relax. N=arly a quarter
of the Mississippi women who gave birth in 1986 received no care
until after the first trimester of pregnancy. Furthermore, the
infant mortality rate for non-Whites remains shocking and unac-
ceptably high, almost twice the rate for Whites; and the percentage
of births which are low weight babies remains relatively un-
changed.

The lesson we have learned in Mississippi is one that applies to
this Nation. We %ay an exorbitant price when we fail to provide
our people with the tools they need to become productive citizens.
Being born healthy is the most basic tool of all.

In these days of limited Federal resources, investment in the
problems of infant mortality is an investment in our future. The
programs I described to you are cost effective and they work. For
every dollar invested in combatting infant mortality, States save
up to $10.00 in future expenditures.

The National Governors’ Association believes strongly that Con-
gress should continue to use Medicaid to decrease infant mortalit,
and irgéwrove the health of all low income and disadvantaged chil-
dren. We continue to support this committee’s efforts to make Med-
icaid funds available and to grant States the flexibility to tailor
Medicaid programs to their specific needs.

Q
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Mr. Chairman, thenk you for this opportunity and thank you for
holding these hearings.

The CHAIRMAN. Governor, we are pleased to have you here, and I
want to congratulate you and a number of other g(;;remors who are
taking very ive steps to try to face up to this infant mortali-
ty problem and to improve Medicaid coverage. I hope that this year
we can do some things to be of assistance from the Federal stand-
point in helping you do the job that has to be done on Medicaid
coverage. -

But apart from that, I also understand that it is not just a ques-
tion of in ing the coverage. One of the problems is getting
some of the providers to participate in the Medicaid health delivery
xstem. There is some concern about the cost and what is paid for

e different services. Would you comment on that?

Governor Masus. We have had some success in Mississippi in at-
tracting more providers into the system by raising the rates to a
more competitive level. They are still not the rates that you would
get for treating private patients, but we are having success, par-
ticularly in getting pediatricians in. As several of the Senators
mentiorned—Senator Baucus in particular—there is a problem with
medical malpractice rates, particularly in rural areas of States like
Montana and Mississippi; and that is something we are not having
much success with

But as we have begun to raise the rates for OB-GYN and family
practitioners, they have begun to get back into the Medicaid
system and are providing much more care now for pregnant
women and infants.

The other thing that we have done is to regionalize our perinatal
care and to do a triage system, which is to identify and closely
track the higher risk women so that we can move them into terti-

care centers as quickly as possible.
al'{'he CHAIRMAN. V%hat 3:) you think we can do together to try to

improve the fqy::em, to reach the objectives that we both share?

_Governor us. I guess the simple answer from a State point of
view is money.

I think that doing thinys like raising the limit over the Federal
poverty limit to 185 percent is certainly a step in the right direc-
tion. It ml? be that you will want to look at even removing any
limits on Medicaid for pregnant women and very small infan:s.

. I know that Mississippi, even in the midst of very tough econom-
ic conditions, moved to 100 percent of poverty when the Congress
allowed us to. The Mississippi House has already passed a bill al-
lowing us to move to 185 percent. The Scnate is taking it up now,

So, I think that those sorts of programs help—allowing more
flexibility, allowing more coverage, and continuing to decouple
Medicaid from other programs. We simply couldn’t afford to put
Medicaid in, if people who were automatically eligible for Medicaid
became eligible for AFDC, for example. But we can afford to par-
ticipate in the Medicaid Program.

The CHARMAN. Thank you very much. Because of the interest of
other members, I will yield the balance of my time. Senator Rocke-
feller, you are first on the list of arrivals.

Senator RockerFeLLER. Thank you, Mr. Chairman. Governor, let
me just say that you may have been governor for only two months,
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but you sound like you are a real veteran and what you have said
is very valuable.

West Virginia and stsmstgﬂl usually share similar statistics in
problems such as infant mortality, so I especially respect what you
are doing. In West Virginia, a doctor reimbursed by Medicaid for
care provided to a poor p ant woman is going to receive less
than he would otherwiseri?:nge. In fact, OB-GYNs often lose
money—in some cases, the cost of malpractice insurance to see the
zg)aman is greater than what the doctor receives from Medicaid for

t patient. .

So, doctors almost cannot afford to see poor women. Senator
Baucus was referring to this problem—the cost of medical malprac-
tice insurance—and the trend of doctors dropping out of Medicaid.
'This situation is certainly true in your State, and it certainly is
true in my State. Another problem is that States regulate insur-
ance; the Federal Government used to, but doesn’t any longer.

What are States doing about this; is there any role which you
think the Federal Government or the Congress might play which
would be helpful?

Governor KIABUS. In terms of insurance, my State—as I know
many others—has looked at what has been termed Tort Reform.
We have not passed very few of those bills; and in fact, most were
very vnsuccessful in this session of the Mississippi legislature.

One of the reasons is just what you said; States regulate insur-
ance, and the Federal Government does not. A State the size of
Mississippi or West erﬁ;ma doesn’t have much leverage against
an insurance company that says we will just quit writing coverage
if ﬁm begin to regulate us ver{ closely.

In terms of getting doctors back into the system, 2 years ago we
paid $8 per visit for a pregnant woman for any procedure. Under-
standably, doctors were reluctant to provide care. We have raised
those rates pretty dramatically. They are still not ciuite competitive
with the private sector, bul they are getting fairly close; and we
are beginning to see that doctors are willing, not solely out of eco-
nomics, but out of a sense of responsibility, to move back into the

m.

We are still losing far too many because of the malpractice rates,
particularly as Senator Baucus said in the rural areas.

In a Jackson, Biloxi, or a Tupelo area, we are not having very
serious problems; but in my home county of Choctaw which has
8,000 people in the whole county, or other rural counties it may be
very to find somebody to do a delivery.

One of our responses has been to try to get family practitioners
to identify- high-risk womern and then pass them along to our
health system and to our State hospitals, Earticularly the Universi-
ty Hospital, for care so that the high-risk babies can receive that
intensive care that they need without exposing doctors to that mal-
practice risk.

Senator ROCKEFELLER. Thank you, Governor.

The CHAmMAN. Senator Mitchell?

Senator MrrcHELL. Thank you, Mr. Chairman. Governor, I com-
mend you for your statement, for your interest in this area. Many
of us have observed and followed you from afar with interest and
admiration, and we are very grateful and hopeful for what you are
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doing in your State and are plessed to have the opportunity to
hear you and work with you.

You are here, of course, on behalf of the National Governors’ As-
sociation; and one of the most difficult areas that we confront in
our relationship with the governors and local units of government
is mandates, the difficulties that follow particularly with mandates
that are unaccompanied by adequate funding.

Now, in the particular area that we are dealing with, there are a
number of pending bills in the Senate now to mandate States to
increase Medicaid coverage for maternal care for women and fami-
lies with incomes up to the poverty level. Obviously, this is come-
thing that you share in terms of the objective. .

My question is: As a Governor yourself and as a representative of
the National Governors’ Association, what is your reaction to that?

Governor Masus. I will give you two answers.

Senator MrrcHELL. All right.

Governor Masus. I will give you one as the Governor of Missis-
sipx:si, and I will give you one as a representative of the NGA.

a representative of the NGA, the NGA has not taken a posi-
tion on mandating that sort of coverage. And as a general rule, the
gGA likes to have options instead of mandates directed toward the

tates.

As a Governor of a State that has already moved to 100 percent
and the fact that 33 other States have moved to { aat, it would only
have a positive impact on Mississippi. And I say that because, in
times of budget crisis, Medicaid is one of the first things to look at
to cut, and if there is a mandate there, it would prevent us from
reaching some of those dollars that should not be reached.

So, as the Governor of Mississippi, I would think that there are
some benefits.

Senator MitcHELL. You said there are 33 States now that have
moved voluntarily to that level?

Governor Magus. That is my understanding, 33 States counting
the District of Columbia.

Senator MitcHELL. And I gather that is continuing to move in
that direction? An increasing number of States are doing that?

Governor Masus. In the South, 16 of 18 have moved; and the
other two have not because of budgetary constraints, but both have
congidered making the move. And I think as soon as their budget
crises ease up a littleol;iit, t}l:ey will alzo make the move. Thg eco-
nomics are just too good, the savings are too great, not to do so.

Senator ancm One of the most difficult areas to deal with in
this whole sub;leact is reaching the working poor. This is one way to
do it. Do you have any other thoughts that you cotid either offer
us now or submit later in writing, if you choose to do so?

Governor Magus. One of the things that we have been trying to
do, sinc~ we have a good system of public health clinics in Missis-
sippi, .nd we have been trying to move more of our dollars into
prevention instead of waiting until acute care, trying to catch high-
risk—particularly infants, pregnant women, and the elderly—per-
sons before they gecome real problem cases.

Senator MrrcHELL. I would just conclude by saying that your
words on prevention echo in this room because Senator Bentsen
and Senator Chafee have been leaders in educating this committee
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and the public in that regard and have taken the lead in urging a
redirection of our priorities. And I think that is something that we
must increasgingly do as a Government and as a society. Thank you
very much, Governor. I really appreciate your testimony, and we
look forward to working with you and the other governors.

Governor MAaBus. Thank you, Senator.

The CHARRMAN. Thank you, Senator Mitchell. Senator Baucus is
next. Let me say to my colleagues that, with all the intense inter-
est we have here on this subject, we have five more panels of very
interesting witnesses and authorities in their fields. Please keep
that in mind as we try to move along. Senator Baucus?

Senator Baucus. Thank you, Mr. Chairman. Governor, Senator
Mitchell mentioned how much he and others admire the work you
have done; and I want to echo that. Mississippi is a State somewhat
similar to Montana, somewhat sparsely populated in some areas. It
is not one of the more wea .thy States in the nation.

There is another tie aclually; I think one of America’s best con-
temporary writers today, Richard Ford, is from Mississippi. He also
resides in Montana. In fact, he is in town this week, and there is
an award to be given to him.

The question I want to ask you is this: What message would you
give to governors of those States which have not boosted their pre-
natal care programs because of the need to balance the budget and
cost constraints? You have gone a long way, and I want to give you
a chance to very succinctly hit the bull’s-eye and explain to these
other governors and some other State legislators why they should
spend those prenatal dollars up front and why it is in their eco-
nomic best interests?

What is the most compelling case you could make?

Governor Magsus. The most compelling case I could make is that
if Mississippi does it, you had better do it. If we can afford to do it,
any State can afford to do it because we are dead, solid last in too
many of our economic indicators; but this is one of the ways we see
of moving up on that list.

It is simply a question of where you want to spend your money.
Do you want to spend a little early in prevention, or do you want
to spend a whole lot later for handicaps that were preventable?

Senator Baucus. You are saying if Mississippi can do it, any
other State can do it, too?

Goverror MaBus. Yes.

Senator Baucus. Thank you.

The CHAIRMAN. Thank you very much, Senator. Senator Chafee?

Senator CHAFEE. Thank you, Mr. Chairman. Governor, you are
certainly out of the blocks fast as a governor who has been in the
chair for only two months. It is obvious that you grasp hold of
things quickly and well.

I would like to ask you a quick question, if I might? We have en-
countered in our State the exact same problem that you have en-
countered regarding obstetricians and that Senator Baucus has.
And indeed, we are reduced to the situation where we have scouts
going across the country and reporting back that they have landed
an obstetrician in San Francisco, and they drew number one in the
draft rating for her; and she will be coming on soon.
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I believe a major factor in this involves not only the high rates
for the liability insurance, but the hassle that comes with their
being sued. People just don’t want to be sued even though they
may well be proven to be innocent or not liable when the verdict
comes down.

Have you given any thought to a program where you would put
limits on liability solely for obstetricians? I mean, if you tackle the
whole thing, you have all the trial lawyers down your back; and
you may well get them on your back if you try it even just with
obstetricians. Have you given any thought to that?

Governor MaBus. We had looked at Virginia’s program, which
they passed, which was to take birth and problems associated with
birth out of the Tort System and put it more into a workmen’s
comp/no-fault system. :

That has been thrown out by a Federal court in Virginia, and we
are awaiting the outcome of that.

Senator CHAFEE. We have exactly the same situation, where we
just cannot provide proper prenatal care with all the good inten-
tions and indeed proper funding; we haven’t got the doctors.

Governor MaBus. I think there are some answers out there. As I
said, we are waiting to see what problems the courts are haviag
with the Virginia plan so that we can look at a plan that would
meet those objections and be fair to all concerned.

Senator CHAFEE. Thank you, Governor. Thank you, Mr. Chair-
man.

The CHAIRMAN. Thank you. Senator Daschle?

Senator DascHLE. No questions, Mr. Chairman.

The CHAIRMAN. Senator Wallop?

Senator WaLLop. No questions, Mr. Chairman.

The CHAIRMAN. Governor, thank you very much. That will be a
great deal of help to us.

Governor MasBus. Senator, thank you on behalf of Mississippi
and the NGA.

['I;lhi: ]prepared statement of Governor Mabus appears in the ap-
pendix.

The CHAIRMAN. Our next panel will be Dr. William Roper, Ad-
ministrator of the Health Care Financing Administration, Wash-
ington, DC, and Dr. Robert Windom, Assistant Secretary for
Health, Public Health Service, Department of Health and Human
Services, Washington, DC. Gentlemen, we are pleased to have you.
113;. l;oper, if you would proceed with any prepared testimony you

ve?

STATEMENT OF WILLIAM L. ROPER, M.D., ADMINISTRATOR,
HEALTH CARE FINANCING ADMINISTRATION, WASHINGTON, DC

Dr. Rorer. Thank you, Mr. Chairman.

The CHAIRMAN. We will have to operate under a time limitation
of five minutes, and we will take your entire statement for the
record; and then we will open it up for questions.

Dr. Roper. Thank you, sir. I will be brief. I have had the privi-
lege in my two years as HCFA Administrator to testify many times
before this and other committees. Never have I had an occasion to
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mtify about something I feel as strongly about as I do this subject
ay.

I am a pediatrician; my wife is a pediatrician, and we care deeply
about the health of children, and I commend you for having this
hearing today on this very important subject. I wore my bow tie
today because I am proudly a pediatrician. [Laughter.]

I commend you, to begin with, as chairman for your efforts with
establishing the National Commission on Children and the activi-
ties of that commission. I know other members of the committee
l}:aezle hput forward legislation dealing with the issues of children’s

th.

As Administrator of the Health Care Financing Administration,
I have responsibility for Medicare and Mediraid, and we pay for
the health care services of 11 million children in our 1ation. The
Medicaid Program is the primary source of health care for the
most vulnerable of our children, those who are poor and disabled.

I am pleased to report to you this morning that the Medicaid
Program is serving the needs of its recipients in essential and inno-
vative ways. For a good part of its history, the Medicaid Program
was linked to the receipt of welfare benefits, but recent Congres-
sional action has removed that link for some groups of recipients.

States now have the option, as Governor Mabus was telling you,
of providing Medicaid coverage for pregnant women and certain
children who are not AFDC eligible because their income exceeds
the State standards. Since Medicaid is a State-operated program,
the real story is how the States, in facing iiew diseases, complex
care nieeas and fiscal problems, are meeting the challenge of caring
for low income children.

Increasingly at the State level, State Medicaid agencies, mater-
nal and child health agencies, with the WIC Programs, local and
State health departments and others are sharing resources and
personnel to meet the health care needs of children.

Before I came to work in the Federal Government, I was county
health officer for the six counties around Birmingham, Alabema,
and have direct, personal experience in this area. Agencies’ pro-
grams working together can solve the problem of infant mortality
and the other health care issues facing our children. We in the
Health Care Financing Administration are encouraging States to
increase their cooperative efforts.

For example, we have formed a Maternal and Child Health Tech-
nical Assistance Group, bringing together resources from the public
heaﬁth sector and the Medicaid sector to solve these problems to-
gether.

Today, more than ever before, we realize that a good start in life
requires good prenatal care. Poor prenatal care and prenatal care

too late in the pregnancy have been correlated with low
birth weight babies amf a number of other problems that follow
from that.

States have made major progress toward improved access to pre-
natal care by streamlining the Medicaid application process and
expanding coverage of women in poverty. Twenty States are cover-
ing pregnant women up to 100 percent of the Federal poverty line.
Another 23 States are considering this option.
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One of those 23 is my home State of Alabama. I was down at the
governor’s invitation; Governor Guy Hunt held a symposium in
January on the question of infant mortality; and I urged the legis-
lators to pass the governor’s proposal to bring Alabama in line
with the other States who have taken the important step of adding
coverage for pregnant women up to 100 percent of the poverty line.
Iam h%pefllll that my home State legislature will do this important
thing shortly.

Several States are considering the further option that OBRA
1987 gave to extend this coverage up to 185 percent of poverty.
Also, they are cousidering giving quicker access to prenatal care
through adoption of presumptive eligibility, also conferred by
OBRA 1987.

All together, an estimated 650,000 additional low income women
and children will be covered by Medicaid at the end of fiscal year
1989 as a result of these program changes. We also need to give
credit to the important early and periodic screening, diagnosis and
treatment program that provides well-child care and esrly inter-
vention services to a large number of children who are in the
AFDC Program.

We have recently issued a new Medicaid manual instruction to
the States to help them do a better job of managing the EPSDT

am

Another important responsibility of the Medicaid Program is
serving some 300,000 children who are on the SSI Program. In 1981
and 1982 the Congress passed legislation authorizing waivers and a
State plan option which would permit the States to pay for medical
care administered to children in the home if home care is less ex-
pensive than institutional care.

Other activities of my agency dcaling with children’s health in-
clude the end-stage renal disease program; and I would be happy in
the question period to talk about significant activities Secretary
Bowen has launched in conjunction with the Public Health Service
and HCFA dealing with the health of children.

This is animportant subject, and I am pleased to be with you

y.
The CuarrMAN. We are very pleased to have you, Doctor. Your
testimony is helpful. Dr. Windom, if you would proceed?
[The prepared statement of Dr. Roper appears in the appendix.]
[Questions from Chairman Bentsen and Senator Baucus to Dr.
Roper follow:] ™

QuEsTioN FroM CHAIRMAN BENTSEN 10 DR. WiLLIAM RoPER

Question. Several of our witnesses today have submitted statements indicating
that Medicaid enrollment procedures raise significant barriers to access to prenatal
care for pregnant women. In the 1986 Reconciliation Act, Congress made possible a
determination of “presumptive eligibility” for pregnant women to expedite their ap-
plication to Medicaid. Has this approach been successful? What else could be done
to improve accees to prenatal care for Medicaid-eligible women?

Answer, Twelve States have adopted the presumptive eligibility coverage. option.
This option allows a pﬁn&nt woman who appears to meet Medicaid nligibility re-
quirements to be covered from the moment she walks into an approved provider's
office, seeking care. The State guarantees approved ]providers that it will cover those
expenses even if the woman is determined ineligible after the formal Medicaid ap-
plication process. Assuring that bills will be paid for initial visits reduces the
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wonan's and ths provider's uncertainty over payment and increases the likelihood
that the womsn will seek care and that the doctor will continue to provide care.

Some States have initiated other programs to simplify the Medicaid application
zrocsms. Several State agencies have placed Madicaid eligibility workers at major
hospitals, clinics, and large providers' offices to complute the Medicaid applications
on site, when the woman comes in for care. Seventeen States have dropped the
atzots vt for pregnant women. Eliminating this test considerably speeds up proc-
i‘ ing ci the Medicnid application because investigating the amsets statement is a

pLocese.

Quzstions Frou SeNator Bavcus 10 Dr. Witiau Rorxr

Question. - What is the avarage, the high, and the low Medicaid reimbursent
amount for prenatal care, daliveries, and well brby care? How do these amounts
compare witg normal charge levels?

Angwer. States are granted flexit:ility to davelop their own paymeut rates. Some
are in rates for pre _atal carc Zue to problems with access to obstreticians in
wmm CFA docs not mainair records on the various payment levels set by

Question, You mentioned that Aluhama has recent!y increased its Medcaid pay-
ment amcunts for physician servicer. Pleas: elaborate on the increases you referred
to. How have these changes affected phyuigian participation and the number of

Answer. In January of 1988, the Alabama Medicaid program increasod payments
for vml deliveries from $450 to $675. Although actual increase in participating
physi has not been sustai ed, Al officﬂls' have noted fewer provider com-
D ee ons Vohat v ke to evaluate the adequacy of Medi

tion. effo 028 your agency m- . uate the uacy o ic-
aid provider payment-? Do you believe that there is a federal responsbility to deter-
mine whether reimbursement Jevels for Modicai ] are udequate to teke any action to
get States to address persistently low reimbursement levels?

Answer. Under the law States have been graniod great latitude for rate setting.

may determine their rates based on a number of factors including reasonable
cost, Mediciare upper limits, and the State's fiscal situation. We encourage States tv
set rates that facilitate adequate provider purticipation, but we do not evaluate
their payment methodologies.

.
STATEMENT OF ROBERT E. WINDUM, M.D., ASSISTANT SECRE-
TARY FOR HEALTH, PUBLI. HEALTY: SERVICE, DEPARTMENT
OF HEALTH AND HUMAN SERVICES, WASHINGTON, DC, ACCOM-
PANIED BY VINCE L. HUTCHINS, ’11.D., DIRECTOR, MATERNAL
AND CHILD HEALTH PROGRAMS, PUBLIC HEALTH SERVICE

Dr. WinpoMm. Mr. Chairman and membere of the committee, I
also welcome the opportunity to e:f today to discuss the
common concern we have for the health o our nation’s children. I
am joined on my left by Dr. Vince Hutchins, who is Director of the
Maternal and Child Health Pro%::m ir the Public Health Service.

There are many challenges that face us in public health, but
none is more important than assuring that our children are born
healthy and able to grow and reach their full potential. We com-
mend you, Mr. Chairman, for focusielﬁ the efforts of your commit-
tee this year on this crucial public heaith problem.

As a parent and as a physician, I am well aware of the conse-
%lf]nces of health problems for children and tk»ir families. Our
children’s health status is a reflection of our own, and we have the
fiei_sponlsibility to cure their ills and help them to achieve a healthy

estyle.

Th?s is a philosophy that I have encouraged at the Public Health
Service also.

Seventy-five years ago infant mortality was the first issue that
was studied by the Children’s Bureau. Since that time, we have
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achieved substantial progress measured by & tenfold reduction in
infant mortality.

However, the continued unacceptably high rate of infant mortal;-
tﬂn ially among Blacks, and our concern that the rate of de-
cline slowed in recent years keep infant mortality as a major
focus of our department.

When Secre Bowen joined the Department of Health and
Human Services, he stated that of all the areas of concern that he
had, getﬁnﬁmto the root causes of infant mortality was among the
highest of his priorities. As an expansion of our many efforts cur-
rently under way, Secretary Bowen has added another initiative to
reduce infant mortality through the community and migrant
health centers that serve some of our most vulnerable population.

This effort will provide enhanced services through a case-man-
aged coriprehensive approach, focused on the coordination of lffp-
propriate services throughout pregnancy and the first year of life.

Let me also take a moment to mention a special task force on
pediatric AIDS, which Secretary Bowen established last month. We
are ‘pleased that Dr. Bowen chose to lodge the prima%res nsibil-
itty or that task force in our Public Health Service. The chairman
of the task force is Dr. Antonio Ncvella with the National Institute
of Child Heelth and Human Development at the National Insti-
tutes of Health. )

Nothing is more tragic than the plight of infants infected with
AIDS. The goal of the task force is to ensure coordination of all de-
partmental activities directed towerd the care and treatment of
these children, including research and demonstrations, and to de-
termine the best use of our rasources.

A representative from the Health Care Financing Administra-
tion sits on our task force.

On Child Health Day, October 1, 1987, the Public Health Service
elevated the Maternal and Child Health Program from a division
to the bureau level. This will enhance visibility of our program,
provide the ability to better coordinate child health activities, and
establish and focus within the Federal Government collaboration
:yith other public agencies, professional and voluntary organiza-

ions.

Mr. Chairman, with your permission, I will provide a summary
of our child health activitics and submit my full statement of that
for the record.

The CHAIRMAN. We will do that, Doctor.

[The pre‘{';,‘:red statement and summary of Dr. Windom appear in
the aprendix.]

Dr. WinpoM. Mr. Chairman, ir. the area of the maternal and
child health gr am, as this committee is wel! aware, the Mater-
nal and Child Health Block Grant Program, Title V of our Social
Security Act, provides formula based allocations to States and insu-
lar areas for a broad range of health services, including preventive
primary care and rehabilitative services to mothers and children.

We intend for the States to have a great deal of flexibility in the
use of these funds. Of the $526 million appropriated under title V
in fiscal year 1988, $444 million will go to the States in block grant
progrems. Fifteen percent of the title V programs are set aside for
grants that are administered by the National MCH staff for special
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projects of regional and national significance, called SPRANS, in
the areas of research, training, hemophilia, genetics, and other spe-
cial projects. ’

We funded a total of 460 projects in fiscal year 198’ and will
spend $78 million this year to support 490 projects. Ne..onwide, a
primary emphasis on maternal and child health programs, which is
responsible for a large measure of their success, is the integration
of Federal, State, and private efforts. Such collaboration is indeed
very important.

In the areas of child health research, we have many programs
under way tarough the Institutes of Health and through other
agencies. And just a sampling of that research is to ,etter under-
stand, treat and hopefully cure and prevent problems related to pe-
diatric AIDS.

We have a multitude of other bits of information that we will
provide for the record in that area.

In the Indian Health Service, we have very active child health
activities that are showing measurable evidence of improvement.
In our CDC child health activities, we have educational programs
and surveillance, and information from that service is very much a
part of our program. :

I would like to mention that the CDC has contributed to child
health by launching a comprehensive injury prevention and re-
search initiative, including projects to identify causes, conse-
quences, and remedies to prevent injuries to children.

The Alcohol, Drug Abuse and Mental Health Administration has
many related activities such as of alcohol’s effect upon the birth
rate and the birth problems. And we willbgive that to you in fur-
ther detail. We have a lot more to offer, Mr. Chairman, which we
will provide for the record. I will be happy to answer any ques-
tions, if I am able.

The CHAIRMAN. Thank you very much, Doctor.

[The information appears in the appendix.]

The CHAIRMAN. I want to thank all of you gentlemen for your
obvious commitment to the improvement of the health of children
of this country. I was delighted to see in the President’s budget an
increase requested for maternal and child health care and am
pleased with the signal that I think that sends.

Now, Dr. Roper, you are from a southern State; Alabama, did
you say?

Dr. Rorer. Yes, sir.

The CxamrMAN. Which has had a relatively high infant mortality
rae. As I understand it, before you came here you also held a
public health position down there?

Dr. Ropzr. Yes, sir.

The CHAIRMAN. So, you had some exposure to providing health
care to families with modest incomes—substantial exposure?

Dr. Roper. I was Director of the County Health Department in
the urban county around Birmingham and then the five rural
counties around that.

The CHAIRMAN. When we look at the problem of low income fam-
ilies, that is, health care for these infants and for the mothers, do
you think at some point we should require from the Federal stand-

Q
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point mandated coverage? Do you think that at some point a man-
date is appropriate?

Dr. Ropxr. I think the States need to do right by their citizens,
and I am convinced that my home State is going to do what they
ought to do and enhance the Medicaid Program. I believe that the
Medicaid Program ought to be one where the States have substan-
tial flexibility.

So, I continue to urge my hcme State, where I vote and pay
taxes, to improve the program.

The CHAIRMAN. That 18 a very careful answer. [Laughter.]

.&»qt'}yant them to have flexibility, but you want them to “get
with i

" Dr. Roper. They had better. I mentioned that I went down to
Montgomery two months ago. Governor Hunt held a symposium on
the question of infant mortality, and he has introduced a bill in the
legislature to add the money that we will match $3 to the State’s
$1.00 to bring up to 100 percent. of poverty the coverage for women
and children.

And I gaid there—basically my answer to your question todar—
that I am a Federal official going around the country talking about
the need for State flexibility; but if you, my home State citizens,
don’t do right by our fellow Alabamians, the people who believe in
mandates are going to win this vote because there is just no excuse
for a State even as poor as Alabama not to do this.

The CHAIRMAN. We have had some recommendations made to
this committee that, when we get to the situation of special needs
children—some of our older crippled children’s services—that it
might be helpful if some of the funds were redirected—the mater-
nal and child health funds—to support services, leaving Medicaid
as the payer of acute care imedical costs.

What is your reaction to that kind of suggestion?

Dr. Roper. Redirect whicl: funds?

The CHAIRMAN. We are talking the maternal and child health
funds for special neede children being redirected to support serv-
ices, leaving Medicaid as the payer of acute care medical costs.

Dr. Roper. Sure. That is something that ougnt to be looked at. I
am not familiar with the proposal. It sounds like taking MCH
money——
thaT}'l?e CHAIRMAN. Dr. Windom, do you have some thoughts on

t

Dr. WinpboMm. Dr. Hutchins may be able to answer that.

The CarMAN. Dr. Hutchins?

Dr. Hurchins. As you know Senator, we have been looking for
ewveral years at how we can best put together programs for chil-
dren with special health care needs. It is obvious that we have to
croes various agency lines in order to do that. There are several
issues involved.

One is direct medical care, which you asked about; much of that
is currently being provided by ‘Title 19 for those who are eligible.
But those children also need other special services, which core
from the other health disciplines which may not be paid for by
either public or private third party insurers.
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It also requires education and social services so that those egen-
cies also have to be involved, and there has to be some way of put-
tuigthat together. ding ion. th
think, in respon to your question, the support services and

the coordination of those services with the acute medical services is
an appropriate role for Title 5 and is being carried out in some
States to that effect.

The CHAIRMAN. In the interest of trying to save some time here,
I will submit the rest of my questions in writing to you; and I
would like answers on those.

e questions a in the appendix.

E’l;: &-umn ntlemen, are there er questions?

Senator RocxxrzrLEr. Thank you, Mr. Chairman. Dr. Roper, I re-
spect very much your being here. I respect your professional train-
ing as well as that of your wife; but I must say that, whereas it is
true that States have been making progress, and you reflect that in
your statement, it does occur to me that the States cannot do it all.

The fact is that Medicaid only covers one-half of all poor chii-
dren. I don't know how we tolerate that. To be honest with you,
and I don’t mean to be isan on this, we have had a history—
from 1981 through 1984 and then intermittently since then—of
caps on Megicald, cuts u; the child %areé)lock gmntt.h WIC, and food
stamps, and a persistert pattern of undermining these program'’s
through the submitted bu:g;ts of the Administration.

In your repor: here, I don’t nee suggestions for improvements.
Under the department studies of improved health care, you cay:

“We are proud of Medicaid's success. We recognize this is a con-
tinuing enge,” which I think is certainly a modest statement;
but then you say:

. “The department has es.ablished several working groups explor-
ing policy, exploring program directives, examining problems.”
Nothing about producing sgciﬁc actions to be taken by the other
sart of government called the Federal Government, in terms of re-
ucing infant mortality and other problems for at-risk children.

Now, let me Lt;st ask you: Would you support an expansion in
Medicaid like that which is pro in the new Bradley Infant
Mortality Bill?

Dr. Roper. For the reasons cited by Governor Matus, I believe
that the States need flexibility. I think the States ought to improve
their Medicaid Programs, and I believe they will.

Let me just respond to the body of your question.

Senator RockerzLLER. I would like you to respond to the quesiion
about the bill first.

Dr. Ropxk. I am saying I am oppose” The Administration is op-
posed to mandating this coverage, but we ought to be giving the
major incentive we can, which is the large Federal matching dcl-
lars, as inducement to the States. In my home State of Alabama, it
is three Federal dollars for every one State dollar, and we ought to
use moral suasion to get the States to do what they ought to do to
improve their Medicaid Pr. .

nator ROCKEFELLER. m sort of the history of the last
number of years, getting the States to do what they ought to do;
and the States are doing that. The question is. What can we do up
here? This is not a group of governors you are giving testimony to.
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Would you support legislation to cover catastrophic health ex-
penses of children with severe medical problems?

Dr. Rorer. It depends on the design of the program; the idea of

er improving coverage of children is important, and we are
about to_give a report on a major group of children, the so-called
tl:chac:logy dependent children, and suggest possible changes in the

w there.

Senator RockKErELLER. Do you think that we should be spending
more money on prevention programs for children?

Dr. Rorgg. I sure do.

Senator ROCKEFELLER. It is not recommended.

Dr. Rorer. Prevention 18 a major focus of the activities in the
Public Health Service, and prevention is the foundation of the
euarly and periodic scres;ien(f, ¢’_gnosis, and treatment program in

Mr

Medicaid, which is disc in my statement.

Senator . irman, I won’t pursue it, and I
know Dr. Rodper is a fine person. We have talked on the phone. He
is trying to do what is right, but I must say that I fizd his testimo-
ny void of constructive public policy suggestions.

I find the history of the Reagan Administration over the past
several years, in terms of trying to helgechildren, equally disap-
pointing; and I think that point needs to be made.

Dr. Rorer. I respectfully would reply by saying that, in financing
programs, we pay for health care services. There are a number of
mnovative changes in delivery of health care services that have
been demonstrated and reported on, largely by the Public Health
Service and by my colleagues at the State level. Major improve-
ments have been made in the last few years.

Senator RockeFELLER. Thank you, Mr. Chairman.

The CHAIRMAN. Thank you. Senator Mitchell?

Senator MircHELL. Thank you, Mr. Chairman. Dr. Roper, many
assert that the major l;;reventable problem in chiidren’s health is
&revention of low birth weight. Governor Mabus talked about it.

ost all of the witnesses that have come before this committee on
this subject discuss it.

There have been some indications that some women on Medicaid
are having difficulty getting into early prenatal care. Is that cor-
rect? Do you have any indication of that?

If 80, do you have an%vsuggestions for us-on how best to deal with
that? I would ask Dr. Windom, and Dr. Hutchins if he chooses, to
comment on the same questions, if they choose to do so, following
your response.

Dr. Rorer. Clearly, adequate prenatal care is associated with
fewer low birth weight babies; and programs that are heavily fo-

on case management, that is getting women into prenatal
care early on in their pregnancy and giving them the support serv-
ices they need to have a successful pregnancy, do work.

Again, in my home State of Alabama, they did a study in 1985
that showed that, whereas the overall State infant mortality rate
that Jear was 12.5 per 1,000 live births, women who were on Medic-
aid during their pregnancy had an infant mertality rate of nine
per 1,000 live births. So, that kind of intervention does work

thrmtgh fewer low birth weight babies and a better infant mortali-
ty rate.
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Senator MrrcHELL. And the other '?art of my question is: Are we
doing that as effectively as we ? And if not, can you provide

- this committee with suggestions, eithcr now or subsequently in
wriﬁnﬁ,oas to how we can more effectively do that?

Dr. Roper. Sure. Thank you, sir. We are not doing it as effective-
ly as we can, primarily because we don’t yet have a fully integrat-
ed system of Srogirams dealing with the people at greatest risk; for
example, WIC, Medicaid, the other programs often at the local
level are not brought together and administered by the same
agency.

When I was director of the local health department, we did that;
and it does have an effect, if you can in a case management fashion
bring all the services to bear to best benefit.

Senstor MrrcHELL. And you will provide us in writing your sug-
gestiors as to how we can address this problem as a society more
effectiveiy since there appears to be a consensus, if not unanimity,
on this being one of the most effective ways to deal with this seri-
ous problem'

e information appears in the appendix.]
e statement of Dr. Roper follows:]

CosT-ErFEcTIiVENESS OF CASEMANAGED PRENATAL HEALTH CARE

The Medicaid has stgrported a number of projects to provide increased

access to comprehensive prenatal care. Among the projects demonstrating the effec-

gove::heas of ﬁg::pmhensive, cost-managed care are those in California, Missours, and
uth Caro

CALIFORNIA

The Obstetrical Access Pilot Project (1980-1984) tested in 10 clinical sites the hy-
pothesis that the provision of early access to obstetrical services for low-income
gxeegnant_ women would reduce subsequent morbidity of both infants and mothers.

rvices included health education, nutrition, and psychosocial assessments, in addi-
tion to {)erenatal, delx"el"i, and um services.

The key findings of the evaluation of this project were: low birthweight rate re-
duced from 7 percent to 4.7 percent for the demonstration group; and, a 2to-} bene-
fit-cost ratio in the first year as a result of savings from neonatal intensive care

services.
In 1984, the State of California approved legislation to authorize the enhancement
of prenatal care to MediCal recipients on a statewide basis.

MISSOURI

Prenatal care and its relationship to Medicaid costs were studied by the Missouri
Division of Health under a t from the Health Care Financing Administration in
1983 and 1984. "his pr’ijgct inked birth certificate records with Medicaid obstetrical
and newborn records. The combined data set was used to study the obetetrical and
newborn Medicaid costs associated with women who received preventive prenatal
services as opposed to those who did not receive adequate services. The pri g
of the project was to determine if the prenatal care provided for the Medicaid mo’h-
ers was cost beneficial.

Findings from the study suggest that there is a net increase in Medicaid coets as-
sociated with providing adequate prenatal care, but a reduction in low birthweight
rates and a possible reduction in neonatal mortality among infants of mothers with
adequate prenatal care.

SOUTH CAROLINA

Under a “freedom of choice” waiver (Section 1915(b) of Title XIX of the Social Se-
curity Act), South Carolina channels high risk pregnant women through a special
p which includes: (1) case management services; (2) a full range of prenatal
an ing’aﬁm‘tum care; and (3) ancillary services (e.g., social work assessment, nutri-
tional uations, health education, and delivery in hospitals with high risk units).
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Tbe.State estimates that savings of $3.1 million will be realized over the two-year
period of the waiver, through reduced neonatal intensive care costs and fewer chil-
dren who require hospitaliza‘ion cr institutionalization.

Senator MrrceELL. Dr. Windom?

Dr. WinpoM. Yes, Senator. In the Public Health Service, with
our maternity and child efforts, we are doing a great deal in the
education process. This is a very important aspect—to get people in
communities aware of the importance the necessity of getting into
a program of prenatal care; we have tried to reach people in order
to do that.

Second, our community health centers and migrant health cen-
ters offer child health services which we also try to work with; and
there is a broad expansion of programs that Dr. Hutchins can
elaborate on, too.

Dr. HurchHins. I would agree with that. One of the reasons that
we have problems is getting women into prenatal care, and that is
a oon;plex problem in itself; and the causes of low birth weight are
complex.

We have been working with the National Governors Association,
as was testified to earlier this morning, about implementing the op-
tional XIX plans in the States, as Dr. Roper has talked about, and
increasing the eligibility levels. But it is what happens after preg-
nant women register early. Early prenatal care is necessary to re-
ceive the acquired services.

Smoking, we know, is related to low birth weight; and so, smok-
ing cessation programs need to be a part of prenatal care. We at
MCH and the Centers for Disease Control have ongoing projects at
the present time showing how smoking cessation might be incorpo-
rated into ongoing prenatal care.

We have a %roup of experts from outside the Government who
are currently looking at the content of prenatal care to see what
improvements and changes can be made that will affect the out-
come of pregnancy. _

Senator MrrcreLL. Would both you and Dr. Windom then do
what I asked Dr. Roper, which is to provide us in writing with your
specific suggestions on how we can more effectively address this
problem?

Dr. HurcHins. Certainly.

[The information follows:]

Problem: How can we deal more effectively with the difficulty some women on
Medicaid have .n getting into prenatal care early?

Answer: Early entry into prenatal care is an important step in assuring the best
outcome for pregnant women. Medicaid-eligible women, by virtue of their low
income, have an increased risk in regnanﬁ and have a ial need for early, :if»
propriate, and continuous prenataf care. The Public Health Service (PHS) wholly
su%portp the objective of early prenatal care for all women. The Office of Maternal
and Child Health (OMCH) has funded demonstration projects acroes the country to
imgliem.egt mode!s for promoting early care. OMCH currently supports an Institute
of Medicine studg on outreach and it8 role in ensuring early enroliment; a final
re on the study’s findings will be issued in the late spring of 1988.

umerous barriers have been implicated in reduced access to care, including
early care. These irclude financial barriers (not only for medical care reimburse-
ment, as Medicaid-eligible women have, but also for transportation and child care);
lack of an awareness of the importance of prenatal care; lack of available providers
(exacerbated by the malpractice issue); and others. The PHS has a broad initiative,
encompassing public and professional education, coordination among all health and
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' healthﬁnu:? cies, and linkages with local and State organizations to identi-
- fy, examine maﬂmmoblemformntmen.
To specifically focus on’ the needs of Medicaid-eligible women, the PHS supports a
Jjoint project of the National Governors’ Association, the OMCH, and the Division of
i Care Services which provides assistance to States in implementation of
Medicaid services for pregnant women and infants. This project has provided techni-
] almtmrdim.memnpmt,amechankmwhichmtsdienu'w

ceive timely and services, and has issued a paper on increasing provider
participation. In addition, staff of the OMCH and the Health Care Financing Ad-
- ministration and tatives from respective State agencies work together
= through the M icai Dir'ectofsTechnicalAdvisormep.'l‘hisgmuphu

-~ - identified and shared model practice relationship to foster coordination of services
.z for pregnant women and infants.

Senator MrrcaELL. Thank you very much. Mr. Chairman, thank

.you.
The CHAIRMAN. Thank you, Senator. Senator Baucus?
Senator Baucus. Dr. Roper, I want to thank you for coming to
.. Montana, as you did a short while ago, to address rural health care
problems. I know the folks that you met with very much appreciat-
ed your comiing. L
A related issue obviously is medical malpractice in obstetrics. I
know the Administration has set a model, a Tort reform statute, to
the States in an attempt to address the problems of medical mal-
practice and the number of obstetricians who are leaving the prac-

tice.

- Do you honestly think that that plan is going to get anywhere or
" that States are going to adopt it? Is it going to address the problem
in any significant way?

Dr. Roper. I honestly do.

Senator Baucus. How many States have adopted it so far?

Dr. Rorzr. My home State of Alabama, with Governor Hunt’s
leadership, enacted Tort reform last year, in 1987. It was the gover-
nor’s number one priority, and he got it through the legislature. It
is difficult to do.

Senator Baucus. Have the rates come down in Alabama?

Dr. Rorer. They have stabilized; they haven’t gone up. Alabama
has’the same problem you do; half of our counties don’t have doc-
tors delivering babies in those counties largely because of Tort li-
ability problems. Secretary Bowen, as you know, has this as one of
his major Friorities, urging the States to pass legislation.

I guess I am pragmatic on this. If the States don’t get it done, I
guess the Federal Government will have to step in.

Senator Baucus. Why not also raise the reimbursement rate—
the Medicaid reimbursement rates—to some degree?

Dr. Rorer. That is what Alabama has done as well. They in-
creased the amount they would pay for a delivery so that it will
attract doctors. They are more willing now to participate in the

program.

-Senator Baucus. Do you think a combination of both increased
reimbursement rates as well as State medical malpractice and Tort
reform will be more effective?

Dr. Rorer. Let me try an idea on you. If the Federal Government
really wants to give some leverage to the States, you could do as
you do on highway funding. And you could say to the State of Mon-
tana: If Montana is not willing to reform its Tort laws and it per-
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sists in wasting Federal dollars in its Medicaid Program, you will
cut the Federal matching rate for Medicaid to that State.

Senator Baucus. I suspect w- ould hear the States in a serious
mann¢~.on that one. )

I uncgerstand that Blue Crc /Blue Shield and the March of
gmes haxe an active program; 1t is “Beautiful Babies Right From

e Start.

Dr. RopEr. Yes.

Senator Baucus. This is a public awareness program. If the cost
of benefit analysis in prenatal care is so beneficial, I am wondering
what efforts might undertake to let women know what pro-
grams are available and what services are available so that they
are likely to utilize them? It seems to me that this might be an
area where some advertising would do a great deal to make some
sense.

Dr. RorEr. It sure is.

Senator Baucus. What are you doing to get the word out?

Dr. RopEr. I think my colleagues to my left are the experts
there. A number of States have done it. In Alabama, we had a pro-
gram called “Better Bama Babies.”

Senator Baucus. What can the Federal Government do to en-
courage this?

Dr. Winpom. We are doing a lot, Senator, in the area of Healthy
Babies, Healthy Mothers, to disseminate the information by com-
munication, through public service announcements, through many
media outreaches to communities, and through the medical clinics
and centers—to get the message out to these individuals. Dr.
Hutchins may want to expand upon that.

Dr. Hurcains. “Healthy Mothers, Healthy Babies,” the Alabama
chapter that Dr. Roper just referred to, is a coalition of about 80
orgarizations, which is doin%'l a considerable amount in public
aware1ess. Part of it is through committee work where approaches
to low income underserved wemen has been looked at, promotion of
breast feeding, promotion of general health care.

The “Healthy Mothers, Healthy Babies” organization has State
chapters in every State, and the public awareness purts of it are
done throuflh professional orgenizations and voluntary organiza-
tions, as well as public agencies.

Senator BAucus. Is there a Federal initiative, I mean, in an ag-
gressive way?

Dr. HurcHins. Yes, this is.

Senator Baucus. Do you have an analysis to determine whether
it is working?

Dr. HurcHins. It would be very difficult to evaluate that type of
ap&oach. )

nator BAucus. Or is this just good intention?

Dr. HurcHins. I think it i1s more than good intention in that
things are happening because of it. It is a difficult program to
evaluate because so much of it is being done by different agencies,
different collections of people within the State and communities.

Senator Baucus. Thank you.

The CHAIRMAN. Thank you, Senator. Senator Chafee?

Senator CHAFEE. Thank you, Mr. Chairman. I am intrigued, Dr.
Roper, with the “Better Bama Babies.” I hope that program is suc-
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cessful. Let me ask you a questic... In a society where there is con-
giderable stability and there is some discipline like in, say, Japan,
for instance or perhaps Swaden, what is the figure that they
achieve in their number of infant deaths per birth—per 1,000
births? Do you know what that is? In other words, what goal can
we shoot for?

Dr. Rorer. Dr. Hutchins is the expert, but I think most observers
believe that five or six deaths per 1,000 live births is about the
minimum that e can shoot for.

Senator CHAFEE. And what are we at now, nationwide?

Dr. Winoom. 10.6.

Senator CHAFEE. Ten? So, we can cut that in half presumably, all
things being perfect?

Dr. WinpoM. The other problems, Senator, are that there is not a
uniformity of re(rorting in foreign countries, which is a factor and
other countries deal with their social and economic problems differ-
ently. So, there are some discrepancies in that type of reporting.

Senator CHAFEE. I appreciate that, but they may favor us as we
as penalize us. What are we doing ahout the reimbursement levels
for those who take Medicaid patieats—Medicaid reimbursement?
As ] undorstand it, what Dr. Roper was saying is that that is left to
the States but at the same time, haven’t you got some rates on that
subject that the reimbursement levels must be enough to ensure
physician participation?

. ROPER. Yes, sir.

Senator CHAFEE. That doesn’t seem to be happening to the extent
that I believe it should—in our State, anyway. Are you pohlishing
those regulations? And what are you doing to enforce them?

Dr. RoPER. As a part of the State plan that they publish annual-
ly, they have to do exactly as you said, have rates sufficient to at-
tract enough doctors and to run the program. Now, we don’t set
specific rates as a floor that they have to be above but we do moni-
tor what rates they r;iz;y their physicians.

Senator CHAFEE. Have you gotten any experience anywhere with
the reform of the physicians’ malpractice insurance premiums situ-
ation? I know 12 you State that they just adopted it last year. Who
has it, and is it working?

Dr. Roper. Yes, sir. I have a good State to cite. Indiana. The Gov-
ernor of Indiana led a fight to reform the Tort laws in 1975, and
Governor Bowen—now Secretarf' Bowen—had a major impact be-
cause Indiana’s rates are much lower than the rest of the country.

Senator CHAFEE. Is that right? And thus, is there greater nfhysi-
cian participation? What we are finding in our State is not only are
young doctors not going into obstetrics, but the doctors who are 60
years old or so are saying forget it; it is not worth the hassle. And
they are just getting out. So, we are losing at both ends: early re-
tirements, if you would, from obstetrics—not necessarily as physi-
cians—and young doctors not coming in.

Now, in Indiana’s experience as a result of reforms, is there any
data we have that can say that they are having greater physician
participation, as obstetricians?

Dr. Roper. I don’t know, but I would be glad to supply that for
the record.

[The information follows:]
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PHYSICIAN PARTICIPATION IN INDIANA

In 1975 the Indiana legislature passed a new Medicri Malpractice Act. Under this
law, health professionals are able to participate in t1ie State operated Patient Com-
gem.ation Fund. By participating in the fund, henith care professionals are eligible
or increased malpractice coverage and their liability is limited to $500,000. A
health professional’s participation is initiated by paying his/her insurance agent a
125% surcharge on a medical malpractice insurance policy.

For example, a physician purcheses $190,000 insurance from a private carrier and
pays that carrier an additional 125% above the premium amount. The physician is
then guaranteed an additional $400,000 coverage by the Patient Compensation
Fund. The insurance agnt forwards the surcharge payment to the State fund. Max-
imum coverage under the fund is $500,000.

The modest cost and the reduced liability has led to excellent participation in the
fund. t:}ppxl?ux:iaeely 75% (30,000) of Indiana providers belong to the Patient Com-
pernsation

An important feature of this law is that all types of health care providers, (e.g.
re%sltered nurses, midwives, etc.) can participate. .

e Indiana Patient Compensation Fund has resulted in what are reportedly
some of the lowest malpractice insurance rates in the country. Furthermore, unlike
situations in other States, there i8 no severe provider access problem in any portion
of the State for any type of provider.

The Indiana Department of Insurance which manages the fund forwards claims
against the fund and payments from the fund to the Indiana Medicaid agency which
Bambers on Tacressed phyeician pariiapaion I the Mostorsl boogroms a s oest
n s on 1 on in e cal a
result of this legislation aze not readily available, F

Dr. WinpoM. I would say that they are because there are other
States that are having greater problems, and the decline is greater
in those States. Let me point out, sir, that 1976 is when this really
began, when the malpractice crisis occurred in the first place. And
there has been a gradual progression of doctors leaving because of
the increasing problems.

But when Secretary Bowen did initiate his initjative with the
task force, a publication was out about three or four months ago
and sent to the States. For example, three weeks ago in the State
of Florida, which is my home State, we had some members of Dr.
Bowen'’s staff who went to Florida to help the State physicians and
those working toward this issue and came up with Tort reform in
several bills' in Florida, for example, the “Bad Baby” bill, which
means that a bad outcome does not automatically mean malprac-
tice and a no-fault type of program is involved there.

So, this has been model legislation that already has shown an
effect in one State, for example.

Ba%e;’IPlt)oﬂl-l CHAFEE. I would choose a happier title for it than a “Bad

Dr. Winbom. I would, too, sir. [Laughter.]

Senator CHAFEE. It is not the baby’s fault.

Dr. Winpom. I agree with that, but that is a sort of term that has
been in circulation for many years now.

Senator CHAFEE. I think they may need some polishing up with
that. [Laughter.]

All right. I have a final question, Mr. Chairman. The data that I
am giving from the experience in my home State is empirical; I
don’t know whether it is accurate or not, and whether they are
flukes or not. What I am asking is, are the pediatric societies re-
porting that these experiences are occurring—fewer doctors going
in and earlier retirements—in pediatrics?
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. D; RorEr. You said pediatrics do you mean pediatrics or obstet-
rics

Senator CHAFEE. I meant obstetrics; excuse me.

Dr. WinpoM. The number entering has not declined. Those are
young students going into medical school, and that is at about the
same rate. But the ones getting out of practice is declining.

Senator CHAFEE. You mean they ax;fettmg' out earlier?

Dr. WinpoM. As for those in medical school or wanting to enter
medical school or residency programs; that level has not decreased.
But physicians out in practice have decreased.

Senator CHArge. The data on those in my State, anyway, is dra-
matically declining—that is, those going into it.

Dr. Winpowm. It varies across the country.

Senator CHAFER. Yes, thank you. Thank you, Mr. Chairman.

Senator ROCKEFELLER. Senator Daschle?

Senator Dascrie. Thank you, Mr. Chairman. I guess I would
start by saying that I share some of the disappointment expressed
by some of my colleagues with regard to the lack of specifics in the
Administration’s testimouy this morning. You are both very dedi-
cated anud well-intentioned leaders in the health community and
certainly in this Administration, but I find your testimony far
short of the mark with regard to specifics.

I was going through my speeches for a lot of different reasons a
few weeks ago, and I found a speech that I gave in 1977 on health
care. In that speech, I used the figure that five million children did
not have access to health care, and that in the United States we
were fifteenth in infant mortality in the world today. That speech
was given in 1977.

Today, I understand we have six million children whc don’t have
access to health care—six million children. We rank sixteenth or
seventeenth in infant mortality. So, in the last ten years, we have
actually slipped from the ranking we had ten years ago.

The year 2000 is twelve years away. And I would ask if you could
specifically—not orally now, but for the record and in a letter to
me—outline your proposals and your expectations in the next
twelve years, how you think we will rank in the year 2000 with
regard to access to health care for children and with regard to the
ranking the United States will have in infant mortality in the year
2000? Would you do that?

Dr. Winpom. We will be happy to do that for you.

Senator DascHLE. I would like some specifics.

Dr. Winpom. Sure.

The information follows:]

DEPARTMENT OF HEALTH AND HUMAN SERVICES,
PusLic HEALTH SERVICE,
Washington, DC.
Hon. THOMAS A. DASCHLE,
U.8. Senate, Washington, DC.

Dxar SNATOR DascuLE: This letter is in response to your questions to me for the
record when I testified before the Senate Committee on Finance, Me~ch 23, 1988 on
Child Health issues,

First, at this time, we cannot project an infant mortality rate for the year 2000
becauge the Department is still in the process of defining the Year 2000 Health Ob-
jectives for the Nation. The process for setting objectives involves the collection and
analysis of health data from surveys followed by solicitation of public comment.

Q
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The United States ranked 17th among Western countries in 1986 Since there are
%0 many unmcontrollable variables in projecting ranking of countries, we cannot
project what ranking the U.S. would have in the year 2000 even after we complete
the process of determining the objective. Further, rankings and comparisons of
countries on infant mortality rates are complicated by differences in definitions and

rowrting procedures. .

ith regard to children’s access to health care in the 2000, it is again diffi-
cult to determine what the situation will be. From a stu y conducted by the Office
of Technology Assessment, it wes found that, in 1986, 63 percent of the 45 million
children in U.S. were covered by private health insurance. For those children
who did not have health insurance, eSeral programs of direct care such as the Ma-
ternal and Child Health Services block t program, the Head Start program,
community health centers, migrant healtﬂ centers, and the Indian Health Service
are im Theee programs will continue to meet the needs of those
children who are not covered by private health insurance.

Since urs,
relyyo Roeerr E. WinDom, M.D.,
Assistant Secretary for Health.

Senator DAscHLE. Second, my greatest concern with regard to
health care deals with health care in rural -areas. I was told a
couple of weeks ago that a child experiencing a medical emergency
in a rural area has only a 25-percent chance of survival compared
to someone experiencing a similar emergency in an urban area.
That really troubles me if that is the case.

I think it probably is the case, at least in South Dakota. Statis-
tics have borne that out. Yet, over the last ten years, we have seen
& 30-percent decline in community health centers, those facilities
that are often the only facilities available to mothers and young
children—a 80-percent decline in those.

And this year, we see a 80-percent cut in the National Health
Service Cox&’e budget request. In light of those kinds of develop-
ments—a 30-percent reduction in the number of facilities in rural
areas to assist thege children; a 30-percent cut in th2 budget—how
can we possibly give any assurance to someone living in a rural
area, especially a young child without any access to health care,
that those statistics—that 25-percent survival rate, relatively
speakiag-—will ever improve?

Dr. WinDoM. Senator, we do have a new initiative in the Depart-
ment, in the Health Resources and Services Administration for
rural health—with an entirely new program focused upon that,
looking toward this very problem that you refer to. We realize that
that does occur, and we also realize the factors of getting to the
care in time and also the problems of having a full, complete com-
plement, for example, of neonatology ar.d all the sophisticated serv-
ices in the rural area. They just aren't there and won’t be there,
but we are trying to work out the best solutions to that problem.

Wedwill be glad to provide the information about that for the
record.

[The information follows:)

The Office of Rural Health was established to provide a focal point within the De-
partment for coordinating nationwide efforts to strengthen amf improve the deliv-
ery of health services to populations in rural areas. The Office will coordinate rural
health activities within tioe Department of Health and Eaman Services and across
other related Federal agencies. The Office will also work closel with State govern-
ments, foundations, private associations and other groups to heﬂ: focus attention on
rura: health care issues and problems. In addition, the Office will collect and ana-

lyze information on the srecial problems of rural health care providers and estab-
lish a clearinghouse to collect and disseminate the latest information on the deliv-
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ery of services in rural areas. The new Office will have between eight and ten em-
ployees, including some from the Health Care Financing Administration.

Senator DAscHLE. How much of a factor in all of these solutions
do you think money really is?

Dr. Winpou. Money is a part of it, but it is certainly not all of it.
And again, it is a matter of—-

Senator DAscHLE. If you had to guess, what would you say? What
percent of the problem is related to money?

Dr. Winpom. In rural health? The tota: problem of the overall
health care?

Senator DAscHLE. Right.

Dr. WinpoM. I would have to estimate it is certainly less than
half of the problem.

Senator DascHLE. Less than half?

Dr. Winpowm. I would say in my own estimation, sir.

Senator DascHLE. A final question in the time that I have re-
maining: It has been demonstraced one dollar spent on immuniza-
tion saves $10.00 later on in actual health care delivery costs.

In the last few years, we have actually declined, as I understand
it, in the level of immunization for children under the age of two,
despite this fact. If that is the case, how do you see the ro'e of im-
munization in the future?

First, do you agree with the tremendous impact that immuniza-
tion can have in cost deferral later on? And second, if those factors
are relatively accurate, how can we then justify reducing the level
of cost effective immunization?

Dr. WinpoM. Immunization support certainly must be continued,
and the problem is getting those children in the first year or two
into the system to get immunized. By the age of six, at entry to
school, that number is virtually 99 percent. But we are short on
the first two years, and this is an area where we are focusing par-
ticular attention also, trying to get the individuals into the system
to be immunized.

Senator DAschLE. I wish I had more time. That wasn’t the
answer I was looking for, but thank you, Mr. Chairman.

The CHAIRMAN. You certainly can give him a written question
and ask for a written answer to it.

Senator DascHLE. I would like to pursue that, if I may.

The CHAIRMAN. All right.

[The questions follow:]
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QUESTIONS FROM CHAIRMAN BENTSEN TO HHS WITNESSES

Hearing on Children's Health Care Issues
Senate Finance Committee
March 23, 1988

Dr. Windom:

1.

Like ventilator dependent children, other children
dependent on high technology may be able to receive care
in an outpatient setting. The Office of Technology
Assegsment has recommended expanded home coverage for
children who must be intubated (fed a liquid diet
through a tube). Is the Maternal and Chiid Health
program funding any demonstrations to determine whether
home or community~based care is feasible for these or
other technology-dependent children? where, and what
funding level is involved?

I understand that much progress has been made in
coordinating services provided by Medicaid and the
Maternal and Child Health programs. What further steps
can we take in this area -- in particular, are any
improvements needed in the uniformity and substance of
reporting requirements for the Maternal and Child Health
program?

Several of our witnesses today have submitted statements
indicating that Medicaid enrollment procedures raise
significant barriers to access to prenatal care for
pregnant women. In the 1986 Reconciliation Act,
Congress made posSible a determination of "presumptive
eligibility" for pregnant women to expedite their
application to Medicaid. Has this approach been
successful? what else could be done to improve access
to prenatal care for Medicaid-eligible women?

Dr. Roper:

Several of our witnesses today have submitted statements
indicating that Medicaid enrollment procedures raisec
significant barriers to access to prenatal care for pregnant
women. In the 1986 Reconciliation Act, Congress made
possible a determination of "presumptive eligibilaty" for
pregnant women to expedite their application to Medicaid.
Has this approach been successful? wWhat el’se could be done
to improve access to prenatal care for Medicaid-eligible
women?

QUESTION FROM CHAIRMAN BENTSEN TO DR. WILLIAM ROPER

Hearing on Chjldren's Health Care Issues
Senate Finance Committee
March 23, 1988

Q.
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Aruitoxt provided by Eic:

Several of our w)tnesses today have submjtted statements
indicating that Medicaid enrollment procedures rajse
significant barriers to access to prenatal care for pregnant
women. In the 1986 Reconcjliation Act, Congress made
pcssible a determination of “presumptive eligibiljty" for
pregnant women to expedite thejr application to Medicaid.
Has this approach been successful? what else could be done
to 1m$rove access to prenatal care for Medicaid-eligible
women
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A. Twelve States have adopted ae presumptive eligibility

s coverage option. This option allows » pregnant wcman who
appears to meet Medicajd eligibility requirements to be
covered from the moment she walks into an approved
provider's office, seeking care. The State guarantees
approved providers that it will cover those expenses even j§f
the woman is determined ineligible after the formal Medicaid
application process. Aassuring that bills will be paid for
initial visits reduces the woman's and the provider's
Uncertainty over payment and jncreases the likelihood that
the woman will seek care and that the doctor wjll continue
to provide care.

Some States have initiated other programs to simplify the
Medicaid application process. Several State agencies have
placed Medicald eligibslity workers at major hospitals,
C€linics, and large providers' ~ffices to complete the
Medicaid applications on site, when the woman comes 3in for
Care. Seventeen Statcs have dropped the assets test for
Pregnant women. Eliminating this test consjderably speeds
up processing of the Medicajd application because
investigating the assets statement is a lengthy process.

QUESTION FROM CHAIRMAN BENTSEN TO DR. WINDOM

Q: 1 understand that much progress has been made in coordinating gervices
provided by Medicaid and the Maternal and Child Health programs. Vhat
further steps can we take in this area -- in particular, are any
improvements needed in the uniformity and sybstance of reporting
requirements for the Maternal and Child Health program?

A: States recelve annual allocations of maternal and child health block grant
funds based on the submission to the Federal agency of a Report of
Intended Expenditures which describes how they will use their funds. The
general service and program-related activities to be supported with these
funds are contained in the law and implementing block grant regulations.
There s no standard format +hich requires that States report uniformly on
the prograns supported. The philosophy of block grants is that States
have wide latitude and flexibility in adoinistering their block grant
programs and in identifying the maternal and child health related
priorities which exist withia their particular jurisdiction. It would
theiefore not be appropriate to require all States to adhere to a w’.form
set of propram reporting requirements, What applies in a very significant
way to ont State may be almost irrelevant in another. For example, States
with large urban population concentraticns face much different health care
dJelivery requirements from those which are predowinantly rural in nature.
States do report same uniform data through the Public Health Foundation
Reporting System which 1s run by the Associatica of State and Territorial
Health Officials, This reporting is done on a voluntary basis.

Q: Like ventilator dependent children, other children dependent on high
technology may be able to receive care in an outpatient setting., The
Office of Technology Assessment has recommended expanded home coverage for
children tho must be intubated (fed a liquid diet through a tube). Is the
Maternal and Child Health program funding any demonstrations to determine
whether home or comunity-hased care i1s feasible for these or other
technology-dependent children® Where, and what funding level 1s involved?

A: The Bureau of Matemal and Child Health and Resources Development is
funding a number of demonstration project grants to determine the
feasihility of home and community-based care for children who are
technology dependent and/or medically fragile. These projects include
sucn examples as:

Q
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a. A comprehensive scrvice delivery model at the hame and community levels
conducted at the University of Wisconsin for 50 to 75 medically fragile
infants and children with associated feeding problems, many of wham
must be intubated.

b. A continuing ~ducation project for an interdiscipl nary group of health
professionals project at the University of Kansas Medical Center to
upgrade nutrition-related interventions in the home for children with
special health care needs;

c. Developing m0dela of home hcalth care for technology dependent children

and their families in 1llinois, Louisiana, Maryland, and Florida;

d. The promotion of parent/professional collaboration to result in
services that are family-centered and close to home, in Massachusetts

and the District of Columbia; and

e, A nixture of projects which focus on home health care management
systens, comunity-based interagency efforts, policy analysis issues,
family and comounity-based care issues for culturally diverse

population groups in States such as Michigan, Montana, and llew Mexico.

Approximately $6 million s currently earmarked during FY 1988 for
special demonsfraticn prejects of regional and national significance in
this special area of concern.

1 understand that much progress has been made in coordinating services
provided by Medicaid and the Maternal and Child Fealth programs. What
further Steps can we take in this area -- in particular, are any
improvements needed in the uniformity and substance of reporting
requirements for the Maternal and Child Health program?

States receive annual allocations of maternal and child health block gfant
funds based on the submission to the Federal agency of a Report of
Intended Expenditures which descrides how they will use their funds. The
general scrvice and program-related activities to be supported with these
funds are contained in the law and lmplementing block grant regulations.
There is no standard format which requires that States report uniformly on
the programs supported. The philosophy of block grants is that States
have wide latitude and flexibility in administering their block grant
programs and in identifying the maternal and child health related
priorities vhich exist within their particular jurisdictiun. It would
therefore not b appropriate to require all States to adhere to a8 uniform
set of program reporting requirements. What applies in a very significant
way to one State may be almost irrelevant in another. For example, States
with large urban population concentrations face much different health care
delivery requircments from those whaich are predominantly rural in nature.
States do report some uniform data through the Public Health Foundation
Reporting System which is run by the Association of State and Territorial
Health Officials. This reporting is done on a voluntary basis.

Like vent lator dependent children, other children dependent on high
technology may be able to receive care in an cutpatient setting. The
Office of Technology Assessment has recommended cxpanded howe coverage for
children who must be intubated (fed a liquid diet through a tube). Is the
Miaternal and Child Health program funding any demonstrations to determine
whether home or community-based care is feasible for these or other
technology-dependent children? Where, and vhat funding level is involved?

The Bureau of Maternal and Child Health and Resources Development is
funding a number of demonstration project grants to determine the
feasibility of home and community-based care for children who are
technology dependent and/or medically fragile. These projects include
such examples as:
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a, A comprehensive service delivery model at the howe and commnity levels
conducted at the University of Wisconsin for 50 to 75 wedically frasiie
infants and children with associated feeding problems, many of whum
nmust be intubated.

L4

A continuing education project for an interdisciplinary group u. ilth
professionals project at thc University of Kansas Medical Center to
upgrade nutrition-related interventions in the home for children with
special health care needs;

c. Developing models of home health care for technology dependent children
and their families in Illinois, Louisiana, Maryland, and Florida;

d. The promotion ot parent/professional coll.boration to recult in
services that arc fasily-centered and close vc home, in Missachusetts
and the District of Coluxbia; and

e. A nmixture of projects which focus on home health care management
systems, camunity-based interagency cfforts, policy analysts issues,
funily and community-based care issues for culturally diverse
population groups in States such as Michiigan, Montana, and New Mexico.
Approximately $6 million is currently esrmarked during FY 1988 for

special demonstration projects of regional and national significance in
this special arca of concern.

QUESTIONS FROtS SENATOR BAUCLIS TO DR. WINDQM

Questicn:  Please elaborate on the nationsl program you identified for
making educational and prenatal s:rvices available to

pregnant women.

Ansver: The program referred to is the Healthy Mothers, Healthy
Babies Coalition. The Surgeon General's Workshop on Maternal
and Infant Health, in December 1980, recommended that the
Surgeon General *'...use the influenzs of his office to

develop a strategy of public information and education to

promote the recognition of the great value to the Nation of
healthy pregnant women and infants.'* Shortly thereafter, the
Public Health Service and the March of Dimes, together with
the American College of Obstetricians and Gynecologists
(ACOG), the American Acadci;' of Pediatrics, the Parent
Teachers Association and the American Nurses Association,
sponsored an organizational conference out of which grew the

Healthy Mothers, Healthy Babies Coalition. Thirty-six
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national voluntary, professional and government organizations
participated at first; there are now 92 such organizations in

the National Coalition.
What is the Federal budget for this program?

The 0ffice of Maternal and Child Health has for the past four
years given a grant to ACOG (which donates space in their
national offices) to suppert the Healthy Mothers, Healithy

Babies Executive Secretariat. In FY 1988, this amounted to
$88,883.00, which paid the salary of a full-time director, a
part-time secretary, the newsletter and other commmnication
instruments, travel and other miscellaneous costs. (Prior to
this grant, staff support for the Coalitiop was provided
directly by the Office of the Assistant Secretary for Health.)

What activities does .t support, in how many States?

The Executive Secretariat supports the development of Healthy
Mothers, H “1thy Babies Coalitions at the State level, the
sharing of information among State Coalitions, and the
convening of statewide c;_)nfcrences. It also sponsors a
national conference every other year, and provides ongoing

support to the activities of the Coalition’s subcommittees.

State Coalitions have been established in all 50 St - the
District of Columbia, Puerto Rico, the Virgin Islands and
Guam. In addition, in some States there are a number of
local Coalitions centered in larger cities; California, for

example, has 13 such local Coalitions.
The major work of the National Coalition is done in

subcommittees. These are: Adolescent Pregnancy,

Breastfeeding Prowotion, Genetics, Injury Prevention,
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Low-Income, Oral Health, Policy, Substance Use and Pregnancy,
and National Conference Planning. Packets of educational
materials have been assembled, publications developed,
surveys conducted, and public awareness campaigns held
through the efforts of these subcommittees. Samples of these

products are enclosed.

What is being done to evaluate the success of these
activities and to share the result of these evaluations with

other States?

The Executive Secretariat publishes a quarterly newsletter
which provides an opportunity for State Coalitions to share
information. It compiles and distributes to State Coalitions
news clips from throughout the country of events involving
Healthy Mothers, Healthy Babies. It distributes t2 the State
Coalitions policy materials and sample products developed by

the various States.

The Executive Secretariat does attempt tc evaluate the
products produced by Healthy Mothers, Healthy Babies. The
evaluation of the Substance Use 1nformation packet and the

evaluation of the Fourth National Meeting are enclosed.

At the present time the Executive Secretai‘at is awaiting’
responses from a questionnaire it submitted to the State
Coalitions, which will measure the breadth of representation
on the Coalitions, the scope of their activities and their
successes. When this data is compiled, we will send you a

copy of the report.

Do any of these programs contain outreach efforts
specifically targeted toward those who may be eligible for
Medicaid but may not know about the program or know how to

qualify?
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Many of the activities of Healthy Mothers, Healthy Babics are
focused on low-income, underserved women to bring them into
early prenatal care and achieve more successful pregnancy

outcomes. A Compendium of Program Ideas for Serving

Low-Income Women, which was published in 1986, drew from 1500
respondents the most promising and successful outreach
efforts; it has been widely circulated within the Healthy
Mothers, Healthy Babies family and to thousands of others
engaged in serving low-income women. With adoption of the
Medicaid option which makes access to prenatal care more
available, the strategies described 1n the coapendiun should

be extremely useful.

In addition, the Executive Secretariat will be producing
leadership training workshops for State Coalition personnel
in which the issues around expanded Medicaid-eligibility will
be fully explored so that State people can maximize the

benefits of this new provision.

Storkline, a statewide toll-free telephone referral se:vice
initiated by the Alabama Healthy Mothers, Healthy Babies
Coalition, received a National Achievement Award from the
National Coalition last year. Storkline assists low-income
pregnant women in locating prenatal care and hospital
delivery services, and provides callers with prenatal care
information Other succe;sful outreach campaigns have been
simiiarly recognized in the past. These national awards are
presented on Child Health Day in a Washington, D.C. ccremony

and are well publicized throughout the country.
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The CHAIRMAN. Senator Wallop?

OPENING STATEMENT OF HON. MALCOLM WALLOP, A US.
SENATOR FROM THE STATE OF WYOMING

Senator WaLror. Mr. Chairmen, thank you. It strikes me that
there are two sets of problems; one is the Tort reform, which this
Congress and previous ones have refused to do anything serious
about. The second one is, of course, the administeation of HCFA
itself and not just referring now specifically to the almost hysteri-
cal despair that exists within the medical community of Wyoming,
about the facelessness of HCFA and the inability to appeal deci-
sions on compensation.

So, on the one hand, you have doctors leaving at both ends; on
the other side, we have doctors who are wondering how they are
going to participate in yet another federally funded program when
the ones In which they are presently participating are so frustrat-
ing to them.

Though I am terribly, strongly in favor of what we are doing
here, I am afraid that, no matter what we do, we are not going to
have any doctors participating unless we can solve some of those
problems. Let me just give an example.

There was a physician in Cody, Wyoming who had a patient in
an intensive care nursing facility. The physician is required by
Medicare to make periodic visits. He made a visit, left town briefly,
and two days later his patient had a medical emergency. Another
physician resporded and submitted a bill t» Medicare. The pa-
tient’s physician was denied payment for his original visit because
the patient had two visits in a time period when Medicare only per-
mits one. It doesn’t matter whether the visit was a response to a
medical emergency.

Neither that physician nor I can understand this logic. What is
he to do, and what am I to tell the medical comr unity of Wyoming
when all they get is computer-generated responses to this over a
relatively small bill, $25.0(§)?

It isn’t the $25.00; it is the principle that this man was accused
of cheating the Government wﬁen he responded to a medical emer-

ncy.

Dr. Roper. The frustration of the physician you cite is very real,
Senator. I feel it myself in going around talking to my 1;;f:ysician
colleagues. I will share with you a specific point. I would glad if
you give me a specific case, to have my staff look into it; but it does
not make sense for us to make those kinds of bone-headed deci-
sions. That doesn’t make us look good in attempting to manage a
program.

But I think that is part of a much larger problemy; and that is,
we, the Federal Government—both you in the Congress and we in
the Administration—are trying to micromanage from Washington
an entirely too complex system already, out there across the coun-
try.

When we are faced with a prograin, Medicare, that serves 31 mil-
lion people, 500,000 doctors, 16,000 nursing homes, 6,000 hospitals,
10 million admissions to hospitals each year, we have to make
rules; and as you well know, rules don’t fit individual circum-
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stances. And that is why, I think, the direction we are headed of
further micromanagement is entirely the wrong direction.

Senator WaALLnp. Doctor, I would agree with that. Mr. Chairman,
I have other questions with regard to this. I appreciate your offer
to look into that, and I have a couple of others from the State.

Dr. Roper. Sure.

Senator WarLop. But it seems to me that, if we are going to
make a success out of expanded access for children’s medical serv-
ices, one of the keys to the access is the participating physician.

Dr. Ropkr. Sure.

Senator WaLLop. Unless we get & handle on that, we have really
got a catastrophe.

Dr. Roper. Doctors have to believe that they are going to be paid
fairly, not going to get sued frivilously, and will be able to do their
job in a professional way without unreasonable hassle from us in
the Federal Government. If we can’t assure that, we won’t have a
program: in the future.

Senator WaLLop. I have another case here of a physician regard-
ing charges; and he has nst changed his fee since 1984, but his fee
was disallowed. And they can’t get an answer to what is taking
place in that area.

So, if you would be kind enough to get somebody on your staff to
look at some of these, I and the physicians in Wyoming would ap-
preciate it; and maybe we might get some participation.

Dr. RoeEr. Sure, we will be glad to do that.

Senator WALLop. Thank you, Mr. Chairman.

The CHAIRMAN, Senator Danforth?

Senator DANFCRTH. Dr. Windom, you said that the minimum
infant mortality rate was about five or six deaths per 1,000 live
births and that we have about 10 in 1,000. That is infant mortali-

—babies who were either born dead or died in their first year. Is
that correct?

Dr. WinpoM. Yes, the first year.

Senator DaANFoRTH. Die within their first year?

Dr. WiNpoM. Yes.

Senator DanrorTH. All right. Now, in addition to that, there are
a number of babies, many of them I think, that are born very small
a.n(%1 t?hat are kept alive by previously impossible means. Isn’t that
right?

Dr. WinpoM. Yes, sir.

Senator DANFORTH. Do most of those turn out to be normal,
healthy children?

Dr. Winvom. Many do not. We can’t give you the exact figure at
this point, but many of them don’t survive, though, even after sev-
eral months; many of them do turn out healthy, but others certain-
ly have consequences of that very low birth weight.

Senator DANFORTH. And if a baby is born with a low birth
weight, the chances of that baby having complications later on are
increased. Is that right?

Dr. WinboMm. Yes, that is right, from that of a normai birth
weight, a normal child.

Senator DaNForTH. Is it costly to care for a baby who is born pre-
maturely?
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Dr. Winpoum. Yes, sir. Today, with all the technological advances
that have occurred, babies are born weighing a pound and a half to
two pounds even; that was never known to occur before all these
advances have been made. Consequently, they are in neonatal in-
tensive care units, costing up to maybe $60,000 to $100,000 just to
take care of those infants during the weeks and months after birth
and, often then, they may not survive. But if they do, it has been
gov}vln to t;'leqmre a great deal of time- before they ever get out of

¢ hospital.

Senator DANFORTH. If prenatal care were better than it is now,
would we not only improve the infant mortality rates but also im-
prove the health of those babies who are born prematurely and fur-
ther helped with the cost of health care?

Dr. WinpoM. Exactly. That is the whole key—to get the mother
with good prenatal care and not abusing any substances, which ag-
gravate the problem, and following the proper precautions—that
will solve many, many subsequent difficulties.

Senator DANFORTH. There are in the District of Columbia
anyhow, television commercials that I see from time to time that
make the effort of reaching out to pregnant women and telling
them that they should take care of themselves and see a doctor and
8o on. Is that unusual in the District of Columbia? Is this a nation-
al program? And if it is not a national program, should it be a na-
tional program?

Dr. Winpom. It is a national program, and the “Healthy Moth-
ers, Healthy Babies” effort that we just mentioned includes the co-
osgeratlon of many groups that are interested in the common effort.
So, we are putting on these types of educational outreach programs
in many communities.

Senator DANFORTH. Should this be expanded?

Dr. WinooMm. It is being expanded, Senator, and I am sure it will
continue to be expanded because those people who are behind the
effort are very committed and dedicated toward that goal; they
have the initiative and the perseverance to reach out, explaining
the benefits.

Senator DANFPORTH. I know that, as of about six months ago or
80, it was not available in St. Louis. I know that there have been
meetings that have been going on in the St. Louis area to create
such a program; but I inferred from that that this is not something
that is national in scope, and maybe it is something that we coul
improve on.

. WINDOoM. We need to get the message out, and we will cer-
tainly be glad to offer what we can to the people in St. Louis who
are also behind the effort.

Senutor DANFORTH. J would think that it would be absolutely es-
sential to do this.

If you had a commercial, if you were the person—the fuce on the
television--what would you say to pregnant women? What is the
important message to get out to them?

. WinpoMm 'I"i\e important message is to seek medical attention
from your philsrician as soon as you are aware of your pregnancy
and get the direction and guidance that your physician or your
health clinic can provide for you, that you immediately stop the
abusive use of any tobacco, alcohol, and other substances—or drugs
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of other types—because those can cause an impact and be a deter-
rent to ha a healthy baby.

So, we weuld want that mother to get into the system of health
care provision as early as she can andg follow that guidance and do
whatever things she can to maintain her good health during the -
pregnancy. .

Senator DaNFORTH. Those are the keys to it? Stop smoking? Stop
drinkij‘:’g? Stop abusing drugs? And see a doctor?

Dr. Winpom. Right. And maintain good, adequate nutrition. Ex-
ercise.

Se~ator DaNrorTH. I have only one other quection, Mr. Chair-
man. .’ we are telling mothers to seek medical attention, is that
universally available now?

Dr. WinvoM. In one source or another, sir, it certainly is. If the
mother can afford it, she has many opportunities. If she cannot
afford it, she still has opportunities through clinical services at the
local health department, and they can advise her and guide her, if
she is at all interested.

If she is not interested—we find that that is our big problem—to
get that mother aware and interested to get into the system. She
can do that.

Senator DANFORTH. But your testimony is that anywhere in the
country, if a woman is pregnant and totally impoverished, medical
care is available to her today?

Dr. WinpoM. Yes, sir. It can be arranged wherever she lives.

Senator DANFORTH. So, the problem is basically informational
and motivational?

Dr. WinbomM. Exactly, and the awareness of how to go about get-
tinéthat help.

nator DANFORTH. Thank yeu.

Dr. Roper. Mr. Chairman, I would like to follow up on Senator
Danforth’s comments if I could. It is certainly true that the rela-
tive availability of prenatal services in various parts of the country
differs; some places it is easy for a woman to get prenatal services;
in others, it is terribly hard. I think that is a fact of life, and that
is why I said in my statement that southern States in particular,
which heve had very poor systems, ought to remedy that situation.

Senator DANFORTH. Mr. irman, if I covld, it would seem clear
to me that our goal should be to make medical care universally
available to pregnant women; and the second goal should be a very
concerted outreach program to inform and motivate pregnant
women as to what steps they should take to deliver healthy babies.
gl;%an, that would be my view. Is that the Administration’s view

Dr. Roper. Yes, but let me just add a more philosophical point, if
I may. It seems to me we have had an unfortunate dysfunction in
our debate over the problem of infant mortality.

On the one hand, there have been some arguing that this was
such a problem, an embarrassment for the nation, given cu: com-
parison to other nations, that we need to put much more money
into programs to fund public services, et cetera. ,

On the other hand, some people have said that this is a question
of individual responsibility; women and men ought to avoid becom-
ing pregnant. They ought not to engage in drug abusing habits,
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drinking, smoking, et cetera. This is an individual responsibility
matter; let’s not talk about more money and public programs.

I think you have to do both. The people who believe in more
money and public programs ought not to gloss over the fact that
there is an important role for individuals taking control of their
own lives anu engagiug in healthy behavior, and then people who
are promoting individual responsibility have to recognize the im-
portance that we as a society have for caring for those who can’t
afford to pay for it.

Senator DANPORTH. Thank you. Mr. Chairman, I have a state-
ment I would like to have put in the record, if I might.

Senator DascHLE. Without objection. Senator Danforth your com-
ment, I think, is absolutely correct, that our goal should be univer-
sal access; but I think if we are going to accomplish that goal, we
have to have the facts. And I must say, Dr. Windom, you are the
expert. You and DPr. Roper are the ones with the information. We
are just trying to gather it.

But the information that I gather in South Dakota is vastly dif-
ferent from what you just stated. If you have ever lived on a reser-
vation, I den’t know how anyone can say that a mother—a preg-
nant woman—has universal access to health care. It is not there.

If you live in a small town outside of McLaughlin, South Dakota,
and you are 100 miles away and you have an emergency, whether
{:3 are a pregnant woman or a small child, access is not there

ay.

I don’t know about ghettoes, but I would have to assume that the
same thing could be said there.

So, I hope you will reevaluate your answer to the question posed
by Senator Danforth: Is universal access a fact of life? I would have
to say defiantly, in this case, no, it is not. Ard for you, the expert
in the Administration, to come to this committee and, without any
exception, say yes, it is—I hope it is inadvertent—but it certainly is
misleading as those of us who are making decisions with regard to
policy have to evaluate whether the goal stated by Senator Dan-
forth is a valid one or not.

Dr. WiNpoM. May I comment? Senator, it does vary, and I want
to emphasize that. But I would like to point out that, in the Indian
Health Service, which is a very important part of our Public
Health Service, we have the lowest infant mortality rate in our
country, lower than 9.5 in average per thousand. So, the Indian
Health Service has been very effective overall. There may be pock-
ets in the Indian Health Service that are not reached; but overall
they have a better birth weight than our Nation as a whole.

Senator DascHLE. Along that line, and I am not going to chal-
lenge that, but I hope you will insert for the record infant mortali-
ty found on Indian reservations today. Would you do that?

Dr. WinpoM. I certainly will.

[The information follows:]




NUMBER AND RATE OF INFANT DEATHS, AMERICAN INDIANS AND ALASKA NATIVES, 1983-1985, AND
UNITED STATES ALL RACES, 1984

[Wnfant mortality rate besed on infant desths per 1,000 Cwe births]
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o US. & reoms
Infant deaths Live births rate

S reservation States, 1983-85 1 .veeersemsssrsrses 1,182 120,355 98 03
S sorvice area, 1983-85* 971 86,143 13 10
Aberdeen 151 1816 193 18
Nesia 129 8,061 160 15
T S 39 424 93 0.9
Bomici 5 459 122 11
Dilings 58 4,566 127 12
Cultfornia * 23 5191 44 04
Nativile 2 2211 131 12
Nevalo 181 16,246 111 10
Okiahoma City. 108 16,067 67 06
Phosnix 93 8916 104 10
Portisnd 8 6,756 121 11
Tocson 2 1499 147 14
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39,580 3,669,141 (1R S——

5 The IHS Reservation Strte dets pertain to ol American Indians and Alsska Natives residing in the States in which Federal Indian Reservations
or “tradtionsl” Indlen fands are jocabid.
tmmmmmmwmmmmmmummummm
Dot for Califorais shomd be Intwpreted with caution since American Indan/Aliska Native race is onderreported on death certrficates in that

Senator DascHLE. All right. The committee stands in recess. We
are in a live quorum, and we will resume just as soon as we have
our vote.

[Whereupon, at 11:50 a.m., the hearing was recessed.]

AFTER RECESS

Senator CHAFEE. Why don’t we resume and take our next panel?
All right. If everybody would please take their seats, and Ms.
Brown, if you will lead off?

S£TATEMENT OF SARAH S. BROWN, M.P.H., STUDY DIRECTOR, IN.
JTITUTE OF MEDICINE/NATIONAL ACADEMY OF SCIENCES,
WASHINGTON, DC

Ms. BrowN. G.od morning. My name is Sarah Brown. I am from
the Institute of Medicine, and I will speak mainly about prenatal
care this morning.

The points I will make derive from two activities conducted by
the Institute of Medicine: a report published in 1985 on preventing
low birth weight, and a project now nearing completion on how
best to draw women into prenatal care early in pregnancy.

The continuing emphasis of the Institute of Medicine and many
other groups on prenatal care rests on the broad and deep consen-
sus that it is an effective intervention, strongly and clearly associ-
ated with improved pregnancy outcomes and with reduced infant
mortality. It also appears to be cost-effective; but despite the
proven value of this service, not all women obtain such care while
pregnant.
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In fact, in 1985 about one-quaiter of all pregnant women did not
begin ;i‘renatal care early in pregnancy, and over five percent re-
ceived Lctle or no care at all. Of course, for some subgroups—teen-
agers, minority women, and so forth—the rates are far worse.

And when you look over time at trends, in some areas the pic-
ture is getting worse and not better. It is disintegrating and not im-

proving.

Now, why are these utilization rates so poor? Why is it, for ex-
ample, that in some areas of New York City, over of all babies
are born to women who receive no prenatal supervision at all, or
just a few visits close to the time of delivery? .

Our Institute committee’s findings and conclusions on tkis
matter of barriers to care will be in our forthcoming report; but let
me say now that m-based external factors are strikingly
prominent in all the data we have reviewed. The evidence is strong
that when financing in particular is adequate, when providers to
care for low income women are plentiful, and the system is easy to
enytsetx; prgmtt‘al care use improves siguificantly. There is ruva!ly no
m i

Andr{n the question and answer period, I would be happy to take
up this issue of women’s information and motivation.

Unfortunately, though, our complex maternity programs don’t
often function well, particularly for poor women. y programs
have been developed in past years to encourage better use of prena-

care and, in some areas, a modest degree of success has been
achieved; but along the way, we have also created a very complicat-
ed tangle of projects and policies, with probable losses in efficiency
manageability, and effectiveness.

Let me highlight three more focused concerns. The first centers
on Medicaid. Indisputably, expanding Medicaid to cover increasing
numbers of low income pregnant women is a critical first step in
improving the use of prenatal care; and in that context, S. 2046
and S. 2122 new under considerction are valuable and important.
Their basic thrust is compleisly consistent with what we have
learned about harriers to care.

Expanding eligibility, however, needs to be joined by major ad-
ministrative refarms In the program to reduce its complexity, to
enroll more providers—an issue again I would like to take up in
mors detail—and in general, to make it a more workable system.

_ With refar.i to the application process, for example, reports from
the front lines reveal an administrative tangle of immense yropor-
tions, an intricate, ever<hanging sysiem that is difficult for many
case workers, let zlonc applicants, to understand.

The app, _ation process czn be demeaning and so time consum-
ing as to w-aost enstre that pregnent women relving on the pro-
ﬁﬁ}m win't Legin needed care until many weeks into pregnancy.

orms ¢ve thus n-eded to shortse and 31mplify acd dignify it, to
continne moving it as far away as poesibl: from the welfare envi-
ronmeat, and to change a case wcrker’s orientation from “How can
I find a way to keep this applicar.t off Medicaid?” to “How can I
welcome her onto the prog am today?”

A second point concerns private insursce. Whatever criticisms
¢... be leveled against tho 54 Medicaid Programs can also be made
about the nation’s thousands of private health insurance plans.

-~
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Recent studies reveal that the presence of private insurance does

not ensure that comprehensive prenatal scrvices can be secured,

gg:d does it necessarily protect women from significant financial
ens,

A third point I want to highlight has to do with the content of
prenatal care. As you may know, considerable confusion exists
about what prenatal care should include, and there is concern that
the quality of care is inadequate in some settings.

I mention this content area because, as major purchasers of care,
Medicaid and the Maternal and Child Health Block Grant should
be d:leﬁly concerned about what they are purchasing.

I will conclude by again raising the issue of international com-
parisons that others have this morning. Many other countries pro-
vide care to pregnant women as a form of social investment. They
have developed relatively simple, well functioning systems, often
with more meager regources to draw on than those available here.
Prenatal care, like health services generally, is made readily avail-
able with minimal barriers on preconditions in place; and it is
closely connected to numerous social and financial supports.

As a result, these coutries report that virtually all of their preg-
nant women begin care early in pregnancy and, not surprisingly,
their rates of maternal mortality, infant mortality, and low birth
weight are often lower than those here.

This profoundly different concept and exverience of maternity
care v'as recently explored at international hearings held by the
National Commission to Prevent Infant Mortality. I would urge
you all to review the hearing record from that day. It contains a lot
of valuable ideas for all of us to consider as we look beyond our
current morass of programs. Thank you.

Senator MrrcHELL. I just walked in while Ms Brown was testify-
ing, so I don’t know, Dr. Wagner, whether you have testified yet or
not.

Dr. WAGNER. No, I haven’t.

Senator MrrcHELL. All right.

Dr. WaGNER. I would be glad to now.

Senator MrrcHELL. We will be pleased to hear from you.

[The prepared statement of Ms. Brown appears in the appendix.]

[Questions and answers of Ms. Brown and Ms. Wagner follow:]
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QUESTION I'OR MS. BROWN AND MS. WAGNLR

Several of our witnesses today have submitted statements
indicating that Medicaid enrollment procedures raise significant
barricrs to obtaining prenatal care. 1n the 1986 Reconciliation
Act, Congress made possible a determanation of “presumptive
eligibility" for pregnant women to expedite their application
for Medicaid coverage. las this approach been successful?
What else could be done to improve access to prenatal cairce for
Medicaid-eligible women?

The presumptive eligibibity clause has been adopted by only 12 States to dat¢  Thus,
uts potential benefits are at present hinuted 1t 1s important to note. however, that even where
presumptive eligibility has been taken up. 3 “qualified provider® 1s Limuted 1o publicty funded
health departments, hospitals, and chinics, but nut private physicians’ practices  Thus. the
presumptive ehigibility clause reinforces the tendency to channel Medicaid eligible women into
sources of prenatal care that are separate from those used by private patents Relaung the
defimition of "gqualified provider” might encourage private physicians to serve Medicaid patients

Other actions to encourage access to prenatal care for Medicaid-ehigible wumen would
be to require a shortened application form for Medicaid-only applicants, and to place Mediaid
enrol'ment personnel in public health clinics or other locations where poor women would be
likely to come for pregnancy vensficaion  These changes would not involve extensive
“outreach” expeases but could add dignity and ease 1o the enroliment process

QUESTION FOR MS. BROWN AND I!NS. WAGNER
Your Statements both :llustrate the tremendous medical costs
that can be incurred by a very small newborn child.
Wwhat are some of the longer term health costs of these low
birthweight babies? Who pays when private insurance runsg out,

especrally 1f Medicard is not availablez?

Evidence from a study of neonatal mortahity 1n 1v78-79 indicated that for every 1000
low birthweight burths (less than 5 1bs, § 0z}, about 150 will have nioderate or severe
developmental impairments at the end of the first year of Life  Some of these children are
technology-dependent, and many are developmentally disabled The costs of treating these
children are very ligh  OTA estimated that every severely impaired low -birthweight survivor
generates discounted hfe-time costs of special health and educational services of $177,000 to
$634,000 A moderately impaires child genzrates hfe-time costs of $90.000 to $167.000 On
average, a low birthweight birth (osts the heaith and special eduvational system between $14,000
and $30,000 1n discounted dollars over the Lfetime of the child

These costs are borne by a combination of parents and their insurance policies.
philantnropic orgamzations, locai and State Gusvernments. the Federal gosernment, thiough Title
V Services for Children with Special Health Care Needs, Medicaid, Medicare, and Educatiun for
the Handicapped Funds, and the gene.al public through subsidization of uncompensated health
Sare When a child's health snsurance runs out, the other scurces of funding must come in
OTA's study of technotogy-dependent children (a sub-group of the pupulatiun under discussiun)
indicated that the availability of funding fron the vanous souices described abuve vanes
enormously from State to State and from child to child, depending on his or her particular
condition and famuly circumstances  Public sources of funding are highly variable, and parents
often feel overwhelmed by the muitipie bureaucsacies involved  In sume cases, sume sersies
may simply not be provided

ERIC 92
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QUESTYON FOR PANEL OF MS. BROWN AND MS. WAGHNIR

I have always been most impressed by th2? aiguments that prenatal

and infant care are a national investment which pays off in the

P s

* long term by producing healthy citizens. You have done a good job
of illustrating that, without further :nvestments 1 MRproving

infant mortality, all of society pays the costs ain the future.

This logic has been a compelling one in Medicaid. Do you think

that private insurers and employers approach coveraye of children

thas way?

1f so, what approaches do private groups use to mmprove

access Lo pranatal care?

Under the Pregnancy Discrimunaticn Act of 1978 emplovers with 15 or more
employees who offer group health plans 1o their employees are required to offer maternity
services as they would any other health care benefit  However. employers often include fanuly
coverage and coverage of dependents only as a voluntary benefit. and often with 2 sizeable
premium. This discourages employ ees. particularly low-income employees. from enrolling ther
dependents in group health insurance  The result 1s that many pregnant women and chiidren
are uninsured For example. OTA estimated that between 14 and 19 percent of all jafants were
uninsured in 1986.

Because of employee turriover and enrollment/disenroliment cycles for private
insurance, private third party payers do not reap the entire Senefit of offering early or more
comprehensive prenatal care benefits to their employees  Sin.» they cannot reap the full
financial savings associated with early care, th.ey are not as lihely to provide such benafits as
they would be were all such costs and savings internalized over the course of an employee's
lifetime.

QUESTION FOR PANEL OF MS. BROWN AND MS. WAGNLR

Your statements haghlight what has been one of our most mmportant
accomplisnments in the past few years, the gradual improvements in
Medicaid eligibility for pregnant women and infants. Yet, I thuink
you have both done a good jJob of remanding members of this Committee
that eligability is only part of the picture.

. As I understand it, one piese of the puzzle of mmproving
Medicaid coverage of prenatal care is the unwillingness of some
providers to participate in the program. Yet, we have limited
resources at both the Federal and State levels and cannot simply
increase payment rates across the board. Do you have any
recommendations on how provider participation could be cucourayed
without breaking the bank?

One way to obtain better access to prenatal care for poor women would be to
adequately fund Maternal and Child Health Clinics or comprehensive heaith centers to provide
high quality care 1o women and children in target areas  These clinics or centers could contract
with physicians to provide needed care for poor women and children The contract rates mught
be lower in the aggregate than those obtained through 2 broad-based increase 1n Medicaid fees
Of course, this approach wouid tend to channel poor women and children 1nto separate
providers from private patients, and it would 1n essence continue to 1gnore the serious
discrepancy between private and Mediuwid fees for maternity services The fact that the real
value of funding for primary health care services through Title V. Community kHealth Centers
and Migrant Health Centers has seriously eroded over the past five years suggests that hitile
sttention has been given 10 maintaining previous levels of access for these groups

O
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STATEMENT OF JUDITH L. WAGNER, PH.D., SENIOR ASSOCIATE,
HEALTR PROGRAM, OFFICE OF TECHNOLOGY ASSESSMENT,
WASHINGTON, DC

Dr. WagnNzr. Thank you, Mr. Chairman. I am Judith Wagner,
and I am a Senior Associate at the Office of Technology Assess-
ment and the project director of a recently completed study on chil-
dren’s health.

For the sake of brevity, I would like to submit my prepared re-
marks for the record and make just a few comments on
issues that we feel are important in children’s health care.

The first issue, which you have heard before this morning, has to
do with the cost effectiveness of early prenatal care. We looked
long and hard at the evidence on prenatal care’s effectiveness and,
desglite some serious shortcomings in the methodologies of most
studies of prenatal care, we were able to conclude that earlier or
more comprehensive prenatal care can make a difference to low
birth weight and infant mortality, especially in poor women and
teenagers.

We also found that the medical costs of early care are likely—
highly likely—to be outweighed by the health care savings down
the road from reducing the need for treating low birth weight
babies. We estimated that each low birth weight baby costs the
health care system, on average, between $14,000 and $30,000. If
Congress wanted to realize net health care savings and at the same
time reduce infant mortality one way it could do this would be to
expand Medicaid benefits to all pregnant women in poverty.

e success of such a strategy, however, for reducing low birth
weight and ir.fant mortality would depend on how man; women ac-
tually do get earlier care as a result of new Medicaid eligibility.
Other barriers to early prenatal care need also to be removed, such
as the lengthy and logistically difficult enrollment procedures in
many States to which Ms. Brown has just alluded.

Tt.- second issue that I would like to go over briefly is the sub-
stantial number of children who do not get adequate primary care.
OTA found that children without health insurance, most of whom
are poor or near poor, do not get all the care that they should; and
&e dﬁs;l;:ianty between actual and ideal care is greater, the sicker

e child.

A few pertinent facts here include, first, that 1+ to 19 percent of
all American children under 13 years of age had no health insur-
ance in 1986; 61 percent of these children were poor or near poor,
and most of these were children in two-parent families.

In 1985, 20 percent of all two-year-olds in the U.S. were not fully
immunized ozgainst measles despite the overwhelming evidence
that childhood immunizations are cost saving to the health care
system.

The percent of children in poverty has increased dramatically in
the past ten years. In 1978, about 17 percent of all infants were in
poor families; in 1986, it was about 22 percent. At the same time
that poverty rates grew, real Federal funding tor the MCII block
grants, the community health cer’ers, and migrant health ~enters
declined by 32 percent.

r"x
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If Congrss wanted to increase poor children’s access to primary
and g)reventive care, it could do two things. First, it could expand
eligibility for Medicaid to children in poverty; or, alternatively, it
couid sugeta.ntially increase direct funding for services for children
through the MC and other grant programs.

Finally, I would like to make a few remarks about a small group
of children, somewhere in the vicinity of about 10,000 nationally,
with such extraordinary medical needs that they represent a group
for whom our pnblic and private health insurar.ce system is totally
failing. I am reterring to technology-dependent children.

These are children who depend on both a medical device and con-
tinued skilled nursing care to keep them alive. The ventilator-de-
pendent child is the prototype, but certainly not the only kind of
child who falls into this category.

These children’s needs for medical care, physical therapy, occu-
pational therapy, psychological therapy, social services, and even
respite care for their parente are so great that they simply create a
financial burden for their families that, in some cases, is over-
whelming.

The three main failures of both private and public health insur-
ance in dealing with these catastrophic illnesses are, first, the fail-
ure to cover as benefits all the kinds of care these children need
and in the settings that they need them; second, maximum limits
on private insurance policies that ultimately leave the child and
his family uninsured; and third, the Medicaid requirement in most
States that the familmf)end itself into poverty before the child is
eligible for Medicaid, unless that child is institutionalized.

e key to solving the problems laid out above appears to lie in
strengthening the ability of State and local agencies to coordinate
services for these children. Help can come from the Federal Gov-
ernment through title V for increased direct services and case
management, as well as through revisions in Medicaid that allow
for individualized approaches to planning and paying for services
for these children. nk you.

Senator MrrchELL. Thank you, Dr. Wagner.

e prepared statement of Dr. Wagner appears in the apgzndix.]

na;or MrrcueLL. We will now pr to questions. Senator
Chafee?

Senator CHAFEE. Thank you, Mr. Chairman. You have both high-
lighted the benefits that would come from extended Medicaid, and
I agree with that; but we have one problem, and that is the provid-
ers in some instances not being willing to participate. By providers,
I am talking about fphysiciams:, and hospitals also, I suppose, al-
though that is less of a problem. We are talkiug about p ysicians,
aren't we?

Ms. Brown. I would like to respond to that. I think this morning
we have talked about physicians, but I have been struck by the
total absence of discussion of nurse midwives, and other profession-
als who, at least in other countries, carry the large part of the
burden, certainly for prenatal services, and in many instances for
delivery care as well.

I am struck continuously in my assessments of programs around
the country as to how we have aimost s stematicaYly avoided using
this magnificent resource, particularly for teenagers, for low

Q
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income women, and for other at-risk groups for whom nurss mid-
wives are uniquely well trained to care.

Senator CHAFEE. Do we have a trained segment of the communi-
ty who are listed as nurse midwives? Is there such a degree now
awarded or such a certificate?

Ms. Brown. Oh, abeolutely. It is graduate training beyond the
R.N. degree. There are, of course, lay midwives, who I think most
people agree are insufficiently trained; but graduate trained nurses
who have excellent training in perinatal medicine have been
shown repeatedly to be excellent providers of care.

Now, again, I am talking about——

Senator CHAFEE. They are not under the Medicaid reimburse-
ment, I presume; there are problems about their being reimbursed.
Is that correct?

Ms. Brown. I am not fully familiar with that. Magybe Dr. Wagner
is, but let me just say this. We don’t he.ve a lot of them in this
country. I mean, even if we agreed today that, yes, this is what
glows in the dark; this is the answer; we have been so single-
minded about keeping the system physician based that even if we
decided that we should rely more on other providers, there would
not be an enormous pool of certified nurse midwives, for example,
to draw on.

Obviously, that can be corrected. I just want you to understand
that, when we talk about provider availability, the conversation
has been uniquely skewed to only one category of providers. And as
I mentioned, in European countries nurse midwives and similar
well-trained professionals are the front line; they are not sort of
the backup or the people we turn to when everybody else falls
apart or won’t care for the women.

Senator CHAFEE. I suppose they might have a greater affinity
with those they are servirg, with their clientele, teenage pregnant
girls, for example.

Ms. BrRowN. Precisely, and there are data to prove that.

hSe'r’mtor CHAFEE. But they have a problem, too, of liability, don’t
they?

Ms. BrowN. Yes. I was talking to a nurse midwife just the other
day whose liability insurance was going from $2,500 last year to
$7,000 this year. But in comparison to physician liability, of course
it is small. On the other hand, their salaries are so low that it rep-
resents a large chunk of :ncome.

The liability problem pervades the issue of capacity and provider
availability.

Senator CHAFEE. Is one of your recommendations then that we
enlarge the use of nurse midwives and include them in the system
to a greater degree than presently exists?

Ms. BrowN. I am not at liberty to say what our forthcoming
report is going to recormend. Our past unc did say that, though,
and it seems to be common sense.

Let me mention one other thing. This issue of providers' avail-
ability, here in the District of Columbia, there is excess capacity
among obstetricians in the private sector, among physicians willing
to care for affluent women. What we are talking about is limited
capacity in the systems willing or able to care for low income
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women. This is not a total capecity deficit, except in rural areas
and in some areas where there is simply nobody at all.

But in cities, there are lots of obstetricianc, _amily practitioners,
and others. The problem is getting them involved in the issue of
indigent care.

Senator CHAFEE. What about the need for case management for
low income patients? Could either of you address that?

Dr. WAGNER. I would like to follow up on the nurse midwife

- issue. Medicaid does pay for nurse midwives if they are licensed in

the State—to the extent that they are licensed in the State.

With rmto case management, I think what Sarah is alluding
to, and I think what we need to see is an expansion of the avail-
ability of services for women at the beginning of their pregnancies,
a wxmngn' ingness or a sense that women have that there are places to
go and people willing to serve them.

To the extent that case management erhances that availability
of services I think it can be useful; but to the extent that case man-

ement, as it has been used in some Medicaid programs as a way
of containing costs and limiting provider availability, it may not
have the kind of access implications that we would like to have for
this type of patient.

Senator CHBAFEE. Thank yeu.

Ms. BRowN. Could I make one comment on case management?

Senator CHAFEE. Yes. My problem, Mr. Chairman, is that I have
a firm commitment; I have got to go. I am not sure I can be here
this afternoon. Are you going to keep going?

Senator MrrcHeLL. I believe that is the chairman’s intention,
Senator Chafee

Senator CHAFEE. I regret that the witnesses have been held up,
and I apologize for having to leave. I want to thank both of the wit-
nesses. Go ahead Ms. Brown; you had something to add?

Ms. BrRownN. I just wanted to make a brief comment on case man-
agement. My observation is that that means a lot of different
things to a lot of people.

Senator CHAFEE. It is a well-used term. I am not exactly what it
means.,

Ms. BRowN. You are right in that assumption, because in fact it
means many different things. What I think in practice it suggests
is that, when there is a woman who has many vroblems, many
risks, in our complicated system she has to tap into many pro-
gre}msh WIC, food stamps, housing assistance, AFDC, Medicaid, and
so forth.

The system is so complex that we need to hire people to help or-
chestrate that system for the individual clients. Now, that gets
called many things: social support, patient advocacy, patient coun-
seling, and so on and so forth.

But what it is directed at is the chaotic system that particularly
a low income woman faces when she tries to get what she needs to
have a healthy pregnancy, to get care for her infant, and so forth.

As I said, I don’t really understand in all settings what that in-
cludes, but it is a marker; it is a groxy for the chaos that the
women face in trying to get what they need. And of course, it is
important.

nator CHAFEE. Thank you. Thank yov, Mr. Chairman.
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Senator MrrcHeLL. Thank you, Senator Chafee. If I could pursue
the point you raised, Ms. Brown, about midwives, am I not correct
that Medicaid now requires States to include nurse midwife serv-
ices as reimbursable under their programs? .

Ms. BrownN. I believe that is true. What I was responding to was
not 80 much the Medicaid regulations, but what goes on in prac-
tice. The tenor of many communities is that the physiciens, for var-
ious reasons, will not care for certain women; but the system is or-

ized in a way such that they will not let the midwives care for
them either.

A lot of hospitals exclude midwives from delivery privileges, and
they have brought other pressures to bear, such that theaﬁhysician-
dominated system cannot fold in these other professionals as well.
It is really not more complicated than that

Senator MircaELL. Of course, as you are well aware, our health
care system is essentially a private system with limited public pro-
grams; and I want to make clear that many share your view. I am
not certain that you are proposing a legislative remedy to that, or
whether that is a problem that is somewhat broader in scope and
roquires a national change in social attitudes.

Ms. BrowN. That is correct.

Senstor MircuELL. Yes. In your eloquent description of your
meaning of case management and the difficulties that a woman
faces, it is true the system is complex. I am also unclear as to
whether or not you have a recommendation to change that.

When the President proposed a series of block grant programs to
reduce the number of categorical programs, those who are advo-
cates of such programs vehemently opposed the proposal because
they saw it as a rather transparent mechanism to reduce funding
overall. We periodically reinvent the wheel in our society, and so
we go from categorical to broader programs. What do you suggest
we do legislatively to deal with the problem you have described?

Ms. BrownN. I think you put your finger on it. You see, there are
really two ways of going about this. You can take the current com-

-plex of and continue working at the margins, which is I
think wggt we have all been doing for a number of years—expand-
ing a little bit here, trying to streamline a small proportion there.
But the notion that we could step back and create a more unified,
easily accessible, and I would suspect much simpler system, we
don’t seem to be able to do for obvious reasons.

Senator MrrcHELL. You mean a national health system?

Ms. BrowN. Not necessarily.

Senator MitcHELL. We will all be struck by lightning. [Laughter.]

Ms. BrowN. I may lose my job, but I am 10t going to say that.

Senator MitcHeLL. All right.

Ms. BrowN. No, you see, I think if the political will were strong
to take a serious look—a serious examination—of the current pro-
grams for pregnancy and infancy and children, I think that over
time some suggestions could be made to put something together
that pernaps contained elements of what we ha. and perhaps
some new things.

This midwife issue is just one small example of the kind of a per-
spective that we might fold into a new system, were we designing
it.
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I don’t think it is an imponderable problem, though. I think over
time we could think of a way to bring a lot of these programs io-
gether, but it would take, as I said, political will. I think in the cur-
rent environment, that is not present; and what we are doing, as I
mentioned a raoment ago, is to continue working at the edges and
making those changes we are able to.

Senator MirceeLL. 1 have to respectfully disagree. There can’t be

political will unless there is knowledge and a specific proposal. We
invite you here, and we are grateful for your presence and testimo-
ny.
One of the reasons we invite you is to point out problems, which
you have done very well. The other is to ask you to suggest solu-
tions, which I must say, in all candor, you haven’t done well until
now. And I want to give you a chance to correct that.

Will you organize your thoughts in writing and provide them to
the committee? What specificaily do you suggest that we do to deal
with the problem which you have eloquently described and which
we understand exists? We want to deal with it and we want to
demonstrate that we have the political will to do it.

Ms. BROWN. Let me say that, with regard to the issue of low
birth weight, our group in 1985 in fact did make a number of sug-
gestions which we have presented to the Congress on numerous oc-
casions; and we can do that again.

Our forthcoming report will make some ~dditional suggestions,
but we were not asked in our current work to redesign maternal
and infant health systems for the United States. The point I want
to make is that I think it is possible to do that over time and with
a broadly representative thoughtful group. I think the specifics
could be worked out, combining private and public sectors and, as I
said, drawing on certain elements of the present system

Senator MrrcieLL. If I, as Chairman of the Health Subcommit-
tee, asked your Institute to do that, would you then do it?

Ms. Brow N. Probably.

Senator MrrcHELL. All right. That will be done, will it not?
[Laughter.]

Tha.?vkﬂfou very much. We really appreciate your testimony.

We will now proceed to the next panel, which includes Dr. Gail
Wilensky, Vice President, Division of Health Affairs of Project
Hope, Washington, DC, and Paul Newacheck, Assistant Adjunct
Professor, Health Policy, Institute for Health Policy Studies of the
School of Medicine, University of California at San Francisco, San
Francisco, California.

Good afternoon, Dr, Wilensky and Mr. Newacheck. We welcome
you, and we look forward to hearing from you. We will begin with
you, Dr. Wilensky.

STATEMENT OF GAIL R. WILENSKY, PH.D., VICE PRESIDENT, DI-
VISION OF HEALTH AF¥AIRS, PROJECT HOPE, WASHINGTON,
DC

Dr. WiLensky. Thank you for inviting me, Mr. Chairman, to tes-
tify before the Health Subcommittee. As you have indicated, my
name is Gail Wilensky; I am a Vice President of Health Affairs for
Project Hope.
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I am here, however, as au. independent health policy analyst and
not specifically as a representative of Project Hope. The purpose of
my presentation is to discuss health insurance coverage and health
care spending by families of children with chronic diseases and
high-cost illnesses.

In many ways, the problems of these families are similar to other
families who are uninsured or underinsured or who are impacted
by catastrophic illnesses or who have an adult—ususlly an elderly
person—wh2 needs long-term care.

There are, however, some very important differences for these
families, specifically, the number of yeais that they may face high
expenses, the number of famiiy members who may be burdened by
having a chronically ill child, the special educational needs for tke
children, and the particular problems that these families face when
the child becomes a young adult and may no longer qualify either
for the parent’s private insurance or for public programs.

It is also particularly important as we struggle to come to closure
on acute care, catastrophic coverage for the elderly and intensify
our discussions on long-term care needs which I know you have
been very interested in, Senator Mitchell, that we not forget this
other most vulnerable aspect of our society—that is the children.

Definig what we mean about who we are concerned about re-
quires some discussion, and I would like to just quickly indicate
who it is that I am thinking about and what it is that I mean when
I use these terms. There is more information zhout this in my testi-
mony.

I helieve it is most useful to think about the problems of families
with children with chronic or high-cost illnesses in terms of the ex-
penditures that they face, rather than wi-ether or not they have a
particular disease. I also believe that we must acknowicdge the
period of time over which this expense is incurred becaase what a
family may be able to tolerate if-it only occurs in one year may be
very different from what it can tolerate if it is expenditures that
must be faced for five, ten, fifteen years, or a lifetime.

And finally, we need to look at the expenditures that the family
incurs relative to the family’s income.

It is also unfortunately a problem that data for this group is very
hard to come by. It is aimost always difficult to obtuain timely data
in the health care area, as I know you have heard before, but it is
particularly a problem here because high-cost illnesses in children
are fortunately very rare events and because most of our surveys
only include information at best on direct medical care expenses
and frequently exclde the other social support service costs that
go with there children.

We believe that there are about two million children in the
United States that have a substantial limitation in their activities
and about 225,000 that are severely limited. The characteristics of
thes. children exacerbate their problems in that they are likely to
live in low income families—more likeiy than the rest of society—
they are more iikely to live in households that are headed by
women, and they are more likely to be covered by Medicaid when
they are insured rather than private insurance coverage.
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The estimates indicate that the expenditures on these children
vary substantially. I believe Paul Newacheck will discuss this in
some greater detail.

In 1982, thess expenditures varied between $870 and $10,000 per
year for hgfltm and physiciar services only, not counting any
other mexiical or social services. These expenses are between three
and 38 times greater than other children incur. The number of
physician visits will depend ru how sick they are; whereas for most
children we are talking about four physician visits a year, for those
with the greatest limitations, we are talking about some 22 visits a
year.

They are also four times more likely vo 2 hospitalized than dis-
abled children and, once hospitalized, have an average length of
stay twice that of children without disabilities.

sing some data from 1980, Paul Newacheck has indicated that
these estimates have increased to about $1,200 per child that is dis-
abled; and, as in all medical care, expenditures are very concen-
trated, that is, some children—even in this group—use a lot more
expg?ditures than the group as a whole. And that is a particular
problem.

There is also a problem with neonates. About 150,000 to 200,000
infants are treated annually in nconatal intensive care units, about
half of whom are low birth weight infants. Their costs vary dra-
matically on average from $12,000 to $39,000; but for the very lit-
tlest, those who are under 750 grams, they can be as much as
$60,000 to $150,000.

And for those that survive, some of them will be norwmal; others
will become chronically ill and dependent for the rest. of their lives.

In general, disabled children are more likeliy to be insured than
children as a whole. They also, however, as I have indicated, are
more likely to be on Medicaid than they are on private insurance.

There have been some changes that have occurred in the 1980’s
that have made it particularly difficult for those children with pri-
vate 1nsurance. Some of the difficulties have occurred because cov-
erage has declined and some because deductibles and copayments
have increased. But there have been some beneficial changes as
well, such as stop loss provisions and the introduction of case man-
agement as a more common part of insurance.

Let me say in concluding that many of the policy rezponses ap-
propriate for the chronically ill are the same as those for the unin-
sured and those with catastruphic illness. That means more em-
ployment related insurance for the workers who do not now have
1t, especially insurance with catastrophic coverage; a Medicaid floor
and an expanded Medicaid prograia but particularly, a floor below
which we will not allow States to go; and subsidized risic pools for
the medically uninsurable.

Targeted service programs, such as the State crippled children’s

rograms, will continue to be important; but the changes that I

ave just outlined—and I will be glad to discuss them in detail
with you during the discussion period are ones that we need to con-
sider more thoroughly.

They are issues we have heard discussed before concerning the
problems of the uninsured and the :lderly catastrophic. They are
particularly important for this group as well.
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Senator MrrcHELL. Thank you very much, Dr. Wilensky. Mr.

Newacheck?

dix['l‘he Drepared statement of Dr. Wilensky appears in the appen-
[Questions and answers of Dr. Wilensky and Mr. Newacheck

follow:]
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QUESTION FOR PANEL OF ACADEMICS (Dr. Wilensky & Mr. Nevichek)

I am particularly struck by the evidence in your statements
that high-cost 1llness and its financial risks are very unevenly
distribated. As Y understand it, the evidence is that a very few
children account for a disproporticnate share of hospital use among
children. 1Is it accurate to say that, in general, most children
with severe acute health care needs require hospital care at some
point--and is this more true than for adults?

Who pays for this care when the child has no public or
private insurance?

Are there luss costly alternatives to inpatient care? what

should the Federal role be in encouraging the use of less costly
servaices?

Question: 1am particularly struck by the evidence in your statements that high-cost
illness and its financial nsks are very unevenly distributed. As I understand it,
the evidence is that a very few children account for a disproportionate share of
hospital .se among children Is 1t accurate tc say that, in general, most children
with severe acute health care needs require hospital care at some point--and is
this more true than for adults?

Answer:  Itis true that high cost illness and the financial risks attendant to such
illnesses are unevenly dist.ibuted among children.l Children are rarely
hospitalized, but most children with high medical care expenses have spent
some time in the hospital Data from the National Health Interview Survey
indicate that fewer than 5 percent of children under 18 years old were
hospitalized” in 1986 2 Yet data from the most recent available national survey
on medical care expenditures, the 1980 National Medical Care Utilization and
Expenditure Survey, indicate that average medicat care expenses for
hospitalized children under i8 years were nearly 13 times higher than those for

nonhospitalized children.3

A relatively small segment of hospitalized children with either multiple
admissions or lengthy stays account for a disproportionate share of all hospital
use among children For example, 5 percent of children hospitalized in 1986
spent 30 or more days in the hospital This relatively small group, numbering
approximately 120 thousand, accounted for 7.4 million hospital days or 42
percent of all hospital days’ for child.en under 18 years 4 It foilows that policies
addressing high cost illn~"ses should focus on hospital use, especially among

children witi multiple and lengthy hospitahzations. Children with severe

" excluding stays for well newborn infants
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chronic illnesses are disproportionately represented among those with lengthy

hospital episodes.

Whether children with severe acute or chronic illnessec require hospitalization
is dependent on the nature of their conditons and the adequacy and
availability of services provided outside the hospital setting. Certainly,
children who are victims of accidents, violence, or other forms of trauma are
prime candidates for hospitalization, as are newborns of low birthweight In
other cases, particularly for children with chronic illnesses, proper case
management and access to community and home-based services can reduce the

need for hospitalization.

Question: *Who pays for this care when the child has no putlic or private
insurance?

Answer:  Fortunately, 85 percent of children under 18 have some form of health
insurance, and both public and private insurance tend to provide ectensive
coverage of inpatient hospital expenses Data from the National Medical Care
Utilization and Expenditure Survey, for example, indicate that families paid an
average of only 11 percent of their children's hospital expenses directly out-of-
pocket in 1980.3 By comparison, that same year families paid an average of 38
percent of physician bills directly out-of-pocket.3 The relatively generous
coverage of inpatient hospital expenses helps to reduce financial burdens ;or
families with insurance, but also creates a financial incentive for patients and
providers to use hospital setvices in lieu of potentially less expensive, but less

wel! covered community and home-based services

Famnilies of children admitted to a hospital with no private or public health
insurance are expected to pay for their accumulated charges directly out-of-
pocket. For large bills, hospitals often arrange for payments to be spread over
the course of a year or longer. Hospitals have a great incentive to qualify
children from indigent families for Medicaid or other pubhc programs In fact,
hospitalized children were almost twice as likely to be covered by Medicaid as
nonhospitalized children in 1986 5 Because hospital charges are very high,

many children from low income families will quickly become ehgible for
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Medicaid by spending down to state-set financial eligibility levels in thore states
with Medic 1lly Needy programs (about two-thirds of all states). In the
remaining states it is more difficult to qualify for Medicaid, and the
accumulated charges may be “written off" as bad debts or subsidized through
charitable organizations. Despite limited budgets, Federally and State funded
Title V programs also help meet hospital care bills for chronically ill and other
low income children with inadequate health insurance. Finally, children
without insurance are often transferred to county or other public institutions

and, indirectly, become subsidized through public funds.

Question: Are there less costly alternatives to inpatient care? What should *he
Federal role be in encounraging the use of less costly services?

Answer:  Approximately two-thirds of all hospital admissions are for acute health
vroblems.5 Gnce treated these children often require httle additional care. The
remaining children are hospitalized for chronic illnesses and typically have
ongoing care needs. Policies to reduce hospitalization for children with acute
health problems will generally differ from those aimed at reducing hospital

stays for chronically ill children.

Reducing hospitalizations for children with acute illnesses might best be
accomplished through prevention programs Such programs might include
those aimed at reducing accidents, violence, substance abuse, and other

avoidable traumatic events. In addition, prevention in the form of impr¢ ed

access to primary care services can lead .o early ideatification und amelioration
of health problems that would otherwise lead to hosprtalization. Programs
such as Early and Periodic Screening , Diagnosis and Treatment (EPSDT) under
Medicaid are i © 'y suited for this purpose, but only half of all poor children
receive Medicaid and only a fraction of Medicaid recipients actually obtain
ESPDT services 78 Finally, other prevention programs could be pursued to
reduce the need for the most expensive form of hospitalization--neonatal
intensive care. A growing body of evidence supports the notion that quality
prenatal care reduces the likelihood of low birthweight and the need for
intensive hospital care.9 Those pregnant women least likely to obtain timely

prenatal services are disproportionately poor and near-poor Recently enacted
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legislation permitting states to cover pregnant women up to 185 percent of the
poverty level should help in this regard, but since the program is optional it is
unclear how many states will adopt more generous eligibility standards.
Another approach to be considered is mandating coverage of low income
preghant women under Medicaid and mandatirg provision of an adequate

package of prenatal care benefits for eligible pregnant women.

Policies to reduce hospitalization for chromcally ill children must recognize the
ongoing nature of their need for health services. Chronically ill children with
some level of long-term limitation in their activities spend an average of six
times as many days hospitalized as other children. Children who are unable to
attend school or engage in ordinary play due to chronic ilinesses spend 40 times
as many days hnspitalized as nondisabled children.10 In recent years third
party payors, both private and public, have increasingly considered alternatives
to hospital care for severely chronically ill children (e.g., ventilator assisted
children) These community and home-based alternatives appear promising
from the viewpoint of third party payors However, financial savings from
home care often result from a shift in the burden of care from paid hospital
nursing sta’f to unpaid family members 11 Hence, it is important to consider
whether home care creates an excessive care-giving burden for famly
members At minimum home care programs for chronically 1l children
should include a comprehensive set oi medical and socal services, including
case management, tor the child and prowision of respite and couns~ling
services for family care-givers. There are additiona! concerns about the safety
and efficacy of home care for chronically ill children Although not all the
evidence is in yet, inihial results appear promising in this regard. One study in
Montreal demonstrated that home care for children with complex medical
conditions such as hemophiha and asthma 1s quite safe.12 In the U.S,, an 80
percent reduction 1n hospital use and a 70 percent reduction in days lost from
school or work has been demonstrated for participants in the Hemophilia
Diagnostic and Treatment Centers 13 These comprehensive care programs
combine home care with care provided at regional centers Another study in
New York demonstrated that home care provides measurable psychological
and social benefits for the child and mother, and results in more satisfactior

with care.12
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It would seem prudent for the Federal government to encourage the gradual
development of home care and community-based alternatives for severely ill
children. De *elopment of alternatives should proceed gradually to ensure that
home care programs are comprehensive in scope, provide needed services in a
safe ard mec.cally efficacious manner, and do ot place undue burdens on the
family. The Bureau of Maternal and Child Health and Resoarces Development

has funded several d>monstration projects relating to home care and many

lessons could be drawn from these projects. The Amencan Academy of
Pediatrics has prepared general guidelines for home care that might help to
serve as a beginning basis for federal legislation concerning the quality and
adequacy of home care services for severely ill children 14,15 Additional
guidelines are being developed by the Academy of Pediatrics for the Health

Care Financing Administration.

Much of the public debate over home care for severely ill children has focussed
on the costs of home care compared to hospital-based care. While cost issues
are clearly important, issues of quality of life for severely ill children and their
families are often neglected in these discussions. Any guidelines adopted for
public and privately financed home care programs should balance the medical
and sncial needs of the child and the family with the costs of care in alternative

care settings.
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STATEMENT OF PAUL W. NCWACHECK, M.P.P., ASSISTANT AD-
JUNCT PROFESSOR, HEALTH POLICY, INSTITUTE FOR HEALTH
POLICY STUDIES, SCHOOL OF MEDICINE, UNIVERSITY OF
CALIFORNIA, AT SAF FRANCISCO, SAN FRANCISCO, CA

Mr. NEwWACHECK. Mr. Chairman, I am pleased tgaialppear before
you today to discuss the health care needs of chronically ill and dis-
abled children. For the last five years, I have engaged in research
concerning the health care use and expenditures for this popula-
tion. Based on that research, I would like to call your attention to
just a few key points from my written testimony.

First, chronic illness varies in its impact on children’s health and
functional status. While many children have mild chronic condi-
tions, only about five percent of U.S. children under age 18 suffer
some degree of disability or limitation in their activity due to
chronic illness. This represents currently about three million chil-
dren nationwide.

These children range from those who are limited in sports and
other recreational pursuits to those who are unable to attend
school or to engage at all in ordinary play with other children. So,
what we have is a spectrum or a continuum of chronic illness rang-
ing from the very mild to the very severe. For the remainder of my
testimony I would like to focus on the five percent of U.S. children
with some level of disability.

These disabled children need and use many more health services
than nondisabled children. They use six times as many hospital
services, three times as many physician services, and six times as
many other health professional services.

These higher use levels translate directly into higher charges
and out-of-pocket expenses. In addition, expenditures for this popu-
lation are unevenly distributed within the disabled population. A
relatively emall proportion of disabled children accounts for the
mggrity of total charges and out-cf-pocket expenses.

nsequently, families are unevenly exposed to the financial
risks associated with chronic illnezs. While most disabled children
have some form of private or public coverage, one in every seven
disabled children is uninsured. This translates to nearly a half mil-
lion disabled children without any form of health insurance. Many
more have coverage that provides inadequate financial protection.

Higher income families tend to be better insured and appear to
be more capable of meeting health care expenses not covered by in-
surance. Moderate and low income families, however, are much
more likely to be uninsured or underinsured and have less finan-
cial resources to draw upon in meeting health care bills not cov-
ered by insurance.

Disabled children from families below the poverty level, for ex-
ample, are twice as likely to be uninsured as their counterparts in
families with incomes above the poverty level.

Adequate health insurance or other mechanisms for paying for
care ghould be available to families of all disabled children. The
current patchwork of private and public- programs falls she.t of
reaching this goal.

Private health insurance; while adequate for meeting many dis-
abled children’s needs, often provides only limited coverage for
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‘}llgeme health and other services needed by severely disabled chil-

n.

Medicaid plays an important role in financing the health care
needs of low income disabled children. However, income eligibility
thresholds are often tgite low and vary considerably from State to
State. Recent survey data indicate that only six out of every 10 dis-
abled children below poverty are covered by Medicaid.

Families may also turn to the Federally and State financed pro-
grams for chil«{ren with special health care needs, formerly known
as Crippled Children’s Service Programo. These programs offer case

ement and other critical health services to disabled children;
but like Medicaid, eligibility criteria for access *o health care serv-
ices varies from State to State.

The result is that a disabled child may be ineligible for either
program in one State but eligible for both in another. These inequi-
ties in the current system iﬁgest that new initiatives are needed if
we are to truly meet the health care needs of dizabled children and
protect their families agains: undue financial burden.

Our Nation’s children and our society deserve no less. Thank
you.

Senator MrrcHELL. Thank you very much, Mr. Newacheck.

['I:‘hi:]prepared statement of Mr. Newacheck appears in the ap-
pendix.

Senator MrrcheLL. Dr. Wilensky, in your closing remark, you
made a series of recommendations, one of which was what you de-
scribed as a Medicsid floor.

Dr. WrLEnskyY. Right.

Senator MrrcHELL. Would you provide me with more detail on
that, please?

Dr. Winensky. Yes. The concept is that, under our present
system, there is no level below which we will not allow States to
go; and the State level of income eligibility as I know you know,
varies according to the AFDC eligibility level in that State.

One of the changes—and not only for this group, but for the
prcblems that we have among the poor un’nsured in general, but
obviously particularly for this group of people who will be high
users and are especially vulnerable—is to establish a floor, some
percentage of the poverty line—60 or 70 percent; whatever the Fed-
eral Government believes that it is both willing to finance and will-
ing to impose on the States—below which we would not allow
States to go.

That would at least set some limit, not tied to AFDC; I heard and
have heard before the concept that, if the State must also bring in
AFDC, that will even make it less likely for State. “» do that, but
sci)pl% 1fllxot;r below which we will not allow States to go in Medicaid
e a

lgnator MrrcueLL. The specific question I raised earlier with
Governor Mabus was legislation which has already been in.ro-
duced, which would mandate States to prcvide maternal care cover-
age for women and families up to the Federal poverty level. Is that
the kind of thing you are talking about?

Dr. WiLENSKY. Yes, exactli.

Senator MrrcHeLL. All right. Thank you both very much for your
testimony. We appreciate it.
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Senator RockereLLER. Thank you both very much. If each of you
could move off to the side at the witness table, I could bring up the
next two witnesses. Do you have to go?

Dr. WiLENSKY. In about five minutes.

Senator RocxerFeLL*R. Then you had probably better. Al right.

you very much. Mr. Douglas Peters, Senior Vice President,
Representation and Public Affairs, Blue Cross and Blue Shield As-
sociation, Washington, DC, and Arthur Lifson, Vice President,
Equicor, Inc., testifying on behalf of Health Insurance Association
of America, New York, New York.

Gentlemen, we apologize for this odd process called “hearings.”
It must be bewildering to any sane citizen, but we arc grateful that
you are here and are interested in what you have to say.

STATEMENT OF DOUGLAS S. PETERS, SENIOR VICE PRESIDENT,
REPRESENTATION AND PUBLIC AFFAIRS, BLUE CROSS AND
BLUE SHIELD ASSOCIATION, WASHINGTON, DC

Mr. PerERs. Senator Rockefeller, I am Doug Peters, Senior Vice
President of Blue Cross and Blue Shield Association. Our organiza-
tion does appreriate the opportunity to testify.

I intend to briefly review Blue Cross and Blue Shield plan insur-
ance practices regarding children, and second, to outline some of
our programs where plans have been developed specifically for chil-
dren. And finally, I will offer a few recommendations.

Our plans currently cover apprcximately 16 million families, in-
cluding 21 million children, usually through employer-sponsored

programs. Typically, newborn children are covered at birth and are
added to the policy regardless of the child’s medical condition.

Policies that do not specifically include dependent coverage pro-
vide insurance protection for newborns for a specified pariod of
time, usually 30 days, during which time family coverage can be
purchased.

One of the key problems affecting children is the lack of depend-
ent coverage through the employer-sponsored group. In a recent
survey of our small employer group markets, those with 25 or
fewer employees, only half of the small gioup employers contribute
at all to dependent coverage.

Seventy percent of our plans report that the coverage most com-
monly purchased by small groups includes coverage for routine,
prenaltlal care. Over one-third report well baby care being covered
as we

Such coverage s mnore likely to be provided by large employer
gi'oups who r.nd o offer more comprehensive venefits to their em-
ployzes.

QOur small group products typically include a lifetime maximum
of §1 million, although some small group products include no such
lifetime maximum.

In reviewing the benefits offered by Blue Cross and Bluc Shield
plans, it is worth nuting a relatively new program, Individual Case
Management. You have heard comments and references to it previ-
ously today.

From our perspective this program can result in children ana
others receiving special benefits that may not be normally covered
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under their policy. For example, if a child’s coverage did not in-
clude home care services, but the case manager recommended
home care as an alternative to hospitalization, those services could
be covered within the context of the policy.

Today, all of our plans offer a home care benefit; 70 percent of
our plans have case ment programs,

Many Blue Cross and Blue Shield plans have developed new and
innovative arrangements for low income children. In 1985, Blue
Cross of Western Pennsylvania and Pennsylvania Blue Shield cre-
ated the Caring Program for Children. The program offers primary
health care to children not eligible for Medicaid, but whose parents
cannot afford health insurance.

Nearly 8,000 children have received primary, preventive, und
emergency health care services at no cost to their families. The
program operates through contributions of $13 a month from foun-
dations, businesses, unions, individuals, and church groups. They
sponsor the children regardless of their medical condition.

The Blue Cross plan matches every contribution, dollar for
dollar, smd subsidizes the administrative cost. This, in effect, en-
ables two children to be enrolled fo: every one sponsored by a
public contribution.

Other Blue Cross and Blue Shield plans have developed similar
programs, including plans in Missouri, Maryland, Alabama and
North Carolina. The Blue Cross plan has received a grant from
HHS for health education, prevention, and awareness and to
extend this program to other Blue Cross and Blue Shield plans
across the country.

Another initiative of note—I believe referenced earlier by Sena-
tor Baucus—is that Blue Cross and Blue Shield plans recently
joined forces with the March of Dimes and radio and television
companies to reduce infant mortality and morbidity. The “Beauti-
ful Babies Program,” sponsored kv Blue Cross and Blue Shield of
the National Capitol Area and a similar program sponsored by
Blue Cross and Blue Shield of Utah, rely on extensive public educa-
tion to encourage pregnant women to visit their doctors

_One of the most important outco.nes of the program is to identify
high-risk pregnancies as soon as pose’ble.

We have other innovative programs to increase access of care for
children, referenced in our written testimony and in matorial that
has been made available to you.

In the context of reaching all the children, a ﬁ:hlic and private
effort, we feel, is essential. In that context, we have a few recom-
mendations for your consideration. ’

Tirst, we believe that the Congress should consider requiring
States to cover pregnant women under Medicaid and to phase in
coverage of chilc.en up to the po- erty level. In addition, for lower
income workers, we believe the ome form of a Medicaid bu, -in
shoula be considered for employec. .nd dependents.

We believe that Congress should provide the same 100 percent
tax deduction for health benefit expenses to unincorporated busi-
nesses, sole pro;rietorships, self-employed and individuals, as cur-
rently permitted for corporations.

Finally, we are concerned that mandating inclusion of cata-
strophic benefits in aii health insurance products might result in

Q
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the erosion of employer financial support for dependent coverage;
and we would, therefore, respectfully suggest a very careful assess-
ment of this approach as this committee evaluates options and al-
ternatives
We strongly support Federal efforts to expand benefits to those
we cannot reach, and we look forward to working with the commit-
tee as it begins to develc) its legislative strategy. Thank you.
Senator ROCKEFELLER. you, Mr. Peters. Thank you very
much. Mr. Lifson?
[The prepared statement of Mr. Peters appears in the appendix.]
[Questions and answers of Mr. Peters and Mr. Lifson follow:]
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Questions for Panel of Insurers (Mr. Peters and Mr. Lifson):
Question #1. Insuring Chldren

I am most interested in Mr. Peters' desc:iption of the "Caring*
program, under which several Blue Cross plans have worked with
business, civic and religious organizations to subsidize
insurance coverage for children who have neither public nor
private insurance. As I understand it, these plans cover
primary preventive and emergency health services at no cost to
the family.

While I understand that the potential f.r such plans is
necessarily limited, I wonder whether any consideration has
been given to offering a commercial product which would cover
children only, for a linited set of services. Even parents 1n
uninsvred families might be willing to purchase such coverage
were the costs reasonable. For example, it has been suggested
that such a product be marketed through the school systems.

Answer: (Mr, Peters)

The Blue Cross and Blue Shield Plans involved in the Caring
Program for Children are considering two aprroaches to making
regular dependent-only coverage available at reasonable cost.

The first approach would be to simply expand eiigibility for
the Caring Program to higher income parents, for example to
include parents with incom s up to cwo times the federal
poverty level.

The second approach would be to redesign the rating structure
for nongroup benefit packages to take into account the lower
risk that younger subscribers represent. For example, where
currently the rate tables might place a'l persons under age 30
into one bracket, the tables could be revised to make 4
age-related brackets: 0-6 years, 7-12 years, 13-18 years, and
19-29 years. This would result in lower premiums for younger
subscribers and higher premiums for older ones. The negative
to this is that it would increase rates for the older
subscribers because the better risks would be moved into
another pocl.

Question #2, Case Management

Both of you included in your testimony a discussion of case
management for children with severe and chronic health problems.

How does case management work, for example, in the case of a
parent wh> has a child with a chronic condition but docs not
know where to begin to seek the right services for that child?

Answer; (Mr, Peters)

Individual case management is an organized effort to identify
patients that have the potential t» be high-cost, long-stay,
and/or complicated discharge planning czses, as early as
possible, and to manage their health care benefits as cost
effectively as possible. This may include the provision of
benefits not originally included in the concract.

Ic 74
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The Plan will identify a potential patient through internal
review methods such as preadmission review concurrent review,
or claims review. Referral frcm outside sources such as
hospital discharge planners, physicians, employers, or
petient/family is also used. Participation in a case

manage. -t program is always voluntary and if a patient does
not war.. to partirnipate hes/she will continue to receive his/her
regular hospital penefits. Once the patient is identified :he
case manager will contact the hospital and the physician to
determine if the patient can receive services in an alternative
setting. The case manager will also assess whether the patient
needs additional services to move to the alternative setting
(e.g., a utilization ramp built at home) and whether the
transfer to an alternative sec:ing is cost effective. If this
is possible the case manager will communicate with the
patient/family to determine if they are willing to participate
in the case management program. If all relevant parties
concur, the transfer will be arranged and benefits will he
provided for services in the alternative setting. In some
cases the employer will need to approve case management
benefits especially if they are extracontractual.

The case manager will monitor the patient in the alternative
setting on an ongoing basis to determine if the patient 1s
still in need of skilled services and also to determine 1f the
patient is receiving the services that were approved. %this
monitoring can be on-site, by telephone, or through medical
records.

The underlying criteria in a case management program are that
the patient is receiving services in an alternative setting in
lieu of hospital care and th:se services are cost effective.
Therefore, once the patient is assessed to no longer need
skilled services, case management benefits will be terminated.
In some cases the case manager will assist the patient/family
in identifying additional funding sources whea necessary.

Question_#2b: Case Management

Is case management designed to improve access to special care
that these children may require, or is it really more of a cost
control system designed to channel these children to low cost
providers?

Answer: {Mr, Peters)

An individual's case m-nagement program is always established
by using the treatment plan from the patient's attending
physician. Case management programs provide patients « th the
possipvility of receiving benefits that were not part of their
contract benefits and/or the help of the Plan in guiding a
patient through the system. In this sense case management
definitely improves access. For exawple, a ventilator
dependent child may have hospital benefits to cover this care
as an inpatient but may have limited or no home care benefits.
With a case mauagement program, the Plan can arrange for the
child to be carei cor at home and to receive benefits tha+ may
not have been available. Since the program is voluntary the
Plan never forces the patient into case management.

Queicion 2¢; Case Management

How @uch freedom ¢f choice 0o these parents have to select
providers?

ERIC r
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Many Plans hove contractual arrangements with providers to
provide services at a preferred rate. The Plan will encourage
the parent to use these providers. However, ir most cases the
Plan will give the patient/family a choice rather than
dictating which provider to use. 1If the parents prefer to use
a provider that is not preferred, the Plan will usually approve
this choice unless the rates charged are so high that the
transfer no longer is co.. ecfective. 1In chis case the Plan
may work out some type of co-payment if the parents insist on
this provider.

In addition, the patient treatment plan used in ca.e management
comes from the patient's attending physician. The providers
used will also have to be approved by the physician before any
choice is made.

Question #2 Follow-up: Case Management

If an individual with a chronically ill child had no health
iasurance, are there public or private networks for chdnneling
these children to appropriate providers (similar to your case
management programs)? Specifically, do you think that case
management for these <~hildren would be an appropriate
requirement under tte Medicaid procram?

Answers (Mr, peters)

A case management program can be used with any insured group,
however, each type of insured group may be unique an( require
different approaches. Although the Medicaid program has unique
rules and regulations, we heli2ve it is feasible for the states
to establish case management p-ograms as a cost effective
approach to pcoviding health care. A nurber of states are
infact demonstrating case management in their medical programs,
with early results being favorabie. For example, the cost of
care for a ventilator dependent child could be g:eatly reduced
by providing benefits for home ventilator care. Another
example where case management can be used cost effectively is
with AIDS patients. If an AIDS patient does not have private
insurance he (the patient) will proba®»ly i1eceive care as an
inpatient. However, if an exception 1s made to cover home
care, the pat.ent can receive benefits at home, at presumably
reduced overall costs. In addition, the case manager may be
able to arrange for free services from community groups. A
case management program will also provide the services of the
case manager to help the patient through the maze of health
services and to receive cost effective and quality care.

Question #3 Lifetime Maximums

Mr. Lifson's statement indicates that an increasing number of
plans have increased or eliminated lifetime maximum benefit
limitations. I assume that relatively few of the children
covered by your plans exceed these maximums. How expensive 1s
it for the employer and/or employee purchasing the plan to
eliminate these maximums altogether, especially for dependents?

wWer: M Ler

It is impoussible to provide a collar figure in response to this
general question, because in each specific instance the c-st
would depend upon the benefits provided by the plan and ics
existing lifetime limit. Generally, it is very inexpensive to
move from a one million dollar limi. to unlimited benefits. It
would be far more expensive to move from a fifty Lhousand
dollar limit to a million dollar limit because the piobability
of incurring costs in excess of that lower figure is,
comparatively, much greater.
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STATEMENT OF ARTHUR LIFSON, VICE PRESIDENT, EQUICOR,
INC., TESTIFYING ON BEHALF OF THE HEALTH INSURANCE AS-
SOCIATION OF AMERICA, NEW YORK, NY

Mr. LirsoN. Thank you, Mr. Chairman. Mr. Chairman, children
are close to everyone’s heart. They are the future of our society.
Like the population as a whole, most children have excellent pro-
tection against the high cost of medical care. About 70 percent are
covered by private plans; 15 percent by public plans, primariiy
Medicaid.

The vast majority, about 85 percent, of the children covered by
private plans s e covered under employer group plans, and 15 per-
cent by indivi-aally underwritten plans sponsored by insurance
companies, Blue Cross plans, and HMOs.

Senator RockereLLER. Could f'ou say again what percentage of
those are covered by erupioyer plans?

Mr. LirsoN. Eighty-five percent, we believe, of the children who
are re((iovlered under private plans are covered under employer-spon-
cored plans.

Senator ROCKEFELLER. And those 85 percent represent about
what percentage of all children?

Mr. LirsoN. You have to take 85 percent of 70 percent; an some-
body has to calculate it. That ->presents approximately 60 per-
cent—about 55 to 60 percent—of all children.

Senator ROCKEFELLER. you.

Mr. LirsoN. Maximum benefit levels have typically been raised
to §1 million or more with limits on out-of-pocket expenses. For
about 80 percent of all plans, those out of pocket limits are
$2,000.00 or less.

One of the recent developments that has made it possible for in-
surance companies to provide such expanded benefits, while con-
trolling the experae of the benefits, has been the development of
cas¢ management services.

Under a case management approach, an insurer working with
the iasured, the family, and the family’s ghysician, designs and im-
plements a plan for the care of the individual.

The care plan often includes items of service not covered under
the plan but necessary to assure high quality and economical care.
These services are paid when part of an improved case manage-
ment plar

For example, my own company routinely provides for travel and
hotel expenses for a family member when we suﬁgest a burn center
far from the insured’s home town. This approach is used with rela-
tively low frequency, high-2xpense conditions.

For children the diagnoses that might trigger case managemeny
services under private plans could include cystic fibrosis, cerebral
palsy, spinobifida, heart, respiratory and GI anomalies, fetal mal-
nutrition, and near drownings, in addition to high-risk infants.

There are other diagnoses such as head and spinal cord injuries,
which have a high proportion of older primarily adolescent chil-
dren associated with them.

In order to give you an idea of the involvement of case manage-
ment, in the care of the chronically ill or injured children, for
Equicor—my own company—sbout 50 percent of the head injury
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cases and 25 percent of the spnal cord injuries were dependent
children. Also, for my own company, about 1,000 high-risk infants
are referred per year for case management; and 34 percent of them
will be chronically ill.

For the year 1987, Equicor had some 2,500 case management re-
ferrals; 23 percent were dependent children. Of the 893 cases that
were openly managed, 250—28 percen* —were dependent children.
We believe case management not only assures the individual high
quality care, but also economical care.

The chronically ill injured child managed by Equicor at an aver-

* age expense of some $40,000, as opposed to estimated expenses

without case management of $90,000—a per case savings of $50,000.

" . Mr. Chairman, while all this is excellent for those who have in-

surance, we are deeply concerned abcut those 35 million Americans

.who have no health insurance—public or private—one-third of

whom are children.

We have a series of specific icgislative proposals that we believe
will significantly reduce the problem of the uninsured.

First, give self-employed individuals 100 percent tax deductib.lity
for their health insurance as ..ng as they cover their employees
and the’r dependents.

Second, extend the existing preemption of State mandated bene-
fits currently enjoyed by self-insured employer plans to insured
plans so that insurers can offer affordable plans to small employ-

ers.

Third, adopt properly crafted legislation quaranteeing State pools
for uninsurables in all the States.

Fourth, all Americans below the poverty line should be covered
under Medicaid. Approximately one-third of all uninsured Ameri-
cans are officially in poverty.

Certainly, as a minimum, children below the poverty level should
be covered under Medicaid, regardless of family relationships or
the work status of adult family members.

Currently, there are some 4.3 million uninsured children below
poverly, about 12 percent of the total uninsured population.

We also support enactment of medically needy, Medicaid spend-
down programs in all of the States.

In closing, Mr. Chairman, we specifically want to commend Sena-
tor Bradley and the other members of this committee on both sides
of the aisle for sponsoring S. 2122, the Medicaid Infant Mortality
Amendment, which we wholeheartedly support and endorse. Thank
you.

Senator RockeFELLER. Thank you, Mr. Lifson.

{The prepared statement of Mr. Lifson appears in the appendix.]

Senator RockeFELLER. I thank both of you, for coming forth with
very clear suggestions as to what ought to be done by both the
gublic and the private sector. I would say that Blue Cross and Blue

hield has a tradition of doing that in this committee, and that is
very important.

I was saying earlier to the Administration witnesses that the{
were proposing what we should be thinking about You are actual-
ly proposing what ought to be done—both of you—and that is im-
portant and encouraging as we t1y to grapple with this.

Q

G




R
Wl ek

Ak

74

I will just ask a couple of questions, and then there will be more
that will be submitted to you. I hope that is not inconvenient for
you. We would appreciate it if you would answer the written ques-
tions.

Mr. LirsoN. Certainly.

[The questions appear in the appendix.]
[Questions and answers of Mr. Peters and Mr. Lifson follow:]
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QUESTION FOR PANEL OF INSURERS (Mr. Peters and Mr. Lifson)

I am most interested in Mr. Peters’ description of the
"Caring program, under which several Blue Cross plans have
worked with business, civic and religious organizations to
subsidize insurance coverage for children who have neither
public nor private insurance. As I understand it, these plans
cover primary preventive and emergency health service at no
cost to the family.

While I understand that the potential for such plans is
necessarily limited, I wonder whether any consideration has
been given to offering a commercial product which wowld cover
children only, for a limited set of services. Even parents in
uninsured families might be willing to purchase such coverage
were the costs reasonable. For example, it has been suggested
that such a product be marketed through the school systems.

Angwer:

No, it is not possible under present law to offer such
policies because of the excessive number and variety of state
mandatory benefit laws. There cre almost seven hundred such
laws. The HIAA strongly recommends that the present ERISA
pre-emption of these laws enjoyed by large, self-insured
employers since 1974 be extended to insured plans so that
insurers can design and market less expensive health benefit
plans to small businesses, thus encouraging broader coverage of
employers, spouses and dcpendent children.

QUESTION FOR PANEL OF INSURERS (Mr. Peters, Mr. Lifson)

Mr. Lifson’s statement indicat:s that an increasing number
of plans have increased or eliminated li“2time maximum benefit
limitations. I assume that relatively few of the children
covered by your plans exceed these maximums. How expensive is
it for the employer and/or employee purchasing the plan to
eliminate these maximums altogether, especially for dependents?

Ansverc:

The present cost of eliminating life*ime maximum benefit
limits would not be great. Some companies feel, however, that
a finite number, however large, is more concrete and gives a
greater sense of security to the insured rather than no stated
limitation at all. From a policy point of view, there is a
concern over the wisdom of health insurance policies with no
limits. Future technological developments are unknown and
taking away or restricting benefits once contracted for is
difficult at best, if not impossible. Most individual health
insurance policies, for instance, are guaranteed renewable.
Thus, in today’s world of sky-rocketing health costs and rapid
change, promising "unlimited benefits" for an unspecified
number of years into the future seems unwise.

QUESTION FOR PANEL V (Mr. Peters, mr. Lifson)
How does case ranagement vnrk, for example, in the case of

a parent who has a child with a chronic condition but does not
know where to begin to seek the right services for that child?

ERIC SV
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auswer:

When case management becomes involved with the family of a
chronically i1l child, the first step is to assess the child’'s
history, the £ ~cialists services that have been involved with
theiihild if aay, and the need: of the child and the child’s
family.

The case manager provides information on available
government, voluntary, and private programs. Based on
physician advice and the assessment of the child, resources are
provided to the parents. The case manager assistc the family
with applications to appropriate programs and coordinates their
services 80 there is no duplication. The family must be an
active participant in this process in order to educate
themselves and to prepare themselves for the future needs of
the child. The case manager monitors the programs until the
fanily is prepared to function independently of the case
manager.

Is case management designed to improve access to special
cara that these children may require, or is it really more of a
cost control system designed to channel these children to low
cost providers?

Answer:

Case Management’s prirary goal is to achieve the best
outcome, the optimal level of recovery and independence for
each patient. This can only be done by providing specialized
care to the individual child. We know that timely,
appropriate, specialized care prevents complications,
over-utilization of the health care system, and fragmentation
of care. For this reason the best and must appropriate care
results in cost savings. Low cost providers that do not
provide appropriate care for these children result in increased
expenditures over a period of time. Case managers direct the
child to quality care znd thereby provide cost savings over the
lifetime of the child.

How much freedom of choice do these parents have to select
providers?

SW H

Case managers select two to three quality providers and ask
the parents to evaluate them and choose one. This provides
direction for the parents, yet still gives them freedon
choice. If the parent chooses a provider the case manager is
not familiar with, the case manager evaluates the
appropriateness of that provider for the individual family. If
the case manager believes the provider is not appropriate, the
case manager explains why to the family, and encourages them to
choose anoiher provider.

Follow-up

If an individual with a chronically ill child has no health
insurance, are there public or private networks ‘or channeling
these children to appropriate providers (similar to your case
management programs)? Specifically, do you think that case
management for these children would be an appropriate
requirement under the Medicaid program?

Most Medicaid programs do have case managers to channel
these children to appropriate providers. The Crippled
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childre.a’s Soclety (or similarly-named organization) of each
state is the agency responsible for chronically ill children.

The difficulties we have seen with the Medicaid programs
are inadequate staffing (too many cases per case manager) and
inadequate numbers of programs for children. Many providers
will not accept children eligible for Medicaid.(The
reimbursement luvel is too low.). The programs that are
available to such children are usually full and a long waiting
1ist exists for each prograa.

The ¢* ldren who have the most difficulty are those whose
family ha. a "borderline® income or equit: in their homes.
They cannot afford appropriate care, Yet in order to qualify
for Medicaid they must decrease their income or sell what
little assets they have.

Case management is essential for all chronically i1l
children. However, low cost, overworked case managers arc not
the answer. Monies must be spent initially in order to achieve
quality care and long term savings.
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Senator RockerFeLLER. Mr. Peters, in your statement, you indi-
cate that employer group plans are less likely to cover dependents
than employees and that a principal reason for this may be the
cost of such coverage. This raises a couple of questions in my mind.
One: Has the extent of coverage of dependents changed over time?
How and why? Let’s start with that.

Mr. PerErs. I believe that the extent of dependent coverage has
changed over time, and that is in the good direction. We will be
able to provide you with specifics in our own experience and
trends, but there is a positive trend reflected in some of the work
done by the previous speaker in the previous pane that suggests
dependent coverage has been expandef by employers

It still represents a significant gap, however, and the reason
most often cited from our survey work is the cost. It is made avail-
able by the plans and by commercial insurers, hut it is simply not
at a price that the employer as the sponsor feelr he can afford,
along with wages and other benefits. So, it is a t.. se-off. He will
likely pay for—and all generalizations are subject to exception, of
course—but he will gencrally pay for the employee but he will not
move to pay for the dependent.

Senator RockEFELLER. All right. We heard from earlier witnesses
that health care costs among children are in fact u-  caly distrib-
uted, with the vast majority of children who are relatively healthy
incurring relatively lower costs. It seems to me that this is even
more likely to be true in the working population. Why then is de-
pendent coverage so expensive when the instance of expensive ill-
ness is 8o rare? Do you want to answer that, Mr. Lifson?

Mr. Lirson. Dependent coverage includes both adults and chil-
dren, so it also includes spouses. So, you have those expenses, plus,
independent coverage, you have multiple children, averaging 2.3
children per family unit.

So while the relative expense per child may be low, you have
multiple children; and that increases the total expense.

The other point is that employers tend to pay less on behalf of
the employee for their dependents; therefore, the ouvt-of-pocket ex-
pense to the sraployee is higher. And some employees make the
choice of not covering their dependents.

Senator RockErFELLER. Mr. Peters?

Mr. Perers. I would concur with that.

Senator RockerFeLLER All right. Also for both of you—if either of
you wish to answer this—one of the most compelling arguments for
improving public program coverage of maternal and parental care
is the clear evidence that in the long run the costs to society of
caring for disabled children far exceed the costs of investing in the
care that could prevent those disabilities in the first place.

Do you, as insurers, and the employer that you work with, make
similar assessments in deciding which services to cover, either for
prenatal care or in assessing alternatives for treating high-cost
chronic illnesses in children?

Mr. Perers. We are right now engaged in a very, I think,
thoughtful and deliberative process with the American Academy of
Pediatrics in propc sing what we are labeling as a model bencfit for
pediatrics and adolescents
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Within the context of that will be a greater emphasis on this
aspect of prevention. That is being reviewed at the end of this
month by a medical advisory panel, and I think over the next sev-
eral months will be articulated through all of our plans.

The history; I think, on why there has been resistance and a lack
of attention to the preventive side of this equation is that, first of
all, it has only been in recent years, I believe that people have
come to appreciate the trade-offs, the cost-to-benefit if you will. We
have not had definitive knowledge from studies of the cost benefit
of investing in this preventive outcome.

Second, there has been a very strong bias among many individ-
uals and organizations in our society to cover acute care—the high
cost of acute care—episodic care, just as a general attitude.

And third, within the framework of insurance as a concept, in-
surance pools risk—it is a risk-pooling technique—and it is intend-
ed to avoid some catastrophic event. When you say pay for or cover
preventive services, in a very real sense that is not insurance be-
cause it is a known fact; you are going to pay for a whole series of
services and it is an absolute payment.

We are not denying that that is appropriate to do. We need to
educate our employer groups and many other organizations of the
kind of revelations that have been presen’ed over the last several
years, as studies come out, and say to us all: an investment in this
preventive technique or strategy has real savings in a societal
sense down the road five to ten years.

I"think we are aggressively pursuing these techniques and poli-
cies and activities, as evidenced by the carrying of the program,
‘“Beautiful Babies Right ¥rom the Start.”

“enator ROCKEFELLER. Thank you. Mr. Lifson?

tvir. LirsoN. I think I concur with most of what has been said. 1
think the insurance companies have been promoting wellness and
prevention for an; number of years. Some of the specific interven-
tions that one would take have traditionally been considered public
health measures.

I look at my own experience. I received all my immunizations
threcugh the school system in New York City. I think we have
moved away from some of that, and maybe we should reexamine
whether or not we should go back t¢ public health measures that
many of the States and the Federal Government supported for
many, many years. -

Insuranc: companies have offered to employers to cover preven-
tive activities. Some employers have put it in their plans. There
wa< a survey done which, in 1986, showed that 30 percent of plans
covered preventive and well baby care. I think we would like tc ses
more plans do that.

I think people have found ways to manage the system. Insurance
companies—Blue Cross and others—have been pay'ng for those
well baby r~rvices. They haven’t been called well baby services, Lut
they have been paying for them.

On the technology side, I think we look to the public sector in
evaluating technologies, that is, the Food and Drug Admiristration
and others. We have supported the Institute of Medicine’s activities
in this regard, and we will continue to do so.
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Senator ROCKEFELLER. Gentleme., thank you. It is just a bit after
1 p.m,; and in this odd process called the making of a hearing
which you are both fariliar with, we have to conclude this now.
You both know well that not only what you say here but the ques-
tions that we v:ill give you in writing and to which you will re-
spond are a very important part of the public record.

I am not sure that all witnesses when they come, in some cases,
from very far away and they wait all morning, and then they get
to testify and there is -.uc Senator and only a coupl f questions,
think their rork has been worthwhile. That in fact is not at all the

case.

The building of the public record is exceptionally important; and
vhen we are getting into a subject like we are this morning in
terms of children in the long term, it is exceedingly important. So,
not only what you have said bnit what you will reply to us, hopeful-
ly, in writing is important. You both know that, but I want that to
be clearly understood.

We are grateful for your presence. We are gratefu! ior those who
have preceded you.

This hearing is now adjourned.

[Whereupon, at 1:05 p.m., the hearing was adjourned.]
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APPENDIX

ALpHABETICAL List AND MATERIAL SuUBMITTED

Opening Statement of Senator Lioyd Bentsen
Finance Committee Hearing on
Children’s Health Care lIssues

March 23, 1988

Last fall, in introducing legislation to create a National
Commissiun on Children, | indicated that ! hoped to make 1988
the year awring which child heaith issues would become the

priority agenda item for the Commitiee on Finance.

This morning, we are holding the first in a series of

hearings on health care issues affecting chilaren. Few

issues have prompted as much interest among members of this
Committee. Already this year, | note that bills relating to

infant mortality have been introduced by Senators Bradley and
Curenberger, and that many other members of this Committee

have joined as cosponsors.

The health care problems facing our children are complex and
muftifaceted, and we can no longer afford as a nation to

ignore them:

The United tes ranks seventeenth among the
developed courtries of the world in infant
mortality rate. We have made no progress in this
area at all since 1985. A white infant born in
this country is two-thirds more likely to die in
his first year than a baby born in Japan. A black
baby born here in Washington, or in many other of
our nation’s cities, is more likely to die befoie

its first birthday than a baby born in Jamaica.

v

&G




82

The Guttmacher (GOOT-mock-er) Institute recently
reported that as many as 35% of American pregnant
women get less than sufficient prenatal care.

This, despite evidence that investments in prenatal
care are returned three to one during the first

ye.7 of an infant’s life.

Health care costs can become an issue even for
familics with incomes well above the poverty line.
One in five American children has no public or
private health insurance. Of 37 million uninsured
Americans, 12 million are children, 9 million of
whom are the dependents of workers who lack

insurance against any health care costs.

Finally, every American family faces the specter of
a high-cost, catastrophic iliness -- often of a
chronic nawure. The parents of a catastrophically
ili child suffer not only untold emoticnal stress,

but can see their life savings wiped out by costs
not met by even the most comprehensive private
insurance plan. While the number of such chi{dren
is small, the costs for an individual family can ‘be
devastating: an estimated 19,000 children incur

health care costs in excess of $50,000 a year.

Today, we will hear from witnesses from government and the
private sector about the way in which the current patchwork
heaith care . ystem meets \v needs of America's children.

The systen' has many components: Medicaid for !w-income

children, tte Maternal end Child Health block grant program,
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employer-sponsored health insurance that covers the majority
of the nation’s children and Medicare for a small number of

children with end-stage kidney disease.

There are success s orics to be told, I'm sure. On the other
hand, we have much farther to go Lefore we can be ceriain
that we have done what we can to assure that all children
have access to adequate and affordable health care. Failure
to grapple with the problems faced by children and their
families will shortchange this country of the strong and

healthy leaders we need in the next generation.

It is not an exaggeration to say that America’s children are
our future. We czn choose to invest in them. Or we can
close our eyes to the growing problem of inadequate health
care coverage for children. There is no one who is more

aware than 1 of the difficulty of improving child health

programs in a time of budget constraints. But we should not
be deterred from a task that both compassion and cost-

effectiveness tell us we must meet.

1 am confident that my colleagues join me in welcoming our
witnesses this morning. In particular, | want to extend a

warm wel.ome to Governor Mabus from Mississippi who, first as
State auditor and now as Governor, has played a major role in

implementing a much-imiproved Medicaid program in his State.




Institute of Merzicine
National Academy of Sciences

Before the Camittee on Finance
United States Senate

March 23, 1988
Washington, D.C.

Good morning. I was very pleased to be asked to talk to the Senate
Finance Committe2 today. 1 will speak mainly about prenatal care this
morning and trust that others will cover additional topics in maternal and
child health.

The points I wish to make derive from two activities conducted by the
Institute of Medicine, a .gponent of the National Academy of Sciences: a
report published in 1935 on preventing low birthweight, and a project now
nearin;cmpletimmhwbsttodrawwmcnintoprexﬁtalmmearlyin
pregnancy. I have served as the study director of both projects, which
have been funded by a consortium of private foundations, voluntary groups,
and the U.S. Public Health Service. My remarks also draw on recent
experience sexving as the co-chairman of the District of Columbia’s Board
on Maternal and Infant Health, a graup appointed by the Mayor to advise
him on ways to reduce the District’s high infant mortality rate.

Many discussions of matermal and child health, including today’s

heari:ns,areshapedbyagrwin;sensethatthemnentmteofinfant
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wortality in the U.S. is too high - 10.6 deaths per 1,000 live births - a
rate vhich is higner than at least 16 other countries, including most
Westemn Burcrewr npaticaz. Tt iz also now recognized that the majority of
infants who die in the first year of life are born weighing 2,500 g (about
5 1/2 1bs.) or less, which is termed "low birthweight.® Although the
infant mortality rate has decrensed annually for years, the pace at which
it is declining has slowed recen:ly, a disturbing phencmenon whose causes
have most recently heen assessed by the U.S. Congress’ Office of

- Technology Assessment.

In considering how to break the current ctaghation and decrease the
rate further, a key historical fact must be understood. Put in overly
simplistic terms, the ma’ority of progress in the U.S. since 1960 in
reducing infant mortality has been due to sturming advances in
neonatology, particularly as seen in newborn intensive care nursuries
(INs), where increasing proportions of at-risk, low birthweight infants’
are helped to survave. This great success story is easily documented: in
1960, 73% of all very low birthweight infants (a highly vulnerable group,
weighing only 15009 or less) born in hospitals with high-quality INs died
in their first 28 days of life: by the early 1980s, this percentage had
declined to 27%. The net result of sich strides is that a tiny, sick
nevborn cared for in a high quality facility in the U.S. has a better
chance of growing succescfully into healthy childhood than a similarly
at-risk infant anywhere else in the world.

But there is deep concern about vhether the salvage efforts of ICNs
should remain £ principal means of reducing infant mortality. The
hesitation is based on at least four issues: first, intensive care for
newborns can be very expensive, with same individual cases costing
$150,000 or more; second, there is concern aboul the role of such services
in producing an increased mumber of individua’ s with handicapping
ronditions; third, the science of necnatology may not be able to continue
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generating the endless stream of life-saving technologies (such as
artificially assisted ventilation) needed to make additional, major
reductions in necnata® mortality; and, finally, as ever smaller infants
are saved, the ethical issues surrounding abortion, fetal viability and
definitions of humar life intensify.

The Institute of Medicine committee that developed the 1985 report
corncluded that althougt continuing to fmprove the medical care of newborms
is an important approach tc reducing infant mortality, it should be
matcned by an equal comnitment to producing healthier, heavier babies in
the first place. That is, wz should concentrate more of our efforts on
preventing major precursors of infant mortality—mainly low birthweight—
anri not rely exclusively on after-the-fact interventions to improve infant

survival.

With this focus on , revention its guiding principal, our 1985 report
recamended five broad classes of accivities to reduce low birthweight
(and therefore infant mortality):

1. Reduce the risks associated with low birthweiahv pefore pregnancy
by means of risk identification axd oounseling, health education

and family planning.

2. Increase participation in early and requ.ar higi-quality prenatal

care.

3. BErua and dmprove the < .o of prenatal services.

4. Mount an extensive and sustained publii information campaign on a

few key concepts of reproductive health.
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5. Cunduct a miltifaceted research program on the causes of low
birthweight and on ways to prevent it.

Although the bialance of my remarks concern only one aspect of this
congrehensive approach--prenatal care—I want to underscore the
significance of those I am not discussing furthew. Preconceptional health
education and family planning, for example, have great potential for
improving pregnancy outcame; I hope that these approaches a'd others will
be covered by subsequent witnesses.

The significance of prenatal care rests, in part, on the broad and
deep consensus that it is an effective intervention, strongly and clearly
associated with j gproved pregnancy outcomes. Declines in rates of low
birthweight, maternil mortality and infant mortality have been repeatedly
linked to full participation in high quality prenatal care that offers a
wide variety. of services ard social supports, a"d:is well connected to
hospital-based services such as intrapartal a:xd neonatal care. Moreover,
the evidence suggests that prenatal care is especially important for those
wamen at highest risk because of their social condition, their health
status, or both.

The importance o~ prenatal care is 2lso underscored by evidence of its
cost-effectiveness, particularly for low incame wamen vho often o cain
inadequate care during pregnancy and who are at increased cbstetricai
risk. For example, in 1985, the Institute of Medicine calculated that
each additional dollar spent on providing more adequate prenatal care to a
cohort of low incame, poorly educated wamen could reduce total
expenaitures by $3.38 for direct medical care of their low birthweicht
infants during the first year of life. Other imvestigators have camputed
different cost-saving rotios, ut virtually all analyses find evidence of
cost-effectiveness.
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Despite the proven value of prenatal care, not all wamen obtain such
assistance while pregnant. In fact, in 1985, approximately one fourth of
all babies born in the U.S. were to waren who failed to begin prenatal
care early in pregnancy and over 5% were to mothers who received little or
no care at all. For certain subgroups, the rates are far worse. lor
exarple, of habies born to hlack teenagers, only 47% were to mothers who
began care in the first trimester, and 14% were to mothers who had little
or no care at all. Moreover, recent trends in the use of prenatal care
are not improving for all groups. In 1985, for the sixth consecutive
year, no progress was made in reducing the pewcentage of infaits ‘~orn to
women who received late or no care. For blacks, the size of this group
actually appears to be increasing. National Center for Health Statistics
natality data show that in 1980, 8.8% of black infants were borm to
mothers having had seriously inadequate prenatal care; by 1982, this
muber had grown to 10.3%.

why are these utilization rates so poor? Why is it, for example, that
in rcme areas of New York City, over half of all bubies are born to women
who received no prenatal supervision at all, or just a few visits close to
the time of delivery? Our current camittee has spent. close to 18 months
puzzling over this issue, among others, trying to understand bariers to
prenatal care. In our view, the cbstacles cluster in two graups. The
firet consists of extermal factors--the way prenatal services are
financed, crganized and actually offered. Common bar—-~rs in this group
include absence of either public or private insurance to help pay for
care, limited capacity in ihe prenatal clinics relied on by low incame
wamen, teo few private providers willing to care for Medicaid-enrolled
preanant waman, transportation problems, services offered at inconvenient
times and places, negative attitudes of providers, and such inhcspitable
clinic practices us long wait., to see a physician and poor provider
cantamity.
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The second group of barriers to care is internal and includes denial
of pregnancy; fear of doctors, medical procedures, and hospitals; apathy
or ambivalence about whether to contire a pregnancy; a belief that
prenatal care is not useful o. . ortant, or, more accurately, that other
things are more important; fear of others learning that one is pregmant;
and related factors. )

The key question for policy makers is: which barriers loam largest
overall, accounting for most of the poor use of prenatal care? Our
arrent study group has consulted a wide variety of data sources to answer
this question. We have reviewed published and unpublished articles;
studied over 30 programs around the country designed to draw women into
care early in pregnancy and, in particular, reviewed results of over 20
surveys in which wamen themselves have been asked abaut problems they
encauntered in trying to secure prenatal services. Our findings and
conclusions will be in ocur forthcoming report. But let me say now that
system-based, external barriers are strikingly praminent in all the data
we have reviewed. Mmerous programs and research studies suggest that
when system barriers are lessened—when financing in particular is
adequate, when providers are plentiful and the system is easy to
enter——prenatal care use improves significantly. Ample vignettes from
around the ccuntry illustrate this point:

o In Onondaga County, New York, by simply opening several new clinic
sites in areas where prenatal care use was low, rates of first
trimester registration increased significantly in the target area,
particularly for teenagers.

o By simplifying the process of applyirg for Medicaid coverage, and
by linking pregnancy testing to prenatal care, the wait for a first
prenatal visit at a major New York hospital dropped from 90 days to
two weeks.

A
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© In lea County, New Mexico, low-incame wamen recently had virtually
no place to go for prenatal care. The private doctors took few
indigent patients and no clinic services were available. When the
support of the private physicians was enlisted and a clinic opened
in the local health department, the county hospital documented a
sharp drop in the mumber of wamen arriving at the hospital in labor
having had little or no prematal care.

Unfortunately, though, the system too often doesn’t function well,
particularly for poor women. Our 1985 report concluded, very pointedly,
that ox discouraging rates of participation in prenatal care primarily
reflect the nation’s patchwork, nonsystematic approach to making such
services available. Many programs have been developed in past years to
extend prenatal care to more wamen, and in some areas a modest degree of
success has been achieved. But along the way we have also created a very
camplicated tangle of programs and policies with probable losses (never
measured, incidentally) in efficiency, managability and effectiveness.

This overarching conclusion led the 1985 Institatte of Medicine group,
and will probably lead our current camittee, to call for a fudamertal
restructuring of the way in which maternity care is defined, organized and
financed in the U.S. Although we have not recammended a specific plan, we
believe that if the political will were strayy, a~nw approach to
maternity care could be developed and put in place.

As you might imagine, such clarion calls are also accampanied in our
reports by more concrete suggestions. I will highlaght three. The first
concemns Medicaid. Given the potency of financial barriers to prenatal

care (most recently documented in the U.S. General Accounting Office
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reduce such chstacles will result in better use of this key preventive
scrvice; and in fact, such is the case with Medicaid. by providing very
poor wome with a souxrce of payment for prenatal services, the program
suwcoessfully lessens the controlling influence of economic status in
gettine basic health care. According’y, expanding Medicaid to cover
increasing mumbers of low-income pregnant womemr—through recent
legislation and through such bills as S. 2046 and S. 2122, now under
oconsideration——represents important progress in removing a major abstacle

to care.

Expanding eligibility, however, is only one of several needed changes
in Medicaid. As you probably know, wamen who tinance their prematal care
through Medicaid still mee a doctor less often in pregnancy than women
with private insurance; in same studies, they even receive lesc care .han
wanen with no insurance at all. At least two reasons account for this.
First is the nature of the enrolled population itself. It is typically
very poor, imner city resident, inadequately educated, often minority -
sociodemographic attributes that are closely associated with poor use of
prenatal care. But perhaps more important in explaining the limited use
of prenatal care by women enrovlled in Medicaid is the enormous complexity
of the progcam. With regzxd to the application process, for example,
reports from the front lines reveal an administrative tangle of immense
proportions—an enormously carplex, ever changing system that is difficult
for many case workers (let alone ar'icants) to understand. The
application process can be demeaning and so time consuming as to almost
ensure that pregnant women relying on the program won’t begin needed care
until many weeks into pregnancy. A recent publication of the Alan
Guttmacher Institute, Blessed Events ard the Bottom Line, has detailed
these application problems and many others carefully. That report points
out, for example, that most Medicaid programs make little effort to alert
low-income women to their potential eligibility. Other groups have
described many other administrative problems in the program, particularly

O
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those that seem to discourage provider participation. These shortcomings,
and others, are no doubt well know to this Camitter.

Such evidence suggests that eligibility expansion must be accampanied
by major administrative reforms. With regard to the application process,
far example, reforms are needed to shorten, simplify and dignify it:; to
move it as far away as possible from the welfare milieu; and to change a
case worker’s orientation fram "How can I fimd a way to keep this
applicant off Medicaid," to"xbamxwelomem;camomepz'ngram
today?"

A second point concerns private i surance. Whatever criticisms can be
leveled against the 54 Medicaid programs can also be made about the
nation’s thousands of private heaith insurance plans. Recent studies
reveal that the presence of private insurance does not ensure that
caprehensive prenatal services can be secured, nor does it necessarily
protect wamen fram significant financial burdens. Gaps in coverage,
imposition of "waiting pericds" that may exclude those already pregnant,
the limitec insurance options for unemployed or part-time workers, shifts
and increases in premiums, and deductible and co-payment requirements,
have placed new and camplex burdens on women and young families. The net
result of sich problems is that same 5 million wamen 15-44 ycars of age
have private policies that do not cover maternity care.

A particular limitation of private insurance is its link to
eployment. In the United States, over 80% of all privately insured
Americans under age 65 are insured through their erployer. E£mployers who
hire low-paid or part-time nom-manufacturing and seasonal workers, and
small employers, are less likely to furnish health insurance. Since women
historically have hcen disproportionately represented among icr paiq,
part-time, and seasonal workers, they traditionally have been
significantly less likely to be privately insured.
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Even employees and families who are privately covered are frequently
covered less extensively than in the past. The Pregnancy Discrimination
Act of 1978, which mandates that private insurance plans provide coverage
of rautine maternity care, does not apply to employers of fewer than 15
erployees, and not all states have enacted remedial legislation of their
own to close this gap. Furthermore, such state laws, where applicable, do
not apply to employers that "self-fund" their insurance coverage and thus
are exempt fram state requlations under the Employee Retirement Incame
Seawrity Act. As a result, insured employees working in small fimms may

have no coverage for maternity care at all.

A third focus of our graup is on the content of prenatal care. As you
may know, considerable confusion exists about what prenatal care should
include, and there is concern about the subctantial variation in what
pregnant women receive, even though written standards do exist. Scme
professionals supplement basic medical care with a rich array of education
and mutrition services, such psychosccial supports as hame visiting to
high-risk pregnant wamen and new mothers, help with smoking cessation and
with managing other addictive behaviors, and related forms of coumselling
and assistance . Other providers limit prenatal care to medical
supervision only. There is also concer . that the quality of care is
inadequate in some settings, and in particular, that it is not always
carefully tailored to an individual woman’s rishs and neads. It has even
been sugygested that substandard care might account for part of our
seemingly high infant mortality and low birthweight rates, and might also
help to explain why same pregnant wamen begin prenatal care but then stop,
or fail to register until late in pregnancy or at all.

In response to such factors, at least two groups are currently at work
to define even more carefully the assessments and interventions needed
during pregnancy—the U.S. Public Health Service’s Expert Panel on the
Content of Prenatal Care, and DHHS’/ Preventive Sexvices Task Forc:. The
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xq:ortsofﬂmegzu:;smlikalytosmﬂmthemst}athigh
quality prenatal care should consist of many, varied caponents—-medical
sexvices, education, psychosocial supports and the ctier care elements
noted earlier. As these content spzcifications evolve, major purchasers
of prenatal services, such zs Title V and Medicaid, need to make sure that
their state and local agencies finance oaxprehensive, miltifaceted care
duringpmgmmymﬂtlatpxblicdollaxsa.emtusedtosxmorteither
poorq:ali’:ycareormthatisfowsedmmedialissmaﬂy.

I will conclude by again raising the issue of international
campariscns.  As elaborated recently by Dr. C. Arden Miller. chaimman of
the Department of Maternal arﬂGlildHeezlthatthelmivezsityofNorth
Carolina, many other countries approach the provision of care to pregnant
wamen as a form of social investment. They have developed relatively
simple, well-functioning maternity systems, often with more meager
resources to draw on those available here. Prenatal care, like health
services generally, is made readily available with minimal barriers or
preconditions in place; and it is closely comected to mmerovs social and
financial supports for pregnant women and younj families. Such services
are seen as part of a broaa social strategy to protect and support
childbearing and to produce healthy future generations. As a result of
this camprehensive approach, many Burcpean countries report that virtually
all of their pregnant women begin prenatal c.are.éarly in pregnancy. Not
surprisingly, their rates of maternal mortality, low birthweight and
infant mortality are often lower than those in the U.S.

The profourdly different concept of maternity care that some other
countries hold was recently explored at an intermational hearing sponsored
by the National Comissicn to Prevent Infant Mortality. By profiling the
way that other countries organize care for pregnant women, the hearing
record reveals how fragmented, overly complex and excessively
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technological our own approach is. The statements also contain many ideas
that deserve careful consideration in this country and by this Comittee.
Such international perspectives can help us all to look beyornd our current
mrass of programs to devise an improved system of care and support for
pregnant wamen, infants and the families in which they live.
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STATEMEN™ BY
SENATOR JOHN H. CHAFEE
AT
FINANCE COMMITTEE HEARING
ON
THE STATUS OF CHILDREN'S HEALTH CARE

MARCH 23, 1988

Mr. Chaicman, I commend you for holding hearings on the

critical issue of children's health care.

Subcomnittee on Health one of my highest priorities has been to
provide widespread and effective health care services for

children -- especially those who live 1n families with limited

income.

»

Since 1984, we have been slouly moving forward on this issue.

—

As a member of the Senate Finance Committee and the

In the Deficit Reduction Act of 1984 we were able to 1nclude a
small_Fxpansxon of the Medicaid program to provide voluntary
;;;erage to childien up to the age of five 1in families with incomes
below state eligibility standards and mandatory coverage of low
income women who were oregnant for the first time but were not

eligible for Medicaid because they would not be eligible for AFDC

penef1ts until the child was born. In the Consolidated Omnibus
Budget Reconciliation Act £2§§' we were able to extend prenatal
care coverage to all pregnézzhwomen who were beneath the state
Income standards. In the Omnibus Reconciliation Act of {2?6, we
tncluded a provision to allow states to cove. children up to age
five {on a staggered basis) and pregnant women up to the federal
povarty level even 1f those individuals were not eligible for the
State AFDC program.
[> e
Just last year, we were successful 1n including a provision in
the reconcil:iation conference agreement which would allow states tc¢
O
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extend Medicaid coveraje to preynant women and children up to age

one who are below 185% of the federal Poverty level and to all poor

children up to age 8.

Although these initiatives have started us on our way to a
system of more effective health care for children and low-income
individuals, they are not encugh. If we are to truly address the
needs of children, and other individuals without access to health
care services, we must begin with a broad view of the problem and

we must be constantly alert in secking solitions.

Infant mortality and low birth welght among babies are two of
the most distressing probiems facing our Nation. Eleven bhabies
die out of every 1,000 infants bLorn 1n this country. Few events
can be as tragic as the death of a baby. Many such deaths can be
prevented w:th proper prenatal care. The future of our Nation
depends on our children, and they deserve a better chance to

survive and to be healthy.

The United States has one of the world's best programs for
the treatment of low-birth-weight babies. Yet, we have a poor

prevention program and our rate of low-birth-weight babies 1s

higher than 11 other countries. According to the nNational Academy
C Nn Pt Lednted Ry mpie
of Sciences, the rate of low weight blrththhan a tenth through
improved prenatal care. The Academy estinates a cost-benefit
ratio of $3.38 saved 1n the first year of a child's life for S1

spent 1n prenatal care.

When the United States has higher infant wortality rates than
11 other developed countries, we must ask why. When low birth
weight is excessive among the poor, the poorly educated and those

who do rot receive proper orenatal care, we must take action.

Even during a time of fiscal restraint it 1s sound economic
policy to 1nvest in the iealth of our mothers and children who are
poor . Investment in improved preynancy outcomes has enormous

future returns in both human and fiscal terms.

Q .1 (}22
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But, the needs of children and low-income families go beyond
prevention services. In the debate on catastrophic health care in
Congress, those under 65 have been ignored. 1 helieve that if we
are truly interested in addressing catastrophic health care

expenses we must look at both the old and the young.

More than one third of those without any health care
insurance live 1n families with incomes below the poverty level,
another one third live in families with incomes between 100 and 200

percent of the poverty level.

There are other 1i1ndividuals who, even 1f they could afford to
purchase insurance, are without access to private health care
insurance. These are people who have been denied private health
insurance -- {or example an individual with what 1s known as a pre-

existing condition.

Finally, there are individuals with chronic illnesses whc
exhaust their private health care insurance and have nowhere to go
but 1nto poverty to qualify for medicaid benefits. For families

with a chronically 111 child this 1s a real threat.

Many oi us on this Committee nave 1introduced proposals to
address these problems and I hope that the witnesses today will

share their views on .hese 1ideas.

Many of us Joined Senator Bradley in introduciny S. 2122,
which expands on previous efforts to provide health care to
pregnant women, infants and poor children. First 1t would require
that states provide Medicaid coverage to all children and pregnant
women below 100 percent of the federal poverty level. Second, 1t
would provide incentives to physicianc and other health care

providers 1in order to encourange thiem t.o accept jfedicaid patients.
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Third, it would allow Medicaid to purchase WIC services for poor

children and pregnant women.

I have introduced more sweeping legislation -- §.1139,
MedAuerica. This bill world build on the existing Medicaid program

in three ways:

First, 1t would sever the tie between Medicaid and cash
benefit programs -- such as AFDC and SSI. As a result, states
would have the option of providing Medicaid benefits to anyone
whose 1ncome 1S below the federal poverty level, regardless of

whether or not they qualify for cash welfare programs.

Second, states would have the option to allow individuals --
the so~called "working poor" ~-- whose incomes are at or near the
federal poverty level to purchase health i1nsurance through Medicaid
for an 1mcome-adjusted prem.um, not to exceed 5% of the individual

or family's adjusted gross income.

Finally, states would have the option to allow persons with
family i1ncomes and resources 1n excess of 200% of the federal
poverty level to purchase Medicaid benefits 1f they have been
excluded from private healtt .nsurance coverage hecause of a
medical i1mpairment or disability or if they have exhausted one or

more benefits under their private i1nsurance plans,

I have also 1ntroduced a proposal to expand on the current
Maternal and Child Health RBlock grant program -- S. [537. This
legislation would 1ucrease the authorization for the MCH prodgram 1n
order to provide assistance to families who face the devastat.ng

problems associated with children who have serious illness.

I look forward to listening to the testimony today and 1 hope

the witnesses will help us find a way to nove forward on these

troublng oroblems.
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Hearirng on Children's Health Care Issues

Statement by John C. Danforth

Mr. Chairman, thank you for holding these hearings on
children's health care issues and thus focusing the attention
of this Committee on our nation's most valuable .esource. It
is far too common for the Congress to forget children in its
development of public policy. Frequently, this body focuses
on solutions to immediate problems presented by vocal lob-
byists rather than on plans and ideas for the future of our
country. Clearly, the problems facing our children deserve
careful analysis and thoughtful policy development. I look
forward to working with you and the other members of our
Committee in an effort to ensure a better future for our
children.

»

A consensus on the importance of focusing resources on
children seems to be developing in our country and in the
Congress. This agreement has evolved for a variety of
reasons, but one of the most compelling is the increasing
poverty among those under the age of 18. Children are now
the poorest segment of our society. In my own state of
Missouri, an estimated 247,000 children live in families
with income levils below the poverty line. They represent
18.6 percent or one in five of all children in the state.

Poverty is often accompanied by a lack of access to
proper health care coverage and other impediments to prope:
growth and development. Clearly, our nation must focus on
the needs of these c!ildren and develop c:reative solutions to
their problems if we are to have a promising future. Spe-
cifically, in the health care arena, we must assure that
children in our country are born healthy and are physically
abie to reach their full potential. This means that pregnant
mothers need to be given proper prenatal care, and children
need tn be immunized against diseases and provided the range
of suggested well-child care services. Preventive care is
not only humane, but a very effective investment jin our
future.

In the Omnibus Budget Reconciliation Act of 1986, we
began a renewed effort in preventive care by focusing on the
fight against infant mortility. Experts were telling us that
progress had slowed in this area and that the Un.ted States
was tied for the highest infant mortality rate among the
industrialized countries. We were told that about 40,000 or
one percent of all babies, die before their first birthday.
In Missouri, the infant mortality rate¢ in 1984 was 10.4
deaths per 1000 live births. One in five babies were born to
mothers who did not recel - e carly prenotal care. It is

appalling that the infant rortality rate of a nation as
technologically advanced and wealthy as ours ranks so far
behind most other industrialized nations. In an effort to
increase the fight against infant mortality and low birth
weight, we took an historical and important step with the
Medicaid program. Throughout its bistory, the Medicaid
program had been linked to¢ the receipt of welfare benefits
and thus somewhat arbitrary in the people that it has
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covered., Two years ago, we removed that link for pregnant
women and some children. Ti ‘s pew provision extended the
vption to states to provide Medicaid to these segments of the
population up to the federal poverty level. T am pleased to
say that on January 1, 1988, Missouri adopted this option.
The State projects that 4,682 additional p:egnant woren will
receive Medicaié benefits annually. In addition, 624 women
and 2,394 clildren will recejvce case managemnent services.

Most recently, I cosponsored the Medicaid Infant Mor-
tality Amendments of 1988. This bill will continue the figat
against ‘infant mortality by mandating that all states provide
health care coverage for pregnant women and very young chil-
dren up to 100 percent ¢f the Federal poverty level and
increase provider participation in the Medicaid program.
Uniess we, as a nation, commit to the fight against infant
mortality, the United States will have little chance of
meeting the Surgeon General's goal of reducing the infant
mortality ra%e to nine deaths per 1000 live births by 1990.

In addition to the Medicaid efforts, I have been
actively involved in securing additional funding for the
Supplemental Food Program for women, Infants and Children
(WiC) . This is an important program that can work in con-
junction with Medicaid to ensure that pregnant nothers
receive basic nutrition and prenatal health care. Nume:ous
evaluations have demonstrated the extraordinary benefits and
cost-effectiveness of this program. A recent five-year
national evaluation of WIC jssued by tlhie Department of Agri-
culture found that WIC reduces infant mortality, reduces the
incidence of premature births (which is a leading cause of
infant mortality), increases the number of low income womer.
women receiving adequate prenatal care, improves diets and
nutritional intake, and even appears to improve cognitive
development among children. In addition, & study conducted
by the Missouri Department ¢f Public Healtl. indicates that
every dollar spent on the prenatal compon'nt of WIC averts
$.49 in Medicaid expenditures during the first 45 days of
life alone. Last year, we were able to secure $150 million
over current services for the WiIC program in the budget
resolutinn, while the Appropriations Comnmittec did not fund
the ful) amount, an additional $87 wmillion was provided in a
year of tight budget constraints.

Clearly, there is much rore thot nceds to bhe accom-
plished in the area of preventjve cere, A series of recent
studies by the Office of Technology Assessment, the CGeneral
Account ing Office and the TInstitute of Medicine are all
providing insights into tup health care needs of pregnant
women and children. Tt is my hope that in these hearings we
will be able to elaborate on those needs and develop cost
effective solutions. Again, thank you Mr. Chairman for
focusing the Committee's attentjior on children. Our country
has no more important or valuable resource than our children.

O
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STATEMENT
OF
SENATOR DAVE DURENBERGER

SENATE FINANCE COMMITTEE HEARING ON CHILD HEALTH

. March 23, 1988

I'm very pleased that the Senate Finance Committee, led by
my distinguished colleague Senator Bentsen, is turning its
attention to the subject of child health. I would like to
commend Senator Bentsen for his leadership in this area, and for
calling this hearing today. I hope that we can use the occasion
as a spring-board for needed action in this area.

The issues before us are profound in their effact on the
future of our nation. Quite literally, our most pr cious
national rescurce is at risk. Our future prosperity depends on
our ability to enhance the prospects and productivity of the
next generation. In order to do this, we must begin by
protecting our children’s health.

For a relatively well-off country, we have shocking
statistics about children. First, children make up 40% of the
poor in the United States. The earning capacity of their
parents under age 30 has dropped by 30% in the last 10 years.

Mr. Chairman, of the four- and f{ive-year-olds in today’s

America, one in six have no health i{nsurance. Add to this the
facts that about 10 prrcent of all babies in this country are
born with major health problems, and 40,000 infants die annually
during the first year of life, and we have the makings of a
national crisis.

I don‘t mean to imply that we have done nothing to improve
this disastrous situation. Last year, Senator Brazley and I

introduced a bill that would allow States to enroll pregnant

women and ‘hildren in Medicaid up to 185 percent of che Federal

poverty level. As You know, that legislation was passed oy

Congress, and will greatly increase the opportunities for
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decreasing infant mortality and improving health fe: many

preqgnant women and children.

However, a more comprehensive next phase is necessary in

this continuing evolution of leyislation to decrease infant

mortality and exrand coverage to poor, uninsured pregnant women

and infants. I recently introduced legislation that will go the

next step and require that all Srates, at a minimum, provide

Medicaid coverage for prenatal care, delivery, postpartum care,

and infant care during the first year of life to low income

women and infants up to th. Federal poverty level. I also

ethusiastically cosponsored Senator Bradley'’s most recent

Medicaid expansion Lill.

We must enact one of these pieces of legislation. Studies
conducted by the Institute of Medicine, the U.S. General
Accounting Office, the Alan Guttmacher Institute, and many
others have substantjated that prenatal care reduces both infant
death rates and low kir.h weigh. infants. The infant mortality
rate is 9.7 per 1,000 live births among infants whose mothers
begin prenatal care during the first trimester of pregnancy, ana
48.7 for those infants where the mother had no prenatal care.
v.men who receive insufficient prenatal care are about twice as
likely to have a low birth weight infant. Thirty-four percent
of all pregnant women get insufficient prenatal care; 47 percent
of these women are poor. This is unacceptable. We must provide
better alternatives for the pregnant women of this country, and
a real chance for a healthy start in life for all newhorns.

Infant mortality is not the only reason we nheed to ensure
the health and {uture productivity of our children. Anothc~
serious gap in our health insurance sysrem - coverage for
low-income children with special health care needs must be

filled.

Nationwide, an estimated 4 to 5 percent of all children
under the age of 18 suffer from a chronic iliness or disability

that significantly limits normal childhood activities. Juvenile

O
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diabetes, and severe asthma are examples of such chronic
illnesses. Whatever the apecific disease, conditions classifiea
as chronic share certain characteristics: They are costly to
treat; require regular health care; may run an unpredictable
course; and interfere with daily life and normal growth and
development.

Good, regular health care, however, can enable a chronically
ill child to function at his cor her optimum, avert more costly
hospitalization and emergency situations, prevent complications,
and increase the child‘s chances of a full and productive life.
Unfortunately, however, approximately one-third of poor children
and one-fourth of near poor children with chronic jllnesses are
uninsured. Many others are underinsured. Without adegaate
health insurance, these children are unlikely to receive the
health care they desperately need.

For this reason, last October I introduced the Medicaid
Chronically Ill and Disahbled Children Amendments of 1987, a bill
to amend Title XIX of the Social Security Act to allow states
the option of extending Medicaid coverage to children with
chronic illnesses and disabilities in low-income families up to

185% of the poverty level.

We‘ve got to make children our highest priority while w=
ccmpensate for our past failures in public programs.
As Dr. Richard Reece said in a recent editorial in Minnescta

Medicine (March, 1988):

There are oveswhelming problems engendered by
widespread pexmissiveness, the disintegration of the family, and
the overindulgence and consequences that ensue--drug and acohol
tobacco addiction, unwanted pregnancies and maternal deaths,
sexual abuse and prostitution, psychological disorders and
sulcideg, and violence and death."

We must ctop allowing these terrible things to happen to our

children!

10D
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STATEMENT OF SENATOR JOHN HEINZ

COMMITTEE ON FINANCE %&V jj
MARCH 23, 1988 'y Vil
. /

MR. CHAIRMAN, I AM PLEASED THAT THE COMMITTEE HAS
AGAIN TURNED ITS ATTENTION TOWARD THE FUTURE, TO AMCRICA'S
CHILDREN. THIS NATION WAS FOUNDED OF A COMMON GOAL BEST
STATED 100 YEARS AGO BY FREDERICK DOUGLASS, "A FAIR START
AND AN EQUAL CHANCE IN THE RACE O  FE."

YET, THE UNITED STATES STILL REMAIRS ONE OF THE MOST
DANGEROUS PLACES IN THE INDUSTRIALJZED WORLD TO BE BORN.
THERE IS A COMPELLING NEED FOR NATIONAL LZADERSHIP TO
ADDRESS THE NATIONAL TRAGEDIES OF INFANT MORTALITY AND LOW
BIRTH-WEIGHT.

RETENT STATISTICS RELEASED BY THE CHILDREN'S DEFENSE
FUND SHOW THAT FOR THE FIRST TIME SINCE 1960 AMERICA'S
INFANT MORTALITY RATE HAS SLIPPED. FOR A BLACK INFANT THE
PICTURE IS MUCH WORSE. THE FACT IS THAT A BLACK INFANT
LORN IN AMERICA IS LESS LIKELY TO LIVE TO THE AGE OF ONE
THAN A BABY BORN IN CUBA, BULGARIA, OR COSTA RICA.

STUDIES HAVE SHOWN THAT GOOD PRENATAL CARE, STARTING
EARLY IN PREGNANCY, CAN BRING AN END TO THIS ONGOING

l{llC 1:0
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TRAGEDY. FOR THIS REASON, THE COMMITTEE HAS AUTHORIZED
OPTIONAL MEDICAID COVERAGE OF POOR PREGNANT WOMEN, INFANTS
AND CHILDREN. AND, THERE IS GOOD NEWS TO REPORT. STATES
HAVE MOVED MORE RAPIDLY ThAN EXPECTED TO ADOPT MEDICAID
COVERAGE FOR PREGMANT WOMEN AND CHILDREN LIVING BELOW THE
POVERTY I.INE.

I AM PLEASED TO REPORT THAT THE COMMONWEALTH OF
PENNSYLVAKIA WILL JOIN THIS FIGHT BEGINNING ON APRIL 1,
1988. AL1SO, I EXPECT THAT THIRTY-TWO STATES WILL MAKE
MEDICAID SERVICES AVALLAE E DURING PREGNANCY BY THE END OF
THIS YEAR. 1IN THIS CASE, .N OUNCE OF PREVENTION MAY BE

WORTH A TON OF CURE.

OUR NATIONAL INTERESTS, HOWEVER, MUST EXTEND BEYOND
INFANTS TO THE BROADERS ISSUES OF HEALTH CARE FOR CHILDREN
GENERALLY, AND IN PARTICULAR THOSE CHILDREN WHO FACE
CHRONIC ILLNESS. TODAY'S PANEL OF EXPERTS WILL REVIEW THE
HEALTH NEEDS OF ALL OUR CHILDREN. I AM PARTICULARLY
INTERESTED IN THE INSTITUTE OF MEDICIME'S RESEARCH PRCJECT
ON HOW BEST TO ENCOURAGE EARLY FRENATAL CARE. SO I AM
ANXIOUS TO REVIEW TODAY'S TESTIMONY.

THANK YOU, MR. CHAIRMAN
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Statement
of the
HEALTH INSURANCE ASSOCIATION CF AMERICA

on
CHILDRENS HEALTH CARE

Before the
Senate Finance Camittee

March 23, 1988
Washington, D.C.

I am Arthur Lifson, vice president of Equicor, Inc. - a joint venture
of the Equitable Life Assurance Society of U.S. and the Hospital
Corporation of America. Today I also represent the Health Insurance
Association of America. The HIAA is a trade association, representing
some 335 insurance campanies. Our members write over 85 percent of the
private health insurance provided by insuranc campanies in this
country. All of these campanies design and underwrite private insurance
plans that cover children as dependents of policyholders as well as
directly under individual plans. Many of the member companies use case

management services in administering their plans.

While the focus of this hearing is children, it should be recognized
that most Americans are covered under public or private programs for the
reimbursement of medical expenses. The health insurance industry,
however, is deeply concerned about the same 35 million or 15% of the
American public who are not so covered, and has begun to promote a series

of proposals to clese that gap in coverage.

The industry believes that the naticnal surveys published concerning
the extent of health insurance coverage fairly represents the order of
magnitude of the problem we all face. As in the population as a whole,
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less than 15% of children lacked public or private health insurance
coverage in 1986. Of the more than 85% that were covered, 703 of them
were covered by private plans and 15% by public ones, principally
Medicaid. Throughout the 1980’s, Congress has taken several steps to
expand the eligibility of poor children for the Medicaid program. 2As a
result of those changes in law, it is reasonable to assume that the
population of uninsured children might be samewhat smaller than current
estimates show.

As is true with older Americans, approximately 85% of the children
covered under private health benefit plans are covered through employee
sponsored ones and 15% are covered under individually underwritten plans
sponsored by insurance campanies, Blue Cross plans, and BD’s.
Typically, these are major medical plans which provide comprehensive
acute care benefits after satisfying a modest deductible. The vast
majority contain a limit on out-of-pocket expenses. Plans vary widely.
The most common deductible, for example, is $109. 80% of plans have a
limit on out-of-pocket expenses of $2000 or less.

In recent years, the degree to which preventive health care services
are covered by private insurance health plans has increased
substantially. A 1984 HIAA survey of member companies showed that
approximately 20 percent of the employees’ dependents cwvered by employer
sponsored plans made provision for well baby and child care, and slightly
over 57 percent had coverage for hame health care. Just two years later,
almost 30 percent of the plans had coverage for child health care and
over 70 percent covered hame health care services.

Private coverage typically includes the full range of inmpatient and
outpatient, diagnostic and treatment services. New technologies and
procedures are covered regardless of cost once the Food and Drug
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Adninistration, the Council on Medical Specialties or other professional
review organizations have vouched for their efficacy. They are cammonly
excluded :ihile in their experimental phases.

In recent years, the financial protections afforded under private
- policies have steadily increased with regard to catastrophic bills.
% Maximum benefit levels have typically been raised to $1 million or more.
In 1984, nearly cne-fourth of all employers had unlimited benefit levels.
Data from 1986 on new or revised policies show that nearly 33 percent of

v

all plans for campanies with 25 to 499 employees had unlimited benefits
levels. The same annual showed deductibles have increased from less than
$100 to $250 per year. Given che substantial increase in medical care
expenses in recent years, such an increase is not unreasonable and is
designed to maintain the value of the deductible in constant dollar

terms.

One of the recent developments that has made it possible for
insurance campanies to provide such expanded benefits while controlling
theexperseSoffhosebenefitshasbeentbedevelqmentofcase
management services. Under a case management approach an insurer working
with the insured, their family, and their medical practitioners designs
and implements a plan for the care for the individual. The care plan
often includes items of services not covered under the plan, but
necessary to assure high quality and economical care. These services are
paid when part of an approved case management plan.

For exanple, my campany routinely provides for travel ard hotel expense
forafamilymatber»henwesuggatammcenterfarfmnmei:mreds
hometown. This approach is used with relatively low frequency, high

experse conditions.

For children the diagnoses that might trigger case management
services could include cystic fibrosis, cerebral palsy, spina bifida,
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heart, respiratory and ¢.I. anamolies, fetal malmutrition and near
drownings in addition to high risk infants. There are other diagnoses
such as head and spinal cord injuries which have a high proportion of
older primarily adolescent children.

In order to give you an idea of the involvement of case management in
the case of chronically ill or injured children for Equicor, about 50% of
the head injury cases and 25% of spinal cord’s were dependent children.
About 1,000 high risk infants are referred per year to case management
and 34% of them will be chronically ill. For the year 1987, Equicor had
same 2,500 case management referrals, 23% were dependent children. Of
- the 893 cases that were ultimately managed, 250 (28%) were dependent

children.

We believe case management not only assures the individual high
quality care but also economical care. The chronically ill/injured
children managed by Equicor had an average expense of some $40,000 as
opposed to an estimate expense without case management of some $90,000.

A per case savines of $50,000.

Despite the generosity of current employer based plans, the
out-of-pocket limits may be "catastrophic" for scme working families at
or near the federal poverty level. HIAA is cognizant of the hardship
even modest deductibles might have on these families. We, therefore
recommend expansion of the medically needy spend down program under
Medicaid. Such expansion should be coordinated with employer plans and
would supplement enployexr coverage for low incame people. Such
integration of employee plans and Medicaid would assure low income
workers that their maximm out-of-pocket limit was in keeping with their

total resources.

Individuals who exceed a policy’s maximam benefits typically do so

“acause of a severe, high cost, chronic condition. Sametimes private
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coverage is exhausted before the maximm benefit level is reached because
private policies are designed to cover acute conditions, not long-term
and custodial anes.

As recently as five years ago, only 16 insurance campanies sold
policies that covered long term primarily custodial care. Their market
was exclusively the elderly. Since then, about 80 campanies have entered
the market and at least one-half million individual policies have peen
sold. Most recently, a number of campanies have begqun offering long-term
care policies to employees, dependents and parents. ‘The average age of
purchasers of such employer sponsored policies = surprisingly about 40
years of age. Such long-term care policies would be appropriate for
children with chronic impaimments or traumatic injuries.

Scme 35 million Americans are without either public or private health
care coverage. Thirty-two percent of these are children. HIAA recently
proposed a camprehensive plan for the uninsured. Under the plan,
children would be covered as follows:

a) All children below the federal poverty level would be covered
under Medicaid, regardless of the family relationships or the
work status of adult family members. CQurrently, there are 4.3
million uninsured children below the poverty level, or 12
percent of the total uninsured population.

b) children in families just above the federal poverty line would
qualify for Medicaid after their family has spent down so called
excess incame on medical bills. HIAA also supports enactment of
Medicaid spend down programs in all states.

Cc) We believe that all children regardless of the family’s income

level would be eligible for employer coverage of dependents, so
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long as a parent worked 20 hours or more per week. There are
8.3 million children, or 24 percent of the uninsured, falling
urder this category.

d) children of those parents who are self-employed would be more
likely to receive private coveraje, if the self employed
received a 100 percent, instead of the currein. 25 percent, tax
deduction for themselves and their dependents. There are
860,300 uninsured children of the self-employed. They account
for 2.5 percent of all the uninsured.

e) The only uninsured children for wham HIAA does not have a
coverage proposal are those children of norworkers with incomes
above 200 percent of the federal poverty level. There are about
175,000 such children, accaunting for less than 0.5 percvent of
the uninsured. Such non-poor families should have no problem
purchasing individual policies.

f) Approximately 1 million Americans are considered medically
uninsuraklc because of their existing health conditions. Same
of these uninsurables are children. HIAA believes that health
insurance should be made available to all uninsurable
individuals, whether children or adults, through specifically
created coverage mechanisms. One mechanism is state pools for
high risk individuals not eligible for other coverage. Fifteen
states currently have such pools. HIAA also proposes a second
mechanism to re-insure employer groups who would otherwise be
uninsurable.

To fulfill the private sector needs just outlined, insurers would
develop low-cost prototype plans which have either basic benefits with
low-cost sharing or more camprehensive benefits with higher cost
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sharing. All plans woild limit out-of-pocket expenses and provide
genexrous  lifeti~e maxirum penefits. Doing this, however, will require a
federal preemption of state mandated benefit laws.

Ino:de.rtoueettixeneedsofpmrermicnndﬁldren, the HIAA
urges the speedy enxctment of the Medicaid expansiuns we have emumerated
today. This camittee has before it several b_ils wine wxld be a
reasonable first step along the road to assuring everyone equal
availability of care.

5. 2122, The Medicaid Infant Mortality Amendments of 1933 sponscied
by Senator Bradley and co-sponsored by seven other members of whis
camnittee from both sides of the aisle de.erves early considerati-n and
has our full support. Uhless we are able to give all poor wamen ary
their young children proper care, the uninsured gap will remain. More
importantly any lope we have of closing the infant mortality gap will be
seriousty jeopardized. I believe there are other bills before y -, which
also deserve considerations, sponsored by Senators Durenberger and Chafee
vhich also address these issues in whole or part.

Many of the states have taken up the challenge as weil. Half
currently provide Medicaid coverage to pregnant women and their children
up to the poverty level. Fifteen have enacted state pools’ for
uninsurables. Thirty-four have medically needy programs.

Mr. Chairman, the insurance industry is willing and anxious to move
forward in helping to solve the problem of the uninsured, particularly
children. We look forward to work with you and your colleaques on this

camittee.
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STATEMENT OF

THE HONORABLE RAY MABUS
GOVERNOR OF MISSISSIPPI

on

HEARING ON CHILDREN'S HEALTH CARE

March 23, 1988

Good morning Mr. Chairman, and members of the committee. My
name is Ray Mabus and I am Governor of the State of Mississippi. I
appreciate the opportunity to testify today on behalf of the
National Governors' Association regarding the efforts that the
states have made to address the problem of infant mortality. I do
not need to tell you that the infant mortality rate remains at an
unacceptably high level throughout most of the country. However, I
believe that the activities states have 1initiated with federal
support over the past tew years gives us reason for optimism.

I will not go into all of the statistics on infant mortality
this morning. You have experts in this field scheduled to testify
who can describe the incredible depth and breadth of the problem,
However, I want to mention that the infant mortality rate has been
pafticularly acute in the southern states. In my region of the
country infant mortslity is significantly higher than the national
average. In 1985, the nationsl average was 10.6 deaths for evoery
1,000 live births. In the south, the rate was 12.4 deaths per 1,000
live births.

Because of the magnitude of the probiem in the southern states,
former Governor Richard Riley of South Carolina and others in 1984
established the Southern Regional Task Force on Infant Mortality.
The purpose of the Task Force is to educate state governments on the
dimensions and causes of the problem and to formulate and recommend
policies that states cculd wuse to effectively combat infant
mortality.

The Task Force, through the able leadership of Governor Riley,
developed several recommendations to improve the education,
nutrition and health care of children and pregnant women. The most
significant and far reaching proposal called for a revision of the
Medicaid program to allow children and pregnant women whose income
was at or below the federal poverty line to recaive services paid
for by Medicaid. The National Governors® Association (NGA) the
adopted this recommendation as policy »n 1986.
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The adoption of this policy marked a significant departure from
the NGA's previous Medicaid policy. This was the first time that
the NGA embraced the idea that eligibility for Medicaid should be
based on the income and assets of the individual only and not on
other categorical requirements related to cash assistance programs.
Rules and regulations which properly apply to direct cash payments
should not hamper 3 person’'s access to health care. The governors
fsel strongly that this wvulnerable population should be able to
receive medical attention when it's needed.

For southern states, the link between cash assistance programs
and medical assistance programs created an additional barrier to
efforts to target and reach this group. Despite the fact that
southern states receive a high rate of return from the federal
governwent for state dollars spent, we could not 3fford to increase
the level of cash assistance payments so that more people would be
eligible for medical assistance.

Separating the Medicaid program from the cash assistance program
made good economic sense. It allowed us to target our limited funds
for the population where the dollars have their greatest impact.
Each dollar spent on prenatal and infant care for a child saves many
future dollars. Every child who is born nealthy has the potential
to become & tax payer rather than a tax consumer. The cost of
providing preventive medical care is much less than paying for the
chronic and lifelong prnblems that often result from low birth
weight.

As decision makers, you know that many groups in our society
have unmet needs, needs we would all like to address. But because
of limited resources we have to set priorities. For governors,
these needy women, infants and children are a top priority.

Because of this committee's leadership, the Omnibus Budget
Reconciliation Act of 1986 included the NGA's proposals. This
legislation gave states the option of expanding Medicaid
eligibility to all pregnant women and infants, up to age one, whose

family income is at or below the federal poverty level. States can
2lso choose to impose limit on the asse.s a family may have. The
Omnibus Budget Reconciliation Act (OBRA) of 1987 allows states to
extend coverage to children up to age five with income at or below
the poverty lavel, and to provide coverage to pregnant women and
infants with income at or below 185 perceni. of the poverty level.
The states welcomed these changes.

The states have effectively used the changes in the federal
statutes in combination with outreach programs (at the state and
local 1level) to effect major advancements in the way infant
mortality is being addressed. Let me briefly summarize:

(o 120 .
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To date, thirty-one states have opted to provide Medicaid
services to pregnant women and infants up to age one. At leas. four
other states are covering the same population through their
medizally needy programs or WwWith state dcllars. Tnerefore,
thirty-five states (including the District of Coiumbia) are
providing the coverage envisioned by the committee when it adopted
the eligibility option in 1986. Several more are expected to adopt
this option during this year. Clearly, the states have acted swift)
to take advantage of this opportunity.

In the South, the response has veen even more dramatic. Of the
eighteen 3outhern states (including the District of <Columbia),
sixteen are already providii; coverage to pregnant women and
infants. I am proud to say that almost all states in my region have
adopted aggressive policies to fight infant mortality.

The states as a whole have responded pesitively in several ways
to their options urder Medicaid. Twenty-iwo of thirty-one states
covering pregnant women and children have Phessd in older children
as allowed by OBRA-8€. Twenty-five of these states provide
continuous eligibility to pregnant women regardless of fluctuations
in their income. Finally, fifteen states provide M2dicaid services
to woman immediately upon a determination of Ppregnancy rather than
waiting for the normal eligibility process to be completed.

Let me assure you at this point that state and local eflorts to
combat infent mortality go beyond handing out Medicaid cards.
Outreach programs arc essential because access to appropriate care
{s 3till a problem even when financing js available. States have
worked aggressively and innovatively in creating necessary outreach
programs.

Allow me this opportunity to describe the critical situation in
Mississippi and how we have moved to combat the problem. Until
1985, Mississippi consistently suffered the highest infant mortality
rate of any state in the nation. In 1976, Mississippi's infant
mortality rate was 42 percent higher than the national average.
sinve 1985, Mississippi has mcved from 50th in the nation to 47th.
The infant mortality rate has been reduced from 21.6 deaths per
1,000 live births in 1976 to 12.3 deaths per 1,000 live births an
1986.

By 21l calculations, these are steps in the rigrt direction.
And what they measure is the saving of lives, the prevention of
disabilities, and the unlimited pessibilities that are openx to
babies born healthy.

We have moved ashead by making the best use possible of the

Medicaid Program. First, we expanded our Meldicaid coverage to
include the married poor, before it became a federal mandate. Then,
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He Dbroadensd our standaré of need for eligibility to 50 percent of
the poverty level. Under the OBRA-86 option, we were among the very
first stater to move eligibility suandards to 100 percent of poverty.

These conbined efforts are expected to provide coverage for at
least 7,007 more pregnan: women and 46,000 more children when fully
implemented. Our state lei.slature is currently considering taking
advantage of the most remecnt Medicaid expansion for pregnant women
and infants to 135% of the poverty level and implementing case
mansjement services for high risk Medicaid maternity patients.

In addition to Medicaid expsnsion, we have instituted other
crestive means of stretching our limited rasources.

Mississippi is fortunsto to have a statewide system of public
haalth departmen.s, with servicas provided in every county. More
then 40% of the ‘ragnant wcmen in the state (17,000) are served in
this system. In racent years, the state legislature has consistently
increaswd funéing for the health depa “ment for its maternity
program, not only to p-wide prenatal care but to <engage the
services of physicians in private prartice to onsure continuity of
care when time for delivery arrives.

In addition, Mississippi prudently uses other fedsral monies
targeted for pregnant wome.. and children.

The MCH Block Grant, through which Mississippi receives §7
million, enables %he health department to provide prenatal care and
delivery services to lcw ircome women.

The WIC program in Mississippi serves the highest percentage of
persons eligible for WIC in tho region. <The number of infants
served i3 eguivslent tc $0% of all live births in the state.

With $3 million in family planning funds, Mississippi provides
services to 100,000 women in the state, one-third of whom are 20
yaars of age or younger.

A SPRANS (special project of regionsl and national signif’ -ance)
grant from the Public Health Service some five years ago permitted
the hiring of a perinatal outreach nurse to receive referral calls
to the state operated hotline from women experiencing problems with
3ccess to nmedical care. Significant ststewide promotion through
posturs, flyers, and television and radio spots let providers and
consumers know of the availability of the toll tree number for this
purpose. It continues to be funded through 8 Post-neonatal Death
Impact Project SPRANS grant. Case studies of these calls are
reviewed every two weeks by a Medical Access Task Force and have
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become the basis for legislative and public policy action to close
gaps in the system.

Mississippians are proud of our state's improvement in infant
mortality. However, we cannct afford to relax our efforts since we
still have a long way to go. In 1986, of 41,868 births in
Mississippi. 342 women still receive no prenatal care at all, and an
sdditional 9,600 women receive no care until after the first
trimester of pregnancy. Furthermore, the infant mortality rate for
non-whites is still almost twice the rate for whites, and the
percentage of births which are low birth weight remains relatively
unchanged. Continued support of cost-effective sarvices to prevent
Janplanned pregnancies, especially to teenagers., and to ensure that
children are born healthy and nourished properly is essential to the
future of our state.

Daspite Mississippi's efforts, there is no doubt that more can
be done. The NGA believes that states should be given the option to
provide Medicaid services to all children under the age of 1& whose
family income is at or below the federal poverty level.

We believe strongly that Congress should continue its efforts to
use Medicaid to finance efforts to decrease infant mortality and
improve the health of all low-income and disadvantaged children. We
have stronaly supported this committee's efforts to make Medicaid
funds available and to grant states the flexibility to tailor
Medicaid programs to each states specific needs. Further expansion
of the options already in place will further promote state efforts
on behalf of pregnant women and children.

Thank you for giving me the opportunity to testify before you
today. I would be happy to answer any questions you might have.
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STATEMENT OF U. S. SENATOR SPARK/MATSUNAGA
BEFORE THE HEARING ON CHILDREN'S HEALTH CARE
Senate Finar<ce Committee
SD-215 Dirksen Senate Office Building
Washington, D. C.

Wednesday, March 23, 1988 - 10:00 a.m.

Mr. Chairman, at the ou‘set, I would like to express my
appreciation to you for holding these series of hearings on
children's health care issues -- a vital, but often-ignored
area of concern. I would also like to take this opportunity
to commend the Chairman for his leadership in establishing the
National Commission on Children which will hold publie
hearings and make recommendations to Congress on how to
protzci and enhance the physical, mental, and emotional
well-being of children and youth.

As a cosponsor of the bill introduced by Senator
John Chafee, S. 1537, which aims to reduce the immense
financial burdens on families with children who have a
catastrophic illness, I look forward reviewing the testimony
of the witnasses before us today.

Mr. Chairman, my state of Hawaii, while idyllic in
climate and natural surroundings, also faces problems in
children's health care. In Hawaii, the Kapiolani Medical
Center for Women and Children provides care for nearly all of
the newborns, infants, and children with catastrophic
iilnesses in the state as well as from many of the Pacific
Island territories. Mr. Richard Davi, President of the
Kapiolani Medical Center informed me that during Fiscal Year
1987, 67 children under the age of one were discharged from
his facility with hospital bills in excess of $50,000. The
bills ranged from $50,000 to $400,000. Excluded from this
group were children who "lived" at the Medical Center
throughout the year. As you know, for long-term, ventilator-
dependent children, hospital bills for their years of care far
exceed $400,000. I need not tell everyone here that the
consequences for the families are devastating. My Chairman, I
reguest that these case studies be entered into the hearing
record.
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€Case 1: Baby Dawn

Baby Dawn was born severely premature at 24 weeks gestation. At
birth, she weighed approximately 605 grams which is 1 1b. 5-1/2 ozs. She
is the third child of a 33-year-old mother and 34-year-old father.
Shortly after birth, she was rushed up to the Neonatal Intensive Care
Unit where she has remained for the past six montb:.

Prior to baby's birth, Mrs. Black began having complications and was
required to remain in bed until delivery. She was forced to quit her
job, and the family was required to make ends meet on Mr. Black's salary.

Mr. and Mrs. Black had hoped to purchase a home for their family.
Just prior to baby's birth, Mr. Black had begun arrangements to finalize
such a purchase. Unfortunately, they were unable to do so as it became
apparent that they could no longer afford to. Although this family
qualities for medical coverage under Mr. Black's policy, their current
medical expenses since Baby Dawn's birth are $275:000: Their share of
the expenses is $19,000. Doctors are unable to determine baby's length
of stay, and therefore, it is possible that the medical expenses may
double.

Due to the obvious financial strain and continued emotional
hardships, Mr. and Mrs. Black have grown apart from each other. The
birth of Baby Dawn has compromised this family's ability to function as a
whole unit. Coping mechanisms have been severely compromised and parents
have found it increasingly difficult to communicate with each other, and

therefore, are unable to support each other.
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Case 2: Baby David

David was born prematurely on Lanai, but at two weeks of life was

v admitted to our PICU for pneumonia, congestive heart failure, PDA and
prematurity. His young parents have three other children. The father
% " works_periodically for the Ringa?ple industry, and mother is unemployed.
(Mmeicad
They have been denied DSSH. David has been in our PICU since May 27 and
i~ recently underwent cardiac surgery. His parents have an extremely
. difficult time finding enough resources tu°pay for plane fare to visit
. David and so visit very infrequently. Each round trip is about $100 for
them. David's current stay is indeterminate due to the critical nature
5 of his illness. It is also anticipated that he will have ongoing repeat

hospitalizations. As of mid-August, his hospital bill was $169,000.

Case 3: Keoki

Keoki is an 8-month-old child who has spent most of his life at
Kapiolani Medical Center. He was an NICU patient for five months prior

to discharge to his home on Molokai. After a very brief stay, he was

readmi tted to PICU in May for severe bronchial pulmonary dysplasia and

respiratory failure. His young mother has another child and is supperted

by%g;gg!' However, DSSH will provide plane fare and accommodations at the
- Ronald McDonald House only at the time of admission and discharge. Since
she is not employed, she finds it very difficult to gather funds to visit
Keoki. Each round trip and a few days at the Ronald McDonald House costs
her about $100. Keoki's stay at KMC will be indeterminate due to the
critical nature of his illness. It is also likely that Keoki may have

repeat hospitalizations once discharged. As of mid-August, his hospital

- bills exceeded $125,000.
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TESTIMONY BEFORE THE
SENATE FINANCE COMMITTEF
U.S CONGRESS

PRESENTED BY
PAUL W. NEWACHECK, M.P.P.
ASSISTANT ADJUNCT PROFESSOR
INSTITUTE FOR HEALTH POLICY STUDIES
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

MARCH 23,1988

TESTIMONY

Mr. Chairman and members of the Committee, 1 am pleased to appear
before you today to discuss the health care needs of chronically ill and disabled
children. For the last five years I have been engaged in research concerning
trends in the size of this population, their use of health care services, and
expenditures for services. Much of my testimony this mormng draws upon that
work,

Few children in the U.S. experience lasting or major illnesses during
childhood. The vast majonty enjoy a healthy childhood; the bulk of health
services provided to them is for preventive care and routine treatment of minor
acute conditions. Expenditures for health care are consequently minimal for
most children. Indeed, annual health care expenditures for children average
less than half of those for working age adults and are only about one-fifth of those
for the elderly.

Averages can mask substantial differences among individuals, however,
and there exists enormous variation in child health care utilization and
expenditures. A relatively small proportion of children accounts for a large share
of total health care expenditures. For example, nearly one-fourth of all children
less than 18 years old do not see a physician during the course of a year, yet the 10
percent of children with the highest use levels account for nearly one-half of all
physician services provided to children Similar patterns of disproportionate use
exist for most other major health care services, including hospital care and

services provided by allied health professionals. Without adequate 1nsurance or
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o other financial means, meeting expenses for these services can impose
. tremendous financial burdens on families of sick children.

3

v& -Although only about 1 in 20 children is hospitalized each year, most

children with high health care expenditures have spent some time in the
hospital. About two-thirds of children with hospital episodes are treated for acute

health problems. Once treated, they generally experience minimal need for

o ongoing expensive medical care services. The remaining children are
hospitalized for chronic health problems and differ from acutely ill children in
that their needs for medical services usually extend well beyond a single

d hospitalization. For example, a child with a severe and degenerative chronic

illness such as cystic fibrosis may be hospitalized several times over a shortened

but indefinite lifespan.

Prevalence of Chronic lllness
Although there is no universally accepted definition of chronic illness, most
: experts agree that a chronic condition is one that extends over a long time period.
Chronic illness can affect a child's ability to function in age and developmentally
appropriate roles. Among children there is wide variation in the prevalence,
severity, duration and age of onset of chrome conditions.

Using the National Center for Health Statistics' convention of defining
conditions as chronic if they have been present more than three months, or
conditions that ordinarily have a duration of more than three months such as
arthritis or diabetes, approximately 30 percent of all children under age 18 are
affected by chronic physical or mental conditions. Data from the National Health
Interview Survey suggest that only a small proportion of these children are so
severely affected as to nced prolonged and expensive treatment. In fact five of
every six children with chronic conditions experience no limitations in their
usual activities. A substantial proportion of these mild chronic conditions such
as allergies, skin problems, and minor respiratory diseases are outgrown as
children mature.

The remaining chronically ill children are of much greater concern from a
health viewpoint. Thes. children, who number 3.3 million and account for 5
percent of the population under 18, suffer some degree of disability because of

their chronic illness. About 30 percent of the children in this group, or shghtly
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less than 1 million, are limited in their ability to participate in minor activities,
such as sports and recreational pursuits. Another 2 million children are more
severely limited by chronic illness and are restricted in the kind or amount of
their major activities such as school for school-age children and play for
preschool-age children. At the most severe end of the spectrum are children who
are unable to engage in any major childhood activities. Nationwide,
approximately 400,000 children, including about 100,000 residing in institutions,
fit into this category, Also within this category are several thousand children who
are dependent on some form of life sustaining technology.

Disabled children are afflicted by a variety of chronic conditions. Mental
retardation and asthma are the most common causes of disability for children,
but learning disabilities, orthopedic impairments, and vision, hearing and speech
problems are also common among disabled children residing in the community.
While much less is known absut disabled children residing in institutional

settings, it appears that moet suffer from multiple physical and mental

disabilities.

Health Care Utilization by Disabled Children

Children with chronic conditions severe en .gh to result in disability
experience medical and social service needs greater than those of other children,
The needs of individual children vary greatly depending on diagnosis and severity
but in almost all cases they include basic ambulatory and hospital care and case
management services. In addition, with more severe disabilities children may
require physical and other therapies, mental health services, durable medical
equipment and appliances, and home health care.

Most children wiih disabling chronic illnesses use health services on an
intermittent basis, often following acute flare-ups of their chronic conditions, and
they use fewer services during periods of remission. On the other hand, disabled
children who are consistently high users of medical and social services are much
more likely to require care in an institutional setting. Unfortunately, little is
known about patterns of service use for institutionalized children since they are
usually excluded from national health surveys. Similarly, data is lacking on the
use of highly specialized equipment such as dialysis machines and respiratory

ventilators required by severely disabled chiliren in the home setting. Tne
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problem is that what is known about use patterns of disabled children comes from
national surveys designed to measure service use for the population as a whole
and not the special needs of chronically ill children. As ¢ result, existing
estimates greatly understate actual use of medical and social services by disabled
children.

The limited national data that are available show large differences in use of
M health care services by disabled and nondisabled children. According to the
' National Health Interview Survey, disabled ¢ .:idren are three times more likely
tv be hospitalized as nondisabled children. Once admitted they stay twice as long
as nondisabled hospitalized children. The result is that the 5 percent of children
with disabling chronic conditions account for 31 percent of all hospital days for the
noninstitutionalized population under age 18. The most severely disabled
children, those unable to attend school or engage in ordinary play, spend an
averuge of 40 times as many days in the hospital each year as their nondisabled
counterparts.

Professional services are also used disproportionately by disabled children.
Disabled children under 18 have an average of 11 physician contacts annually,
compared to an averag.e of less than 4 for other children. Data from other
national surveys indicate use of nonphysician professional services, such as those
provided by physical therapists, nurses, psychologists and others, is nearly six
times greater for disabled children. Disabled children are reported to use twice
the number of prescribed medications as other children and ere at least twice as
likely to make use of vision aids and hearing devices, orthopedic appliances, and
medical transportation services.

Overall, disabled children use at least twice as many health services as
nondisabled children. For inpatient hospital services and for services provided by
nonphysician professionals the differences are much greater. Were data
available on other health related items used principally by disabled children such
as durable medical equipment, home renovation, expendable medical supplies
and institutional care, the differences in resource use would appear much more
aramatic.

The cost of this care is substantial, and most families of disabled children
can expect to face recurring exrenditures year after year. Unfortunately, no

current data are available to accurately estimate the financial burden of disabling
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chronic illness, Data collected in the 1980 National Medical Care Utilization and
Expenditure Survey indicate that total nondental medical charges for
noninstitutionalized disabled children under 21 years old were nearly three times
higher than those for nondisabled children. In 1986 dollars this translates to an
average of $1,242 per disabled child and $430 for each nondisabled child. However,
because many services used principally by disabled chidlren were not included in
the survey, the true financial burden, both in relative and absclute terms, is much
greator. Results from this same survey also indicate that expenditures were
unevenly distributed among disabled children with a small proportion accounting
for a large share of tx;tal expenditures. Indeed, when ranked according to
expenditures, the upper 10 percent of disabled children--those with charges
exceeding $3,000 in 1986 dollars--accounted for 65 percent of all charges for the
disabled population. Hence, a small segment of the disabled population,
principally those who have been hospitalized, accumulatesvery high charges,
while most disabled children accumulate comparatively modest bills, primarily

for ambulatory care services.

Paying for Health Care Services

Families of disabled children rely or a variety of sources for covering their
medical care bills, On average, families of disabled children pay about one-fifth of
their children's medical care bills directly out-of-pocket. The remaining expenses
are met through a variety of third parties. Six of every seven disabled children
have some form of private or public insurance coverage. For most disabled
children, private health insurance is the primary source of payment for medical
care bills. Approximately 65 percent of disabled children have some fcrm of
private health insurance. For the most part this insurance is group coverage
obtained through parental employment. Individually purchased policies :over
few disebled children because these plans often contain restrictions on services
covered and frequently excluGe coverage of preexisting conditions. In contrast,
group policies usually include more generous benefits and, if obtained through

employment, rarely contain exclusions for preexisting conditions.

Still, what services a child 1s entitled to and the share of the bill met by the
insurer or employer varies enjrmously from plan to plan. Standard group

insurance usually provides adequate berefits for hospital care, physician services
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and other basic medical services. Yet some have raised concerns about the
adequacy of coverage i‘or many home services and ancillary therapies that
disabled children may need.

In addition to limits on covered services, the degree to which families of
disabled children are protected against high out-of-pocket expenses will depend on
several other characteristics of their insurance includiny:

¢ Deductibles: the amount the family pays before insurance
begins paying

¢ Coinsurance: the share of charges paid by the family after
the deductible hus been met

*  Maximum Bexefit Levels: insurers may impose a dollar
ceiling on a per illness, per year, or lifetime basis

¢ Limits on Out-of-Pocket Liability: many insurers establish
a limit on family expenses after which the insurer usually

pays for benefits in full.

Overall, private health insurance appears to provide adequate financial
protection for families of disabled children whose needs are limited to basic
hospital and physician services. These services are fairly well-covered by most
private health insurance plans. However, for severely disabled children with
intensive service needs, especially for home care services, private health
insurance may not provide adequate financial protection and, consequently, may
limit access to needed services.

Because private health insurance is usually obtained by parents througa
the workplace, private hnalth insurance is much more common among higher
income households. Disabled children hiving in families with incomes above the
poverty level are nearly four times more likely to be covered by private health
insurance than similar t;hildren in families with incomes below the poverty level.
Indeed, only one in every five disabled children from impoverished farailies is
covered by private health insurance.

Disabled children without private health insurance are sometimes eligible
for public insurance coverage. Avproximately 24 percent of disabled children are
covered by some form of public coverage including Medicaid, Medicare,

CHAMPUS and other public sector programs. Four out of every five disabled
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children with public coverage are covered by Medicaid. Eligibility for this
program is generally connected to the Aid to Families with Dependent Children
and Supplemental Security Income programs. Financial eligibility thresholds
under these programs vary from state to state and many low income disabled
children are ineligible because their family incomes are slightly above the state
set limits. Survey data indicate that only 59 percent of disabled children living in
families below the poverty level are covered by Medicaid.

State Medicaid programs are required to provide a basic service package
that includes, among other services, hospital and physician care. However,
many ..ates impose limits on these basic services which can create severe
hardships for low income families. An additional problem for families with
Medicaid coverage is finding providers who will accept Medicaid's generally low
provider payment levels. While Medicaid is subject to many criticisms, one
important and major advantage of Medicaid to low income families is that
deductibles and copayments are very low or nonexistent in most states. Hence,
despite its drawbacks, Medicaid plays an important role 1 finanang the health
carc needs of many low income disabled children.

Many families can also turn to the state and federally funded programs for
Children with Special Health Care Needs (formerly known as the Crippled
Children Service programs) These programs provide case management and
other critical health services to eligible chronically 11l children. Each state sets its
own eligibility criteria, and there is tremendous vanation i1n the types of children
cligible based on diagnosis and financial status as well as the services offered.
Because of state 'o-state vanability in eligibility critena, ¢ disabled child 1nay be
ineligible for Medicaid and CCS in one state but eligtble for both programs in
another.

At any given point in time app:oximately 86 percent of disabled children
have some type of private and/or public insurance coverage, but 14 percent, or
nearly one-half million disabled children, are without any form of health
insurance. When viewed over the course of an entire year, up to one-fourth of all
disabled children may be without coverage at one time or another. Clearly, the
absence of coverage exposes families to tremendous finanaial risks and can pose
substantial barriers to obtaining needed services.

According to the National Health Interview Survey the primary reasons for

an absence of health insurance coverage are financial. Families of seven of every
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ten uninsured disabled children said the main reason for thei fack of coverage
was that insurance is simply too expensive. The next leading reason cited was
loss of coverage attendant to loss of employment. Given these reasons for lack of
health insurance, it is not surprising that disabled children living in families
with incomes below the poverty level are twice as likely to be uminsured as

disabled children from more affluent families.

Corclusion

Chronic illness varies in its impact on children's health and functional
status. The result is that use of health care and 2xpenditures vary greatly from
child to child. In some cases expenses are predictable, but more often they are
not. The available evi.dence suggests that families are unevenly exposed to
financial risks associated with chionic illness Higher income families tend to be
well insured and appear capable of meeting most health care expenses not
covered by insurance. Moderate and low income families are in a much different
position. They are much more likely to be uninsured or underinsured and heve
less financial resources to draw upon in mesting health care bills not covered by
insurance. Working poor families may be the most financially vulnerable of all.
Without employer provided health insurance and with incomes above Medicaid
eligibility thresholds, these families can face tren -ndous difficulties in meeting
health care expenses for their disabled children.

Adequate health irnsurance coverage should be available to families of all
disabled children. The current patchwork of public and private programs’ falls
short of reaching this ideal. Avenues toward achieving this goal include
expanding Medicaid coverage, increasing appropriations for the Maternal and
Child Health block grant, and encouraging employers to provide at least minimal
health insurance benefits to their employees and dependents. Were resources
available, perhape the most desirable approach to meeting the needs of this
pupulation would be to establish a national catastrophic health insurance
program for disabled children. Doing so would greatly dimimsh existing
inequities and could ensure that all disabled children receive adequate and

appropriate care.
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TESTIMONY
OF
BLUE CROSS AND BLUE SHIELD ASSOCIATION

ON
CHILDREN'S HEALTH CARE ISSUES
BY

DOUGLAS S. PETERS
SENIOR VICE PRESIDENT

MARCH 23, 1988

Mr. Ciulrmm. Members of the Committee. | am Douglas Peters, Senfor Vice President
of the Blue Cross .nd Blue Shield Association. We sppreciate this opportunity to offer

our perspective or. some of the itsues related to heal™ insurance coverage for children.

As the largest heaith benefits system in the country. covering nearly 80 miilion
Americans in our private business, we are deeply committed to health benefits

protection for our nation's children.

We want to pri.sent two aspects of this issue as you begin your deliberations:

o First, a review of what Blue Cross and Blue Shield Plans are doing to extend health
coverage to children, including some of the innovative new programs that our Plans
have developed for children;

o Second, some recommendations for action. While insurers are actively engaged in
increasing health coverage of children, the private sector alone cannot overcome
all financial barriers to heaith insurance coverage. The scope of this problem
indicates that improved health coverage for children requires a joint private-public

effort.

Blue Crost and Dlue Shield Coverage and Bepefits

Our 77 member Blue Cross and Blue Shield Plans across the country have long been
known as providers of comprehensive health benefits. Qur Plans cover over 16 million
families, including some 21 miltion children, usually through employment-based benefit

programs.
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We believe that your deliberations call for an understanding of four key areas in our
health coverage {or children:

o Coverage of . hildren as dependents;

0  Benefits offered;

o Cost-sharing requirements; and

0 Special programs available for children and families.

The following sections provide information on what Blue Cross and Blue Shield Plans are
doing in each of those areas.

Coverage of Children as Dependents. Blue Cross and Blue Shield Plans cover over 21
million children. Typically, newborn children are covered at birth and are added to the
policy regardless of the child's medical condition. Even policies that do not include
dependent coverage typically provide coverage for the newborn child for a specified
period (usually 30 days), during which family coverage can be purchased.

One of the key problems that we see in the benefits market affecting children today s
the lack of dependent coverzge, with an employer contribution, through the
employment group. Employers o ay make contributions toward their employees’ health

insurance coverage, but contributions are less iikely for dependent coverage.

Unfortunately, we do not have comprehensive data on many of the Questions you may
have about marketplace practices in each of our Plan areas. However, a recent surve)
of our small group market — thosc with 25 or fewer employees — does provide some
spe -ific information on practices by small employers, including the extent of dependent
coverage. Fifty-one Plans, or two-thirds of the Blue Cross and Blue Shield

organizations responded to this survey.

According to the survey, over two-thirds of the respondents estimated that small
employers cover over 80 percent of the cost of employee coverage. Howe'-er, nearly 50

percent of small group employers do not contribute, at all, to dependent cove: age.

The high cost of dependent coverage was the major reason given for the lack of

contributions by small employers for this coverage. In reviewing the data from this
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survey — which we will refer to several times throughout our testimony — it is
important to note that large employers generally of fer more comprehensive benefits

than smaller employers.

Benefits. Benefit packages for individuals and families covered by Blue Cross and Blue
Shield Plans tend to vary according to the number of employees in the group. Large
employment groups generally tailor the benefits that are offered to their employees,
while smaller groups generally choose from among a number of alternative coverage
packages. In general, the typical product for an employment-based group covers a
comprehensive range of services including: inpatient and outpatiem hospital, physician
surgical/medical, outpatient diagnostic, outpatient therapies, psychiatric care,
€mergency care, maternity care, and home care. Some of the most commonly of fered

and purchased optional benefits include prescription drugs, dental care and hospice care.

With regard to pre-natal and well baby care, seventy percent of our Plans report that
the coverage most commonly purchased by smal! groups includes coverage for routine
pre-natal care. Over one third report well-baby care being covered in the most
frequently purchased coverage. Such coverage is more likely . he provided by large

employers, who tend to offer more comprehensive benefits to their employees.

In reviewing the benefits offered ty Blue Cross and Blue Shield Plans, it is worth noting
arelatively new program — individual case management — used by many of our Plans
that can result in children and others receiving special benefits that may not be covered
under their policy. Individual case management is an organized effort to: identify
patients who have the potential to be high cost, long stay ana/or complicated cases;
locate and make available to the patient medic. appropriate settings; and manage
their health care benefits as cost effectively as possible. This may inciude providing
benefits when necessary that are not covered under the terms of the contract. For
example, if a child's coverage did not include home care services, but the case manager
recommended home care as an alternative to costly hospitalization, those services

could be covered under the policy.

These programs are increasingly being incorporated by Blue Cross and Blue Shield Plans

as a means of stretching ccverage and assuring care in the most appropriate and
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cost-effectiva setting for those with long-term, and often catastrophic, health
problems. To date, 70 percent of our Plans have developed case management programs
as part of their managed care products.

Cost Sharing. As with benefit coverage, cost-sharing requirements generally are
tailored to meet the needs of larger employee groups. Small groups generally choose
from cost sharing aiternatives which include options for deductibles, out-of-pocket

maximums, and lifetime limits on benefit payments.

A deductible is the amount that individuals must pay each year for covered benefits
before payment under the policy begins. For the most commonly purchased small group
offerings, deductibles for single coverage tend to be less than $200 (62 percent of
Plans), while deductibles for family coverage range from zero to $1,000.

The maximum annual out-of-pocket liabitity for deductibles and coinsurance is
generally set at $1,00C or less for individuals for our small groups. Cnce an individual
spends that amount on deductibles and coinsurance for covered benefits, the insurer
begins paying for 100 perceat of covered benefits. Maximum out-of-pocket liability for

families is generaliy two times the amount for individuals.

The lifetime maximum defines the extent of an insurer’s total benefit payment for an
individual or family. Some small group products inciude no such lifetime maximums In
other words, the policy will pay unlimited benefits. More commonly, these products
include a maximum of one million dollars or more. Few individuals or families ever

meet this lifetime maximum.

BSBC Special Products for Children. In addition to our regular products, many Blue
Cross and Blue Shield Plans have developed innovative products especially designed for
children who for finan~jal reasons lack access to important preventive and primary care

health services.

1) Children in Low Income Families. In 1985, Blue Cross of Western Pennsylvania and
Pennsylvania Blue Shield, in revognition of the number of unemployed and marginaily
employed people in the state, created the Caring Program for Children.

Q 11?8
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The Caring Program offers primary health care coverage to children who are not
eligible for Medicaid but whose parents cannot afford health insurance. Since its
inception, nearly 8,000 children have received primary preventive and emergency heaith
care service coverage at no cost to their families. Benefits include full coverage for
emergency outpatient and medical care, minor surgery and diagnostic tests, outpatient
surgery, emergency accident care, pedistric preventative health maintenance, and

unlimited medically necessary physician office visits and diagnostic tests.

Through contributions of $13 a month, foundations, businesses, unions, individuals, and
civic and religious organizations are able to sponsor children regardless of their medical
condition. Blue Cross of Western Pennsylvania S EENRrSIIENE matches
every contribution, dollar for dollar, thus enrolling two children for every one sponsored
by a public contribution. The Plan&funher expressedA; commitment to these
children by subsidizing the administrative costs of the program so that nearly every
dollar contributed goes directly towards providing health coverage to a needy child.

A number of other Blue Cross and Blue Shield Plans also have developed similar

programs including Plans in Missouri, Maryland, Alabama, and North Carolina.

2) Pre-Natal Care. In an effort to reduce infant mortality and morbidity rates, Blue
Cross and Blue Shield Plans recently joined forces with the March of Dimes and radio
and television companies to develop such comprehensive programs as "Beautiful Babies™
sponsored by Blue Cross and Blues Shield of the National Capital Area and "Baby Your
Baby" sponsored by Blue Cross and Blue Shield of Utah. These programs rely on massive
public information and awareness campaigns to educate the public on the importance of
pre-natal care and to encourage expectant motlers to visit their doctors early in their
pregnancies. One of the most important intended outcomes of the program is to

identify high risk pregnancies as socn as possible.

One important component of these programs is the use of valuable coupon incentive
booklets. These coupons are valid only when women visit their health care providers
The booklets include hundreds of dollars worth of goods and services designed to provide
support during the woman's pregnancy and to improve her child’s first year of life.

Coupon items include prenatal vitamins, baby formula, transportation to check-ups and
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maternity and children’s clothes. Support services include: a telephone hotline: a
mother's network for support; and advice and access to smoking, alcohol and drug

treatment.

In its first year, Blue Cross and Blue Shield of the National Capital Area distributed
over 44,000 booklets, reaching two-thirds of all pregnant women in the Washington D.C.

area.

"Beautiful Babies” has more than succeeded in reaching its goals of increasing
awarcness of the need for and providing incentives to obtain pre-natal care. Coverage
of this program by local radio and television stations has spurred local governments into
making free pre-natal care more accessible to low income women. Clinics are

reporting an increase in visits as well as a visible vse »f the coupon book.

This program, initially established as an 18—month project, has been renewed for 1988

with even more ambitious goals.

3) The Unemployed and Mar=insily Employed: In a cooperative effort with the Kansas
Medical Society, the Kansas Hospital Association and other health care providers, Blue
Cross and Blue Shield of Kansas began a pilot program in January 1588 to provide health
benefits for the state's unemployed and marginally employed. This program is designed
to provide benefits to individuals and families who are low income and are not covered
by group insurance plans or by state or federal health care programs. Applicants must:
a) meet income eligibility iimits of $8,000 per year for single persons or $15,000 for
families; b) not be employed full time; and c) be under age 65.

Monthly premiur s are based on subscriber age and tegin as low as $17.35 (single) and
$38.58 (family). Family coverage includes dependent children up to age 23.
Handicapped, unmarried dependent children are coverea u.er »ge 23 if the child became
handicapped while enrolled. Area churches and philanthropic groups are being
encouraged to contribute toward the cost of the premiums for needy individuals and

families.

Covered benefits under this program include: inpatient and outpatient hospital services,

medical and surgical services, emergency care, maternity and nawborn care under a

O
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family contract, £nd care for nervous and mental conditions. Debuctibles for a
12-month contract period are $1,000 for individual and $2,000 for families; however,
health care providers who participate in the program assume responsibility for half of
the deductible.

4) Temporary Coverage. Several Blue Cross and Blue Shield Plans have developed
short-term products for those who face temporary periods without health coverage

because of a job change, layoff, strike or other circumstance that might interrupt

o coverage. For example, Blue Cross of Washington and Alaska offers short term

. protection against costly medical bills at rates as low as $30 a month. There is no
deductible, and the program will pay 80 pearcent of the first $5,000 of covered expenses
up to a maximum of $250,000.

Coverage can be obtained for periods of 30, 60, 90, 120, or 180 days. Services include
inpatient hospital care, including intensive and coronary care, surgical care, outpatient
hospital services, emergency room treatment, emergency ambulance service and
physician services. This product also includes benefits for necessary 1aedical supplies,
prosthetics. inpatient rehabilitative care and home health care.

Recommendations for Action

V/e are proud of these efforts to extend coverage to children, and Blue Cross and Blue
Shield Plans will continue tc do everything possible to extend coverage to children —
and others — who are currently without health coverage. However, our successes in
these areas are measured in the thousands of children — for a problem that is faced by
millions. It is hard to imagine a national priority more important than improving healtn
coverage for children, and we believe that reaching all children will require the type of

joint public-private effort that is the cornerstone of our health care system.

We believa that the report by the Congress of the United States, Office of Technology
Assessment, Healthy Children: Investing in the Future, provides an effective starting
point for discussion. The Blue Cross and Blue Shield Association recommends that the
Committee consider the options offered in the repor: with respect to improving

Medicaid coverage and equalizing tax treatment for health benefits expenses.
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Medicaid Improvements. Congress already has started to provide states with the option
of expanding Medicaid assistance for low income pregnant women and their children.
We believe that the Congress should consider requiring the states to cover pregnant
women under Medicaid and to phase in coverage of children, starting with infants, up to
the poverty level, as suggested by a number of billc that are before this Committee. In
addition, for lower income workers, we belie v¢ that some form of Medicaid buy-in,

should be considered for employees and depeadents.

Equalizing Tax Treatment. Second, we believe that, in order to enhance coverage in
the private market, Congress should provide the same 100 percent tax deduction for
health benefit expenses for unincorporated businesses, sole proprietorships,
self-employed, and individuals as is permitted for corporations.

Catastrophic Mandates. We recognize the need for catastrophic coverage for children
and, as we noted earlier, Blue Cross arx! Blue Shield products are quite comprehensive
However, we are concerned that mandating inclusion of catastrophic benefits in all
hesalth insurance products might result in erosion of employer financial support of

dependent coverage, which is the very problem that is of concern.

In summary, the Blue Cross and Blue Shield Association will continue to do everything possible
in the private sector to extend coverage to ci:ildren, through our regular policies and new and
innuvati' = programs for children. At the same time, we strongly support federal efforts to
expand benefits for those we cannot reach, and look forward to working with the Committee as

you begin to develop legisiation.
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STATEMENT FOR FINANCE COMMITTEE HEARING ON CHILDREN'S HEALTH CARE
b SENATOR JOHN D. ROCKEFELLER 1V
' March 23, 1988

ane

This 18 not a cheerful subject. Something is very wrong
when a country as strong and wealthy as ours ranks 19th in infant
& mortality -- out of the 20 most industrialized nacions. This is

-, especially depressing when we recall that the Unite. States

ranked 6th in the mid-1950s.

We are slipping. A recent survey released by the federal
Department of Health and Human Services reported that efforts to
reduce the rate of infant deaths in America have stagnated. Some
of our country's largest cities have recently experienced sharp
incteases in infant mortality. More low birth weight bables are
being born -- infants who are at the greatest risk of dying or
suffering lifelong disabilities. Twenty-four percent of all
mothezs in this country did not receive prenatal care in the

critical first trimestor of their pregnancy.

My state of West Virginia reflects these same depressing
trends. When I was Governor, I initiated a major campaign to
reduce teenage pregnancy and infant mortality. We were
tremendously proud of our progress. Unfoztunately, Over the past
several years, the progress seems to have halted. It is not
difficult to explaia why. As GAO found out in a mvlti-state

study of maternal and child health, only about half ¢f poor
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pregnant women in West Virginia receive medical care and

v attention during their pregnancy.

In my view, we can't allow these treads to continue. We not
only have a moral obligation to protect our children, we must
{ face up to the economic consequences of our current course. How
can we prosper and compete if wa squander so many of our children
-~ children who, if brought into the world healthy and if cared
for when growing up, would fully contribute to America's future

and security.

Today, we begin the process of taking stock of the condition
of America's children and determining how to improve their health
ané wellbeing. It is no mystery that funding is central to
turning these trends around. I believe we can obtain the support
of the American people to invest far more resources and attention
in our children. We certainly can't afford to continue

neglecting them.
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STATEMENT OF

DR. WILLIAM L. ROPER
ADMINISTRATOR
HEALTH CARE FINANCING ADMINISTRATION

MARCH 23, 1988

Mr. Chairman and Members of the Committae, I am Dr. william L.
Roper, Administrator of the Health Care Financing Administration
(HCFA) .

I am pleassd to be here this morning to discuss with you a
subject that as a pediatrician is near and dear to my heart --
health care for children. Quality health care in the formative
years is important for proper growth and davelopment which are so
crucial for getting a good start in 112..

I am awvare of the Chairman's recent initiative to establish a

National Commission on Children and his interest in addressing
the problems of children's access to health care. I would note
that other members of this committee have sponsored legislation

relating to various aspects of children's health cars.

As Administracor of “he Health Care Financing Administration, I
oversee the Medicaid and Medicare prograns which pay for health
care for approximately 11 million c. ildren in our nation. The
Medicaid program is the primary source of health care for the
nost vulnerable of our children ~- thote who are poor and

disabled.

I can report to you this morning that the Medicaid program is
serving the needs of all of its recipientr. in essential and

{nnovative ways.
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For r. good part of its history the Medicaid progras vas 1inked to
the receipt of welfsre benefits. Recent Congressional action hss
resoved that 1ink for some Groups of recipients. Ststes now hsve
the option of providing Medicaid coversge for pregnant wozen snd
for certain childran who are not AFDC eligible becsuse their
income exceeds the States standsrd. These new options extend the
possibility of Medicaid to many above the poverty line.

Becsuse Nedicsid is a State-opersted program, the resl story is
how States in the fsce of nev disesses, ccmplex care Needs, snd
fiscal problems sre meeting the chsllenge of caring for low-

income children.

Incressingly, Stste Medicaid sgencies, Maternal & child Health
sgencies, Women, Infsnts, snd Children Supplemental Nutrition
(WIC) programs, health cepsrtments snd local health clinics sre

sharing fiscal and personnel resources to enhance their efforts

snd expenditures. Interprogram coordinstion works especially
vell for the provision of comprehensive, case-managed cara to
special populstions such ss disabled children snd high risk

pregnant wonmen.

We, at HCFA, sre sncouraging states to increase their cooperative
etforts. We created s Maternal and Child Health Technical
Assistance Croup =- made up of Medicaid and Muternal snd child
Health Zirectors -- which meets <«riodically to fostey
cooperaticn between the two proyrams. Besidss just waxing good
sense, improved cooperation levds to improved haalth care for
Medicaid recipients. Together th <he racent axn.ansion in
eligibility, this cooperation rables State Medicaid acaacies o

serve more psople mnre effr.~:ively.

Pregnant Women and children

Today, perhaps mcre than ever before, we realize that a health
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start in life requires good prenatal care. Poor prenatal care,
and prenatal care begun late in the pregnancy, have baen
correlated with low birthweight babies who are more likely to
have signiticant health problems and are in greater jeopardy of
dying. Therefore, aarly access to quality prenatal care is a

critical isaue.

States have made major progress toward improved access to
prenatal care by atreamlining the Medicaid application process
and expanding Coverage of women in poverty. Twenty States are
covering pregnant women up to 100 percent of the federal poverty
line. Another twenty-three States are considering this optional
coverage category -- that would bring us 1p to 43 States
providing coverage to women with incomes at or near $11,650 in a

family of four.

Several States are cons'dering the new option provided by the
Omribus Budget Reconciliation Act of 1987, which allows States to
cover women up to 185 percent of poverty, or $21,500 for a fanily
of four. As many as seven States may select this option in the

coming year.

Quicker access to prenatal care is being achieved through states'
adoption of presumptive eligibility, a policy which allows a
pregnant woman who appears to meet Medicaid eligibility
requirements to be covered from the moment ahe walks into an
approved provider's office aseking care. Under this coverage
option, the State guarantees approved providers that it will
cover those expenses even if the woman is determined ineligible
after the formal Medicaid application process. Twelve States
have adopted this coverage option, and we expect more will once

they hrve developed State pclicy to approcve providers.

The presumptive eligibility option ahould begin to address the

problems of inadequate szcess to early prenatal care. Assuring
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thet bills will be paid for initiel visits reduces the woman's
and the provider's uncertainty over peyment end increases the
likelihood thet the woman will seek care end that the doctor will

continue to provide care.

Some Stetes have initieted other programs to simplify the

Medicaid epplicetion process. Several State egencies have placed

Medicaid eligibility workers et major hospitals, clinics, end
lerge providers' offices to complete the Medicaid epplications on
site when the woman comes in for care. Seventeen States have
dropped the essets test for pregnant women. Eliminating this
test considerebly speeds up processing of the Mediceid
epplicetion bscause investigating the assets stetement is a

lengthy process.

ipprovements in prenetel cere heve been sccompanied by expanded
Medicaid eligibility for children in poverty. Eleven States have
opted to cover childran through ege 2 in families with incomes up
to the poverty lines.

An estimated 650,000 sdditicnal low-income woaen and children
will be coverad by Medicaid at the end of riscal Year 1989, and
we will he spending epproximately $255 million more in Federal

dollars as a result of these coverage expansions.

In eddition to expanded eligibility, many states have developed
comprehensive prenatel care programs for high risk pregnant
women. Anong the innovative programs developed is cne in South
Carolina which channels these women through a special progranm
providing a full range of preratal and intra-partum care as well
as ancillary services such as social work assessment, nutritional

evaluations, and health sducation. This program is estimated to

realize $3.1 million savings through reduced neonatal care and

reduced institutionalization of children.
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EARLY ARD PERIODIC SCREENING, DIAGNOSYS AND TREATMENT (EPSDT)
Although recent Medicsid expansionc hsve received a good deal of
A Congressional ettention we should also give credit to the Early

and Periodic ©~ 3ning, Disgnosis and Treataant program.

- This mandatory program, known as EPSDT, provides health screening
and treatment to Nedicaid recipients under age 21. The basic
EPSDT screening snd trestment services include: physical
examinstion, developmental assessment, immunizations, nutritional

assessment, vision and hearing tests, and some dental services.

The required services of this program are augmented with

. sdditional child health services by 24 States. PFor example

’ through EPSDT, States can provide pre-pregnsncy care and
counseling to teensgers or target a specific packsge of prenatal
services to pregnant teens. States may also offer broader
services to EPSDT recipients than are othervise offered under the

Medicaid State plan.

Approximately 3 million Medicaid-«ligible children received
initisl or periodic exams in Fiscal Year 1987. EPSDT provides an
importsnt sccess point into the health care systea for many

children. I am pleased to note that the American Academy of

Pediatrics has asssmbled a resource handbook to encourage
pediatrician support for the EPSDT program and to promote
participation in the prograx.

Disabled Children

Another important responsibility of the Medicaid progranm is
serving the nearly 300,000 children who mset the Supplexental
Security Income (SSI) program's definition of disabled. Included
in this group are children who suffer from \IDS; ve estimate that

90 percent of these children receive Medicaid assistance.
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Disabled children receive all of the basic Xedicaid services but
because 0f their special heclth care needs many receive
additional support eervices in order to prevant
institutionalization.

In 1981 and 1982, Congress passed legisiation authorizing waivers
and a State plan option, both of which permit States to pay for
sedical cars aduinistered to children in the home if home-care is
less expensive than institutional care. These programs permits
States to provide Nedicaid to disabled children vhose family
income exceeds the SSI limits. There are 117 active vaiver
programs in 46 States, many of which serve children, and 13
States have adopted the State plan option.

Waiver programs have produced the most innovative approaches to
providing for the special needs of the disabled and the complex
needs of. technology-dependent children. While there are many
waiver programs worthy of note, I would like to describe two that

have received the acclaim of parents and private insurers.

New Mexico Medically Fragile children's Program

In New Mexico, children who are both chronically ill and
davelopmentally disabled receive in-home care through the
Medically Fragile Children's Program. This program, administered
by the Coordinated Community In-Home Care Program within New
Mexico's Department of Human Services and funded by Medica!d,
offers a f£:l) range of medical and remedial services including
case management, private duty nursing, homemaker/personal care
and in-home respite, and home modifications. Thirty-seven
children were served in 1987 and as many as 67 children may be

served Ly 1990.

An independent evaluation of the program conducted by

SysteMetrics found it to be highly successful because it is a
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consumev-driven program, emprasizes case management, and is cost-
effective. The average cost per recipient in 1987 was $21,832
which represents about 66 percent of the average cost of serving
such an individual in an intermediate care facility for the
mentally retarded (ICF/MR). 1In addition to savings, the
Systemetrics report revealed a high degree of parent satisfaction

with the program.

Marylai:d Model Waiver for Ventilator-Dependent Children

Another waiver success story is the Maryland Model waiver for
Ventilator-Dependent Children. This Medicaid-funded program
adminiscered by the Coordinating Center for Home and Community
Care, a nonprofit corporation, serves about 50 ventilator-
dependent children in their homes and realizes a 50 percent cost
savings. Since its inception in 1983 under a Maternal and Child
Health special project grant, it has saved $3.2 million. Its
success has led other third-party payers in Maryland, including
the Blue Cross~Blue Shield Federal Employee Program, to hire the
Coordinating Center for Home and Community Care to manage their
technology-dependent beneficiaries. These private insurers hav:

realized a 25 percent savings.
So in addition to saving tax dollars and improving care, some
Medicaid waiver programs are so successfil 1t saving money that

they are being replicated by private health insurers.

END STAGE RENAL DISEASE (ESRD)

Another group of disabled children served through Federal dollars
are those with end stage renal disease (ESRD) who qualify for

Medicare coverage. &o be eligible for Medicare ESRD benefits, a
physician must certify that an individual requires dialysis or a

kidney transplant in order to maintain life.
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At the end of February of this year, nearly 2,000 children under
ag2 19 were included in the Medicare ESRD dialysis population and
156 children received kidney transplants.

Madicare pays 80 percent of their outpatient services including
outpatient dialysis, home dialysis equipment and supplies,
physician payments, and self-dialysis training. Also covered are
kidney transplant surgeries and costs associated with obtaining

the donor kidney.

Departmental Studies on Improved Health Care

While we are proud of Medicaid's success at meeting the health
care zhallenges of disabled children, we recognize that this is a
continuing challerge. Therefore, the Department has established
several working groups to explore policy and program directives

to specialized populations.

We have a Low Birthweight rrevention group jointly chaired by the
Directors of the Health Resources and Services Administration
(HRSA), Maternal and Child Health Division, ani the National
Iustitute on Child Health and Human Development. HCFA
participates in this group which is examining problems associated
with pregnancies resulting in low birthweight babies and policies
to improve our programs and decrease low birthweight outcomes in

the future.

The Departrent's AIDS Taskforce is examining how to address the
secial needs of HIV-positive children. Of special concern are
children abandoned in hospitals who require temporary or
permanent living arrangements. We are examining how they can be

assisted by Yederal foster care and adoption assistance programs.
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The Secretary also named a Working Group to examine a variety of
cost-effective policy options to enhance the independence and
productivity of developmentally disabled and mentally retarded
persons and to increase opportunities for their integration into
the community. The Working Group's draft proposals are being

reviewed by various Department components.

Another area we are studying is services to technology-dependent
children. The Task Force on Technology-Dependent Children was
mandated to identify barriers that prevent home or community-
based care for technology-dependent children and to recocmmend
changes in providing and financing home-care. The Task Force is
scheduled to report to the Secretary and Congress simultaneously.
It is my understanding that tae task force is preparing its final

report and is expected to deliver it early next month.

Mr. Chairman, I am pleased to report that HCFA -- in partnership
with State Medicaid agencies, Maternal and Child Health
providers, and State public health officials -- is working
effectively and innovatively to provide quality health care for
millions of children in this country. The majority of States are
expanding eligibility standards in order to cover more low-income
women and children; expanding improved, cost-effective home care
to many disabled children; and working to motivate providers to

serve more Medicaid patients.

The aggressive, innovative approaches States are taking toward
their responsibilities for children's health care demonstrates
the kind of commitment we in the Medicaid program have to this

critical sector of our society -- our children.

Thank you very much. I will be happy to answer any questions that

you may have.
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TESTIMONY OF JUDITH L. WAGNER
OFFICE OF TECHNOLOGY ASSESSMENT
U.S. CONGRESS
on

Issues in deaith Carxe for Children

March 23, 1988

I am pleased to appear today to discuss children’s health care issues.

I am Judith Wagner, a Senfor Associate in the Health Program of the 0ffice of

Technology A t (OTA) and project director of a recently completed OTA

assessment of children’s health.

0T+ was requested by the House Committee on Energy and Commerce and its
Subconmittee on Health and the Environment and by the Senate Committee on
Labor and Human Resources to examine several important issues in children’'s
health. OTA was asked to examine the effectiveness and costs of selected
strategies for promoting and maintaining the health of children and to
identify strategies whose implementation could substantially improve
children’s health or lower health care costs. The Committees also wanted to
know why the infant mortality rate in the United States does not appear to be
declining as fast as it has in the past and whether children have access to

the health care they recd. As you know, your Committee independently

requested OT to study a new medical technology called tocodynamometry that is
used for uwonitoring oregnant women at bigh risk for preterm delivery.

Last month, .. released its report entitled Healthy Children;
Investing {n the Future, which addresses all of the questions raised by the
requesting Committees and presents options for Congress to consider in
developing Federal policy. A separate Technical Memorandum published in May
1987, Technology-Dependent Children: Hosoital vs Home Care. examined the
issues in financing and delivering appropriate health care services to
children whose 1ives depend upon the continual application of sophisticated
and costly medical devices and skilled nursing care.

My testimony draws from both of these OTA documents. I would like to

focus on three issues addressed in the documents, but I would be happy to
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answer any questions you might have on the other issues we addressed. The
three issues are:

-- the cost-effectivencss of expanding poor women's access to
prenatal care;

-- young children's needs for improved access to primary care and
well-child care;

-- problems in financing care for technology-dependent children.

The Cost-Effectiveness of Expanding Access to Prepatal Care for Poor Women

The high U.S. infant mortality rate in the United States is due in large
measure to the high incidence of low birthweight births (defined as births
under 5 lbs., 8 oz.). 1In 1980, low birthweight infants represented less than
7 percent of all live births reported in the United States but accounted for
60 percent of all fnfant deaths. Once birthweights are taken into account,
U.S. infant mortality, rates are comparable to, or even lower than, rates in
other countries with much lower overall infant mortality rates.

OTA assessed the evidence on the effectiveness of early or enriched
prenatal care on low birthweight and infant mortality. Desplte serious
shortcomings in the design of most studies of prenatal care effectiveness, the
weight of the evidence from more “han 55 studies indicates that low
birthweight and infant mortality can be improved with earlier or more
comprehensive care, especially in high-risk groups such as adolescents and
poor women. Althougk the evidence c'early supports the effectiveness of
prenatal care, the evidence is not strong enough to estimate with any
confidence the size of the effect that can be expected from a given increase
in the quantity or quality of prenatal care received by any segment of the

population.

If prenatal care can improve birth outcomes, the logical nest question
is whether earlier oir more frequent care is worth its costs. OTA estimated
that for every low birthweight birth prevented, the U.S. health care system
saves roughly between $14,000 and $30,000 in the cost of newborn
hospitalizations, rehospitalizations in the first year >f life, and long-term
health care for illnesses and disabilities assoclated with low birthweight.
OTA found that for every woman who receives earlier (if.e., first-trimester)

prenatal care as a result of a program that encourages access, the extra costs
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of providing that earlier care would most likely be exceeaad by the expected
savings from the reduction in the rz.s of low birthweight. Of course, sarly
prenatal cire can also be expected to prevent some infant deachc (though the
nuaber cannot be predicted with certainty), Thus, increasing the use of early
prenatal care is not only cost-effective, it is cost-saving to the U.S. health
care system.

OTA examined the net impact on national health care costs (not just
Medicald costs) of one strategy to increase poor women’s use of early prenatal
care: adoption of universal eligibility for Medicaid of all pregnant women in
poverty. OTA estimated that about 18 percent of the 196,000 newly elijible
women (about 35,000 women) would shift from late or no prenatal care to first
trinester care. The extra prenatal care services received by these women
would be worth approximately $4 million nationally. We estimated that the
receipt: of earlier care by these 35,000 women would have to p.zvenc between
133 and 286 low birthweight births for the societal health care savings to
outweigh the prenatal care costs. If these women began with a low irthweight
rate of 10.2 percent, that rate would have to decline by between 0.4 and 0.8
percentage points to a rate of between 5.4 and 9.8 percent for health care

costs to break even.

Is it reasonable to expect reductions of this magnitude in the low
birthweight rates among the women who take advantage of the expanded Medicaid
benefits? The evidence on tae impsct of early prenatal care on birthweight
suggests that such reductions are quite feasible. The quantitative results of
several reasonably well-designed studies of the effect of early prenatal care
on birthweight showed effects that were at least tuice as great as those

required for the expansion of Medicaid eligibility to pay for itself in

reduced health care costs. In other words, encouraging poor woman to obtain

Our analysis did not conclude that this strategy would produce net

savings to the Medicaid progran tself, because Medicaid would pay for
prenatal and maternity care that was formerly paid for by the poor women and
their families, by other State programs, or indirectly by private patients

through cross-subsidization for uncompensated care, but it would yield aet

O
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savings to the health care system as a whole. Opportunities for both
improving health status and reducing health care costs do not appear very
often.

Simply expanding eligibility for Medicaid will not necessarily bring
about large increases in early prenatal care unless other barriers to zarly
care are also removed. In some States, the Medicald enrollment process is
complicated and lengthy and can dulay the receipt of care for poor women
States could be encouraged or required to develop simplified eligibility
requirements and procedures for vregnant women to enroll in Medicaid.
Relatively inexpensive actions, such as develnping simple applications for
Medicaid benefits or placing Medicaid enrollment personnel in health clinics
where many poor women first come for prenatal care, migh® encourage many women

to sign up early in pregnancy for Medicaid.

Our study did not examine the implications for net health care costs of
other strateglies for increasing poor women’s use of early or more
comprehensive prenatal care. It is important to bear in mind, however, that
the mrre intensive the services or the outreach afforts tha% are made to hring
women into prenatal cave early, the more costly the strategy will be. Each
specific strategy would have to be considered in terms of its success as well

as its costliness in increasing the use of early prenatal care.

Improved Accegs to Primary Care and Effective Well-Child Care for Young
Children

OTA found a consistent relationship between family income and the use of
arbulatory medical care by children--a relationship that appears to be
stronger for sicker children. Data from the National Center for Health
Statistics (NCHS) showed that in 1985, children from families with low incomes
had fewer contacts with physicians than did children from families with high
incomes. It appears that these differences arc more proir~unced in children
suffering from health problems than in children in gocd or excellent health.
In 1981, for example, NCHS renorted that low-income children in fair or poor
health made about 22 percent fewer visits to a physician than did middle- or

high-incoma children with health problems.
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Of courae, the relationship between family income and children’s use of
health care services ia mediated by the availability of health insurance, so
thet very poor children wvho have access tc Medicaid are more similar to
widdle-incone children in the frequency of use of medical care than are othe:
poor or low-income children. However, poor children with Medicaid eligibility
are more likely to obtain medical care at a hospital or public clinic than in
a private phyaician’s practice.

As night be expected, having a generous health insurance plan has a
greater effect on the use of medical care for children in poverty than it does
for other children. Poor children whose familiaa pay a large amount out of
their own pockets use much lesa care than do poor children who receive free
care. Unfortunately, parents don’t appe«r to be very good in differentiating
between ccaditions for which medical care is highly effective and those for
which {t is not. When parents take their sick children to the doctor iess
frequently for financial reasons, they reduce effective and ineffective care
i{n equal measure. Thus, the financial and other barriers to access faced by
poor and near-poor children translate into less effective care for these
children.

OTA estimated that {n 1986, between 14 and 19 percent of gll American
shildren under 13 vears of age had no heslth insurance eligibility whatsoever.
About 61 pet.ent of all children reported to be uninsured in 1986 were poor or
near poor (family incomes between 100 and 150 percent of the poverty level).
Almost 40 percent of poor children in intact families have no health
insurance.

Despite thie well-documented savings to the hea'th care system of

fmmunizations offered through well-child care visits (seven visits in the

first 6 years of life are recommended for childhood fmmunizations), a

impunizations. 1In 1985, over 20 percent of all 2-year-olds in the United
States were not fully immunized against measles.

What can be done to improve the access of low-income children,
particularly those who are without health insurance, to primary heal*h care

and appropriate wellechild care? Congress could consider several options,
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some of which involve changes in the Medicaid program and others which involve
expan-ion of direct services to children.

Congress has been expanding Medicaid eligibility for children since
1984. By July 1988, all children through age 6 who meet the income and
resource requirements of the Aid to Families with Dependent Children (AFDC)
program, regardless of vhether they ars actually eligible for AFDC, will be
eligible for Medicafd. The AFDC income atandards a;. ..ate-specific, however,
so the eligibility criteria are still varied and, in many Statea, stringent.
In 1986, less than one-half of all American children under 13 years of age in
poverty were covered by Medicaid. The Omnibus Budget Reconciliation Act of
1986 (OBRA-86) (P.L. 99-509) gave States the right to extend Medicaid on a
phased-in basis to all children under 5 years of age whose incomes and
resources put them below the Federal poverty line. As of January 1988, only
26 States had extended ellgibility beyond the required levels., The recent
optional expansions of eligibility under OBRA-87 (™.L. 100-203), which pernmit
States to ofte. Medicaid to infants whose family incomes are below 185 percent
of the Federal poverty level and to children up through age 8 with family
incomes below the poverty line, will undoubtedly be implemented by cnly a
minority of States.

By making Medicaid eligibility mandatory for all poor children through a
certain age (cuch as age 5 or 8), Congress would reduce or eliminate the
inevitable disparity among States that will result from the optional
provisions of OBRA-87. While this option would improve the health of newly
eligible Medicaid children by increasing their use of effective health care,
it would also be likely to increase both Medicaid and health system costs,
because it would bring about more use of medical care by these children.

An alternative to expanding Medicaid eligibility and increasing fee
levels for Medicaid providers would be for Congress to increase direct Federal
subsidies of health care providers that offer primary health care for low-
income families. Real Federal funding of programs such as the Maternal and
Child Health Services block grants, community health centers, and migrant
herlth centers has seriously eroded over the past 1. years. Between 1973 and

1986, at the same time that the proportion of children ‘n poverty rose
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drasatically, Faderal appropriations for these three programs declined by 32
parcent in constant 1978 dollars.

Incraasing funding for direct provision of health services to poor
children and pregnant women through the Title V program has the advantage of
permitting States or localities to target services to areas of greatest need
and to tailor programs to the needs of poor women and children. Programs of
anrichad prenatal care, for example, can be more easily coordinated through
State or local governments or community health centers than through
physicians’ private practices.

By definition, however, the funding of public or publicly subsidized
clinics for the poor tends to separate provision of care for poor children and
pregnant vomen from care given to the nonpoor. The implications of separate
streams { medical care for poor end nonpoor children are unclear. While
targeted programs can offer enhanced services tailored to the multiple needs
of poor children and their families, the quality and effectiveness of such
services are likely to vary widely. Without froedom to use other settings of
care, made possible by access to public or private health insurance, some poor

women and children could receive lower quality care.

Problens in Financing and Delivering Health Services for Technology-Dependent
Children

The last fssue I would like to discuss is the challengz of serving some
of our most medically vulnerable children--the up to 17,000 children who need
both a medical device to compensate for the loss of a vital body function and
substantial ongoing nursing care to avert death or further disability. These
children are a small subset of the larger population of chronically 111
children. They are characterized by particularly intensive medical care needs
and high costs of care. They provide stark examples of the failure of the
current health insurance system to provide flexibility for care outside of the
hospitel and of the poor coordination between private and public sources of
payzent for care.

Technology-cependent children are more likely than other children to
lack adequate private insurance. When they are insured, their benefits often

do not cover their extraordinary expenses, particularly in the home, and they
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are likely to use up their families’ {nsurance benefits and other resources
rapidly. High lifetime maximum tenefits (e.g., $1 million rather than the
still common $250,000) and individualized case-management programs that offer
flexible benefits while a child is covered by private insurance can extend
private coverage so long as the parent remains employed. Ultimately, however,
virtually all very-long-term technology-dependent children who require a high
level of nursing assistance will exceed the limits of their families’ private
insurance policies, will be uninsurable in the self-purchase insurance market,
and will end up on Medicaid. Poor children, or those whose families are
uninsured, must turn to Medicaid from the start.

In most States, Medicaid does not routinely pay for full-time home
nursing and other complex home medical services. Nor are many technology-
dependent children normally eligible for Medicaid until their families have
become impoverished. Since 1981, however, the Federal Government has
initiated three optiors available to the States for waiving their usual
limitations. As of May 1987, however, less than one-half cf the States haa
availed themselves of these options for enhancing the availability of Medicaid
services to technology-dependent children outside of the hospital. Ome major
roadblock to more extensive adoption of such waivers is the Federai
requirement that the Medicaid agency must sho that the home-based program
will not cost the Medicaid program more money. Home services for children are
not always cost-saving but depend on the care needs of the child and the hone
environment.

Federal support for technology-dependent children also comes through
Title V State Services to Children with Special Health Care Needs programs
(formerly called the Crippled Children’s Services programs), which often both
provide and coordinate services for them. 1¢ role of these agencies as a
source of case uwanagement and coordination for children served under Medicaid
waivers has been strong in scze States. However, the freedom that allows
State programs to choose which groups of children they will support also
allows for extreme variation among States in available services and within
States among disabled children who are eligible to receive extensive

assistance. The result of these varied policies is that the availabili+/ of
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home medical care and relatsd services for technology-depend children
dapands greatly on the State in which the child lives and on the child’'s

particular madical condition.

The key to solving the problems laid out above sppears to lie in
strvengthaning ths ability of State and local agencies to coordinate sarvices
for thusa childran., Help can come from the Federal Government in the form of
increasad Title V funds for diract services and cass management, training for
casa-managemant parsonnal, and revisions of Medicaid that allow for
individualized spproaches to planning and paying for services for technology-
dependent children. We need to keep in mind, however, that the larger the
population of children covered under such flexible programs, the more daunting
tha prospect of individualized case mansgement becomes.

That concludes my prepared remarks. I will be happy to answer any

questions the Committee might have.
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STATEMENT OF

GAIL R. WILENSKY

BEFORE THE SUBCOMMITTEE ON HEALTH

COMMITTEE ON F' NANCE, U.S. SENATE

MARCH 23, .988

Mr. Chairman, thank you for inviting me to testify before
the Heal%h Subcommittee. My name is Gail Wilensky. I am the
Vice President of Health Affairs at Project HOPE. I am here,
however, as an independen* health policy analyst and not as a

representative of Project HOPE.

The purpose of my presentation is to discuss health insurance
coverage and health care spending by families of children with
chronic aigseases and high cost illnesses. 1In many ways, the
problems of these families are similar to other families who are
uninsured or underinsured, or who are impacted by a catastrophic
illness or who have an adult, usually an elderly person, with
chronic long-term care needs. There are, however, some important
differences such as the number of years these families may have
to face chronic care expenses, the burdens placed on multiple
family member:t, special education needs for the children, and the
particular problems these families face when the children reach
young adulthood and may not be able to qualify for private
insurance and may no longer qualify for public programs. It is
also particularly important as we struggle to come to closure on
acute care catastrophic coverage for the elderly, and intensify
our discussion of their long-term care needs, to not forget this

other "most vulnerable™ segment of our society-~the children.
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Public discussion over what is meant by high cost illnesses
usually involves a choice between defining the event in terms of

disease entities or in terms of costs. Although a substantial

amount of public pressure is sometimes ganerated by groups
representing specific diseases, most pcople have recognized that
disease specific categorizations can be mislexding. Some caxes
within a particular disease may result in high costs while other
cases nmay have low costs associzted with them: similarly, sonme
conditions that are normally rot associatad with high costs may on
occasion result in very high costs. The financial burden of the
disease is bert reflacted by its costs and not by the « isease

itself.

A second issue involves the distinction between single event
high cost illnesses and chronic illnesses, wh.ch by Sheir nature
imply expenses being incurred over a substantial period of time.
What is a noncatastrophic high cost illness if it occurs in a given
year may become catastrophic if it occurs annually for five or ten

years.

A third issue involves the distinction between high cost
illnesses defined in absolute dollar terms and high cost illnesses

defined relative to the family's income.

In general, I believe it is most useful to think about the
problems of families with children with chronic illnesses in
terms of the expenditures they incur, the period of time over
which they incur them and the expenditures relative to the family's
income.
Data Problens

As is true in many other areas of health care, relevant data

are difficult, 1f not impossible, to obtain. There are at least
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two problems that make relevant data a particularly difficult
igsue in this area, in addition to the timeliness of data which is

a problem in almost all areas of health care.

High cost illnesses and disabling conditions are rare events
for children. This means that most national surveys that contain
detailed information on health care utilization, expenditures and

health insurance coverage will contain only a relatively few

observations on children with high cost illnesses or with disabling

conditions. Targeted studies, especially those focusing on
specific diseases, are likely to contain a larger number of such
cases but it is usually difficult to know how representative
these estimates are, either of the nation as a whole or even
those with a particular condition. In addition, most health
surveys will contain relatively detailed information on hospital

and physician expenditures, may contain some information on other

health related expenditures but only rarely contain information
on the social support expenditures associated with a chronic
illness. The result is that the total cost of caring for children

with chronic conditions is likely to be understated.

The implications of these data problems is that *he
information that is presented here, as well as the numbers

available elsewhere, are usually a patchwork of estimates from

national probability samples supplemented by costs taken from

Decpite these problems, there are numbers from different sources
that seem to be consistent and trends that seem to make sense,
given what else we know about what is happening in the health

care system.
The Numbers
Numbers of Children:
The number of children who are reported to have some level

of impairment varies somewhat according to the definition of
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disability being used. According to the Health Interview sSurvey,
there were about three million children with a limitation in
their wotivities in 1982, including almost one m*llion who had
some restrictions although not restrictions in their usual

activity. Aabout 200,000 were severely limited. A different

survey, the Survey of Income and Program Participation, reparted
there were about two million children with a physical, mental or
emotionzl disability as of 1985 that limited their ability to

walk, run or play or their arility to learn.

Both surveys have indicated that disabled children are more
likely to live in households with very low in.omes, are more
likely to live in households headed by women, and are more likely

to be covered by Medicaid than nondisabled children.

Although we recognize that not all children with activity
limitations have severe chronic illnesses and not all chrorically
ill ch.ldren are restricted in their functicning, most of the
utilization and expenditure data is available in terms of disabled

children. Some of this information is summarized below.
Utilization and Expenditures:

Estimates from 1982 indicated that disabled children incurred
costs ranging from an average of $870 to $10,229 per year for
hospital and physicians services alone, depending on the severity
of the condition. 1These expenses were between 3 and 38 times
greater than the average incurred by children without disabilities.
Medical care is significantly more intensive for disabled children
than nordisabled children: nondisabled children average four

physi:ian visits per Yyear compared to 9.5 visits for disabled

children and 21.8 visits for children with severe limitations.
Functionally limited, chronically ill children are four times

more likely to be hospitalized than nondisabled chi ren and once
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hospitalized, have an average length of stay twice that of

children without disabilities.

The estimated total hospital and physician costs for
moderately disabled children in 1982 were approximately $1600 per
child, nearly six times the amount incurred for children without
disabilities; hospital and physician costs for the most severely
impaired children averaged cver $10,000. These annual costs also
do not reflect the disparity in accumulated lifetime costs of

disabled children relative to nondisabled chiidren.

Using data from the 1980 National Medical Care Utilization
and Expenditure Survey adjusted for inflation, Paul Newacheck has
estimated that the average annual expense in 1986 was $1,242 per
disabled child, .mplying a total of $3.9 billion of expenditures
for children with chronic impairments. As is the cas: for all
medical expenditures, it is important to remember that a small
number of children, even among the disabled, account for a
disproportionately large share of the cost. About ten percent of
the children accounted for 65% of total expenditures, a

distribution very similar to that for total health expenditures.

A related area of concern involves the high costs of in{an:s
treated in neonatal intensi e care units. About 150,000 to
200,000 infants are treated annually, about half of whom are low
birthweight infants. The latter are »mong the most costly
hespital admissions. On average, their hospital cost is $12,000
to $39,000, but the distributio~ - ighly skewed. The tiniest
infants (less than 750 grams) averadged $62,000 to $150,000. The
success Of neonatal intensive care is in part related to the
increase in handicapped children. O0O7A has estimated that if
today's neonatal care were provided for all very low birthweight
infants, over 15,000 normal children who would have died in 1975

would be added tc the U.S. population. In addition, about 2200
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severely handicapped infants also would be added, who would not

have survived in 1975.
Insurance Coverage:

Insurance coverage, because of its important role in
determining access to health care, is particularly important foxr
children with a disability. Informatinn for both 1982 and 1985,
indicates that children with a disability or limitation are
slightly less likely to be uninsured than those without a
limitation. children with a limitation are less likely to be
covered by private health insurance (66% versus 71%), bu%t are
substantially more likely to be covered by Medicaid. 1In addition,
some children also benefit from other public programs such as
Title V Maternal and Child Health Block grants or from private
charities. These programs mostly serve the very low income.:
State crippled children agencies reported providing services to
more than 620,000 handicapped children in 1984, almost all of

whom were poor Or low income.

Although children with impairments are less likely than
other children to be uninsured, those im~»ired children who do
Jack coverage are particularly vul:erabie. 1he decline in
epployer-based coverage for children that has occurred in the
1980s is particularly distressing as it relates to impaired
children and is an issue that needs to be addressed for many
reasons. Our concern, however, should not be limited to only
those without insurance coverage. Some of the changes in insurance
covecrage which '@ ave occurred dur:ing ““e 1930s may also have
adversely affected families of children with Jdisabil® »s,
During that time, many companies increased the levels of out-of-
pocket expenses for premiums, deduct'bles and coinsurance. The

effect of this, however, may have been partially offset Ly the
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increased use of "stop loss" povisions which limits the out-of-

pocket liabilities that a family faces.

Other types of changes in insurance benefits may also have
had mixed affects on families with disabled children. While many
employers limited the scope >f benefits pre'rided by their
insurance, these benefit changes frequently contained provisions

for nonhospital care, such as the use of home health care and

other types of care which may have assisted these families. 1In
addition, case management which represents an important addition
to families with disabled children, has been included with

increased frequency.

Similarly, changes I- Medicaid have hal a mixed impact or
families with disabled chi.dren, although on balance have probably
been negative. Scme states r-iuaced the benefits being provided
under Melicaid, ~dverselv affecting families with disabled
children. However, as 2 result of the Katie Beckett episode,
federal regulat.ons prvaibiting Medicaid payment for home care
were waived ana served as the stimulus for model Medicaid waiver

programs, allowin states to cover home and community-based care.

Policy Responses

The appropriate policy responses to assist families with
chronically ill children are in general the cnes appropriate for
responding to the problems of the uninsured and the problems of

catastrophic illness.

Employers who alieady provide insurance should be strorgly
encouraged to include catastrophic coverage-~-the cheapest form of
insurance of all. Tmployers who do not now offer coverage should
be strongly encouraged to do so--with incentives, adrinistrative

and informational assistance and, perhaps, if necessary, with
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some coercion. Medicaid also must do its share to cover the very
poorest of children and a floor should be established, below
which eligibility cannot fall. An additional policy strategy,
important to the uninsured but especially important to this
group, is the establishment of medically uninsurable pools,
These pools can provide coverage to fz .lies whose members have
pre-existing medical conditions, which will not otherwise be
covered by most private insurance. The high risk pools will need
to be subsidized since, by they their very nature, they involve
high users and the subsidy will need to be financed by a broad-
based tax which, because of the ERISA preemption, excludes

insurance premiums as a potential base.

Finding a solution will require substantially more detailed
informatisn than we have currently available, about the number of
disabled children, their illnesses, their use of health and other
social services; the total costs of these services and the
amounts currenilv being borne by the families and other payors.
Even lacking th.s information, however, it is clear that ultimately
the solution will require assistance from a number of different

sectors--privace and public; federal, state and local.
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STATEMENT
BY

DR. ROBERT E. WINDOM
Assistant Secretary for Health

Department of Health ard Human Sexvices
HEARING ON CHILD HEALTH

MARCH 23, 1988

Mr. Chairman and Members of the Committee:

I welcome the opportunity to appear beiore you to discuss our
common concern for the health of our Nation's crild>-1. I am
joined by Dr. Vince Hutchins, Director of the Maternal and Child

Health program.

There are many challenges that face us in public health but none
is more important than assuring that our children are born

healthy and able to grow and reach their full potential.

We commend you, Mr. Chairman, for focusing the efforts cf vour
Conmittee this year on this crucial public health goal. As a
parent and a physician, I am well aware of “he consejuences of
health problems for children and their families. Our children's
health status is a reflection of our own, and we have the
responsibility to cure their ilis and help them to achieve a
healthy lifestyle. This is a philosophy I have encouraged at the

Public Health Service (PHS).

NEFANT M
Seventy~five years ago, infant mortality was the first issue
studied by the Children's Bureau. Since that time we have

achieved substantial progress measured by a tenfold reduction in
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infant mortality. However, the continued unacceptably high rate
of infant mortality, especially among Blacks, and our concern
that the rate of decline has slowed in recent years keeps infant

mortality as a major focus of this Department.

When Secretary Bowen joined the Department of Health and Kurman
Services, he stated that of all the areas of concern he had,
getting to the root causes of infant mortality was among his

highest priorities.

As an expansion of our many efforts curreatly underway, Secretary
Bowen has added another initiative to reduce infcont mortality
through the community and migrant healt!. :enters whicn :i2rve some
of our most vulnerabie populations. This effort will provide
enhanced services through a case-managed, comprehensive approach
focused on the coordination of appropriate services throughout

pregnancy and the first year of life.

PEDIATRIC AIDS

Let me also take a moment to mention the special Task Force on
Pediatric AIDS which Secretary Bowen established last month. We
are pleased that Dr. Bowen chose to l.dge primary responsibility
for the Task Force in the Public Health Service. The Chairman of
tae Task Force is Dr. Antonia Novello of the National Institute

of Child Health and Huu.san Development (NICHD).

Nothing is more tragic than the plight of infants affected with

AIDS. The goal of the Task Force is to ensure coordination of

all Department activities directed toward the care and treatment
of these children, including research and demonstrations, .nd to
determine the best use >f our resources. A representative from

the Health Care Financing Administration sits on the Task Force.

ELEVATION OF THE MATERNAL AdD_CHITD HEALTH PROGRAM

On Child Health Day, Cctober 1, 1987, the PHS elevated the
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Maternal and Child Health program from Division to Bureau level.
This will enhance the visibility of the proygram, provide the
opportunity to better coordinate child health activities, and
establish a focus within the Federal Government for collaboration
with other public agencies, professional organizations and

voluntary assc¢ .iations.

Mr. Chairman, with your permission, . will provide an overview
of child health activities at the Puwlic Health Service beginning
with the Maternal and child Health program of the Health

Resources and Services Administration.

MATERNAL AND CHILD HEALTH PROGRAM

As this Committee is well aware, the Maternal and Child Health
(MCH) block grant program (Title V of the Social Security Act)
provides formula~based allocations to States and insular areas
for a broad range of health services including preventive,

primary care, and habilitative services to mothers and children.

We I.tend for the States to have a great deal of flexibility in
the use of these funds. Of the $526 mi’lion appropriated under
Title V in Fiscal Year 1938, $444 million will go to the States

in the block grant program,

Fifteen percent of the Title V funds are set-aside for grants

administered by the national MC! staff for special projects of

regional and national significance (SPRANS) in the areas of
research, trainming, hemophilia, genetics, and special projects.
We funded a total of 460 projects in Fiscal Year 1987 and we will
spend $78 million this year to support approximately 490
projects. In a separate program, we have targeted approximately
$3.8 million in fiscal Year 1988 for newborn genetic screening,

another important priority at the PHS,
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Nationwide, a primary emphasis in MCH programs, which is
responsible for a large measure of their success, is *the
integration of the Federal, State, local, and private efforts.
Such collaboration encourages communication and keeps Federa)
priorities targeted in the needed areas and, moreover, it enables

talents and resources to be used efficiently.

Infant health and prenata. care conéinue to be a top priority for
the MCH program. We are seeking to expand our knowledge about
factors which affect the health of mothers and infants, such as
factors affecting low birthweight and physiologic triggers for
normal and early labor so that we might learn to rec“c: the
incidence of prematurity. We are working with Statzs and
communities to plan, deliver and evaluate the irpact of health
services for pregnant women and infants. And, we are reducing
the barriers to care, particularly ethno-cultural barriers, so
that we might bring high risk pregnant women into early prenatz

care, and increase the access to care for minori“ies.

We are helping States and localities deal with special problens,
such as medically fragile children and pediatric AIDS. To
address pediatric AIDS, which represents a grave threat to the
health of infants and children, we will soon be providing grants
for demonstration prcjects to implement interventions ‘o reduce

the perinatal transmission of the HIV infection.

Chronicaliy i11 and disabled children require an array of
se=vices which can best be delivered in a community setting using
case management to address medical, psychosocial and other needs.
To the extent possible, these children deserve to live with their
families in their own communities and to ghare in every day

experiences most Americans take for granted.

The MCH program supports dozens of demonstration projects

designed to implement family-centered, community~-based delivery
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of services for disabled children of various age groups. Based
on these examples, other communities will be able to replicate
portions of these projects to serve their own children with

special health care needs.

Additional major issues for the 1980s includ=:

Technoloay dependent children - We have picneered the

development of programs for these children and accelerated

their movement from institutional settings to the home.

Hemophilia - We have demonstrated a cost effective model for
the care of persons with hemophilia through support of
regional hemophilia comprehensive care centers. We are
assisting those centers and the population affected by
hemophilia to cope with added complexities and safeguards

which have resulted from the AIDS epidemic.

Genetics - We have initiated a major program in this new and
rapidly expanding field. Our first emphasis was t¢ support
States in developing a capacity for genetic screening,

counseling., and referral services.

NIH Child Health Research

In the area of research, virtually all of the Institutes and
research components of the National Institutes of Health (NIH)
are involved in funding or conducting child health research. In
Fiscal Year 1987, the last year for which we have complete data,
NIH nxpenditures for child health research totaled $600 million.

The major focus for this rescarch at the NIH is at NICHD.

A sampling nf NIH child health rescarch includes efforts to:

o) Better understand and treat, and hopefully, cure and

prevent, pediatric AIDS;
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Expand our ability to prevent prematurity and low birth-

weight, which are the leading causes of infant mortality;

Prevent, treat or cure childhood diseases and disorders that
range from cancer; heart disease, diabetes, and birth

defects to Sudden Infant Death Syndrome:

o Develop new or improved vaccines tu eradicate common
Infectious diseases that affect children such as Haemophilus
influenza, and pertussis:

o Prevunt and ameliorate the impact of mental retardation;
o Find ways to prevent childhood injuries, which kill more

U.S. children each year than all childhood diseases

combined; and

o Improve our efforts to diagnose and treat learning
disabilities.
IHS child Health Activities

The health of American Indian and Alaska Native (AI/AN) child en
receives priority attention by the Indian Health service (IHS).
The IHS recognizes that the well being of the AI/AN community

is measured by the health of its children and that the future
health of the AI/AN community is secure when children of today
are healthy. Although there is no specific allocation for child
health in the IHS budget, we estimate that approximately

$225 million is directed toward child health activities.
In the IHS, we provide maternal and child health (MCH) services

through a regionalized health care system. For basic preventive

and direct health care services, we have trained indigenous
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health workers and professionals in the field and service unit
facilities. Thereafter, we have referral, consultative and
transfer linkages with secondary a. . tertiary facil’+%ies.
Within this regionalized system, culturally acceptable and

readily accessible preventive health care is emphasized.

In close collaboration with the American College of Obstetricians
and Gynecologists, we provide postgraduate training in prenatal

and perinatal health care for our IH: primary health care

providers. At IHS headquarters, we establish MCH policies and

standards of care which we review periodically. Since its
inception, the IHS has made remarkable progress in infant

mortality reduction.

CDC child Health Activities

Our Centers for Disease Control (CDC) has a long history of
assisting States and communities in improving infant and child
health. CDC expenditures for child health exceed $105 million.

ongoing €DC activities include infectious disease control

through childhood immunization, and the reduction of birth
defects throdgh national surveillance and targeted epidemiologic
studies to identify factors responsible for these conditions.

Our efforts in the area of infection control now include
surveillance and epidemiologic studies related to day care center
outbreaks and Reye Syndrome, as wrll as expansion of efforts to
prevent transmission of hepatitis B virus (HBV) from HBV carrier
mothers to their infants. We have zlso developed guidelines on

the control of infectious diseases in day care settings.

More recently, we have increased our efforts in CDC to address
low birthweight, the primary contributor to infant mortality.
Many of our newer activities focus on the prenatal period. We

are assisting State health departments to expand the surveillance
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of a wide variety of risk factors in Pregnancy associated with
low birthweight, including smoking, pocr nutrition, and excessive
alcohol consumption. Data gathered from these surveillance
efforts enable the States to improve the targeting and
effectiveness of prenatal and infant health cars. We also have
efforts underway to develop effective smoking cessation
intexrventions among high-risk women in order to prevent the one

fourth of low birth weight that is related tc maternal smoking.

I would also like to mention that CDC has contributed to child
health by launching a comprehensive injury prevention research
initiative including projects that identify causes, consequances
and methods to prevent injuries among children: improve childhood
injury prevention counseling by physicians; and identify ways to
increase the use of s-fety belt/child restraints in automobiles.
Finally, we have been a leader in the fight against lead
poisoning in children by providing labcratory services, outreach,
resouxce develcoprment, environmental epidemiology, and lead hazard

services.

ADAMHA Child Health Activitieg

The Alcohol, Drug Abuse, and Mental Health Administration
(ADAMHA) administers a variety of program activities related to
child health. ADAMHA expenditures for child health approximat:
$30 million.

In the National Institute on Mental Health, we are undertaking
research on all aspects of child and adolescent disorders,
including autism, 2 :ntion deficit disorders, conduct
disorders, affective disorders, anxie:y disorders, eating
disorders, learning disorders, mental alsorders associated with
mental retardation and somatic illness, and Tourette‘s syndrome.

Also, a high priority has been placed on youth suicide research.

J
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In addition, the Institute administers the Child and Adolescent
Service System Program, a service demonstration program designegd
to improve S%ates' capacities to meet the needs of severely
emotionally disturbed children and adolescents. Grants are made
at State and local levels and emphasize such activities as:

1) interagency coordination; 2) identifying and prioritizing the
population within the State mental healch system; 3) increasing
family participation in treatment pianning; and 4) increasing the
2= :priateness of service delivery to the special needs of

.ltural/ethnic minorities.

Our National Institute on Drug Abuse (NIDA) conducts and supports
research on drug abuse as it affects children and adolescents
directly and through maternal drug use during pregnancy. Preven-
tion, prenatal care, Aiagnostic measures, and developmental

interventions are addressed.

A major epidemiologic study is the NIDA-supported annual survey
of high school seniors that provides data about the drug use
behavior of the Nation's youth. Adolescent issues are addresseqd
further through research such as a study at NIDA's intramural
Addiction Research Center on noninstitutionalizead delinquent
adolescents who are at higher risk for drug abuse because of

their aggressive behaviors.

NIDA's AIDS research includes a focus on preventing perinatal
infection that is related to a parent's intravenous drug abuse.
In addition, we support investigation into the ear.iy
developmental and neurologic consequences of HIV infection in

children.

The National Institute on Alcohol Abuse and Alcoholism (NIAAA)
places a high priority on studies to understand the mechanisms of

prenatal alconnl damage, particularly b cause such knowledge

Q 1 73
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could lead to specific therapeutic interventions to prevent or

repair such damage.

Our intramural researchers are currently studying cognitive
function in the children of alcoholics based on the premise that
differences in abstract tbinking and problem solving abilities in
these children may contribute to their use of alcohol as they

mature.

The Office of Substance Abuse Prevention (OSAP) within ADAMHA
administers the high-risk youth demonstration grants program
established by the Anti-Drug Abuse Act of 1986. While targeted
at child substance abuse problems, these 130 grants also overlap

into other areas of child health.

Mr. Chairman, I have highlighted a few of our many vital child
realth activities. You can see that the child health chai °nozs
of today regquire the skills and energy of all segments of our
society. Issues such - injuries, risk taking behaviors, and
interpersonal violence require the involverwent and attention of
not only the .edical care system but a’~o parents and schools.
Mr. Chairman, this concludes my prepared statzment. Additional
Public Health Service child health activities are described in
greater detail in an attachment to my statement. I will be happy

to answer any Questions you may have.

o -
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A FULL SUMMARY OF IHS'S CHILD HEAL™ ACTIVITiES

The health of American Indian and Alaska Native fAI/AN) children receives
priorfty sttentfon by the Indian Health Se-vice (IHS). The INS recogafzes
that the 211 being of the AI/AN commurity is measured by the health of its
childre) and the future health of the AI/AN cominfty is secure when shildren

today are healthy.

Data are availatle which focus the directior of the program efforts anc
the resource need. 2o AI/AN children. Of the total AI/AN population, 45% are
under 20 years of age and 32% are less than 15 years of age according to the
1980 Census. 25% of the total populatfon are women of child-bearing age
(15-44 years of age). AI/AN women currently have a Total Fertility Rate of
5018 1ive births per 1,000 women 10 to 49 years of age. This contrasts with
the gereral U.S.A. {a)) races) rate of 180¢. Therefore, not only are large
portions of IHS effort and resources directed toward the needs of children

nuv, but will bte required well into the 21st century.

The IHS provides matirral ano child health (MCH) services through &
regicnalized health cere syster. Basic preventive an¢ direct health cire
services are first proviced ty trained indigenous health workers and
professionals irn the fiell and service umt facilities. Referral,
consultative and transfer linkages with secondary and tertiary facil,tfes are
then made. Within chis regicnalizea systen of health care, culturilly

acceptable and readily accessitle preventive heaith care are emphasized.

In close collatcraticr with the Arerican College of Obstetricians and
Cynecologists, the IHS provices postgraduate training in prenatal and
perinatal health care for 1%< primary health care provide=s. At the IHS
headquarters, I'CH policies anc s.andards of ICH care are established, and the
irplerertation o1 these stardvercs by Area MCH consultants §s period ca'ly
revieved. Thus, vgfonalized health care, including local access, efficient
consultation, referrals, and consistent standards and policies form the basis

of the successful IHS program.
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There are specific areas of attention and activities relating to

ch.ldren's health which should be noted.

1. Infant Mortality.

The overall Al/AR infant mortality rate for 1S€3 to 1S€£ {5 9.8 infant
deaths per 1000 live births, a rate that is less than the rate of the U.S. All
Races. When this ‘afant rortality 15 examined more clesely, 1t )15 found that
neonatal (tirth to 27 days) mortality is considerably lower thar} the rate of
U.S. Al Races, but the postneonatal (28 days - 1 yr) mortality /for Al/AN
infants fs 1.3 times that for the U.S. A1l Races. ‘.e IHS is fouusing on the
postneonatal infant mortality in se‘eral ways.

-

>
a. [Each IHS Area receives a yearly $2C,000 alliocation to reduce the

v

incidence of Fetal Alcohol Syndrome. ‘

b.  The IHS {is collatoratively involved 1n studies of Hemophilus
jfflﬂfﬂfi type t {=~1!) vaccine efficacy. The 2ffectiveness of Hit
conjugate vaccines ore teing evaluated in Alaska Kative and Navajo
infants. Additicrel studies with innune globilin (Pacterial
Polysacchoride Imrune Cobulin) are occurring at San Carlos and
Whiteriver, Ar120'a. These stucies should leac¢ to the elimination or

control of the most i:,ortant bacterial infection in AI/AN 1nfants:

c. In collaboration witk the Centers for [Disease Control (COC) and the
State of Alaska, the IS successfully carried out a Hepatitis E
preven® fon program in Alaska. A priority target in that program fis
the identification of and protection of infa _ 2y risk of Hepatitis

8.

d.  The IS has a vigorous infant and childhood immunization program.
The vverall immunization level for AI/AN children 3 to 27 months of
age s £9.7% for Dipheria/Tetenas/P2rtussis and 94.9% for Oral Polfo

Vaccine. Program emphasis, careful monitoring by an IHS immunization

e 182
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dfrector and field efforts by community health nurses have led to

thase excellert levels, which exceed that of the general population.

The IHS, in collatoration with the American Academy ¢f Pediatrics
(AAP), s intensivery Studying postneonatal infant mortality in the
Portland, Aterdeer, 2nd B111in;s Areas. Additional studies are a'so
ocrurring in collatoration with COC in Alaska. Risk factors in
postneonate! 1nfant nortalit; will te determined and will bte useful

in establishing grograms of inter.ention.

The IHS is placirg erghasis on reaching the PHS 3950 "Otjectives for
the Nation", especially acdressing the need for comprehensive well

child care.

The IHS contracts with the Areric2. Academy of Pediatrics Advisory
Subcommittee on Indian realth to periodically review IHS infant and

child care services ané¢ * advise the Director of IPS on program

weaknesses and strengths. [t 15 important to note that even thoug; the
postneonatal mortality rate of American Iniians exceeds that of the U.S.
general popuiation, it has fallen from 20 7 per 1000 1ive births in 1965 (when
it was 3 times greater than the U.S. A1l Races) to 5.3 per 1000 live births (a
decrease of nearly 300 percent). This dr-~atic fall is evidence .of the

cuccess of the IHS programs.

2. Healthy Pregnancy.

The IHS recognizes that early an¢ ccrs stent prenatal care is vital to the
health of infants and the [HS I'CF Cocrdinator gives priority attention to
access to prend al care. Perscrre. in several servie .nits have 1dertifired
population subsets who Give tirth to the most at-risk newborns and thus are

atle to more effectively foeus progrer rasources.

Adaitional activities which contribute to the community ariented public

health approach emtracec . wuc €ssfully by the IHS include:
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a. Maintenance of ¢ ‘<* Frsk Obsretric/leonatal progran in 23l IHS

Areas to provice “--"-ary care fer those In hiok rish catecories and
for programs Ce* .= =0 prevent mgh risk pregrancies or Lirths;

t. Under the cirec’ +owep 08 Sertor €1t oaciwen ir Chstetrics and
Gynecology, ke - . .07 L-yraces ctstetrizal services 1n IMS

facilities, £t "=: * €f. (f all [+S births are attended by a trained
health care professional and 82% of the births are under the direct
supervision of an IHS obstetrician, More obstetricians and certified
nurse midwives are being recruf*ed in order to provide full service

obstetrival care;

c. Under the direction of the IHS Oiabetes Progran Director, IHS is
establishing standards for the identif-cation of and management of
gestational diatetes, Area drabetes cocrdinators are implementing
these standards and providing edv-ational programs for iHS

professionals; and
d. The IHS has a contract with t:e American College of Obstetricians and
Gynecclogists Cormittee {ACOC) on Indian Health to review and make

recorrendations abtout maternal health care provided by the IBS,

3. Fandicapped Children.

The IHS is giving incrcased program attention to the needs of AI/AY
children with handicapping conditions and chronic discases. The number of
Al/AP children reguiring trteruvisciplinary anc irteragercy spec.al services is
estimated to be as many 25 5C,CC0. The following activities are being

directed towarc meeting tre special needs of hancicapped AI/AR ¢hildren:

a. The IpS is developing an interagency agreement with the 8JA Office of
Ind1an Education Programs as a step toward coorcination of JHS
services with those respontibilities of the BIA and state agencies

cnder the Educaticn for all Hanaicapped Children's Act.

Q. BEST COPY AVAILABLE
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b. The IHS is developing a computerized program for registration and
tracking of children with handi=aps and with chronic diseases. This

program will be implemented throughout the IHS.

c. A position has been established in Headouarters to head up 2 natfonal
technical assistance team and to coordinate handicapped children's
prograns in the IMS. This posfti. will be responsible for
implementing the BiA-IHS interagency agreerent, establishing
standards and policies, and assisting all IHS Areas in enhancing
thefr capabilities to serve the needs of hardicapped AI/AN children.
This program w11 assist BIA amd state education agencies to meet the
requirements of the Education for all Handicapped Children Act of

1975, P.L. ©4-14Z, as amended by P.L. 95-457.

4. Child Abuse and heglect (CA/N}.

Child abuse and neglect 15 a growing problem and concern for the IHS.
Skillful, sensitive, and effective services are needed to confront the complex
personal, family, and ccmrunity needs where CA/N occurs. In order to deal

with this situation the IHS has undertaken a series of steps.

a. Child Protectior Tear< (CFT) are being estat .ned in every IHS Area

and Service Um:,

b. Through an iateragency agreement with the BIA Social Services, these
CPTs have been expanded to ensure cooperation with the BIA and with

tribal zgencies.

c. Baseline data are teing collected in order to establisii the extent of

the CA/N and to monitor program effectiveness.
5. Adolescent Health.

Health care for ,.I/AlN youth are as specialized as for the rest of the

populatfon, Established health care methods are often inaccessible or

%
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unacceptable to AI/AN adolescents. Teen pregnancy is of particular concern to
the IHS. During 1983-1985, twe.iy percent of AI/AN babies were born by women
under 20 years of age. During 1983-1985 *T/AN youih 2324 £ to 24 years
experienced a suicide rate 2.1 times taat for the U.S. A1l Races youth. Much,
and perhaps most, of this destructive behavior is believed to be alcorol

related.

2. Thke IHS, through ar irteragency acreerment with the Bureau of Health
Care Delivery and Assistance, is providing $30C,000 to establish an
adolescent health cata tase. Ove= 4C,0C0 Al/AN acolescents served b,
the IHS will complete the Minnesota Adolescent Health Attitudes
questionnaire. These cdata will provicde invaluatle information with

wiich relevent acolescent health programs can be plinned.

b. Many IHS Areas are involved in school based Teen Clinics. The
objective of these clinics is to provide accessible and acceptatle
health services and to provide education leading to reduced teen

pregnancies.

€. With funds made available through the Indian Alcohol and Substance
Abuse Prevention and Treatment Act of 1986, P.L. 99-570, *he IHS has
distributed $3,000,000 to the IHS Areas to develop and staff
community-based reht {1itation and after care services for youth with
drug and alcohs1 atuse problems in every Service Unit whether managec
by IHS or by ¢ tribe under tre Indian Self-Netermination Act, P.L.
93-€38. Two centers for treatment of youth are ready to open -one n
Tahlequah, 0K, and another ir Acoma-Canoncits-Laguna, Mi. Additional
contract fum'irg is “eing proviced for inpatient treatment of youth
residing in other IFS Areas. Funds to train tribal leadership and
BYA and IHS personnel in treatrent and managenent of patients with

alcohol and drug abuse problems are also avajlable.
€. Oral Health.

Surveys have consistently acmonstrated that American Indian and Alaskan

o 1 86
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Native children have a greater prevalence of oral disease and higher treatment

needs than other U,S, shilcre- ~f corprarztle age.

The caries prevalence study conducted ty the National Inst tute of Cental
Research (NIDR) in 197¢-820 indicated that rearly 40% of U.S. childr>n aged
5-17 years were now caries-free, This compsres to an IHS survey in 1963-4
which found that less than 20% of comparably aged AI/AN children had not

experienced tooth decay.

This same survey revezled that over half of Indian children under age €
have suffered from baby tottle tootr decay (EBTD), a raptd destruction of the
‘imary dentition resulting ir pair, 1rfection, and 'oss of ora? furction as

well as potential adverse effects on the permanent teeth,

A recent survey by the NILR a* "¢ Ft. Wirgate Indian High School
demonstrated a prevalence of early periodontal disease - loss of the
supporting structures of the teeth - that 1s higher than any other comparatle

age group studied in the U.S. to date.

Preliminary studias of srokeless totacco use indicate that Indian children
are frequent users of thys sutstance, which has been linked with tooth decay,
destruction of the suppcrti~; structure of the teeth, and oral cancer. This

is of special concern 1n & ;' culation known to be predisposed to diabetes.

Several initiatives *a.. ~rr Lrrertetor te cortral tre developrent of ne

dijease:

a. An nterace: ceeret wilr the Adrinmistration for Chi'dren,
Youth & Far: “OYF, Luzperts on ontensive hec)th prometion
effort to ra) - "rurrl, awareress of BBTD as a wajor health
probler n . “lerer,

b.  The water fivoridation program has i\ .n steadily expanded since

1980 with 80% of water systems with fluoridation equipment
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providing adequate levels of fluoride to AI/AN communities.

This 1s compared to only 30% in 1582.

In areas where water fluoridation is impractical or only
recently initiated, programs of supplemental fluorides are

prescribed for children.

The utilization of dental sealants to prevent decay from
developing in the pits and grooves of the teeth has increased
phenomenally since 19€4, Provision of these services is focused
on childrer a 6-8 and 11-13 years in order to allow sealing

of the permaneat molars as soon as possible after eruption.

In collatoration with the CDC, a task force has beenr established
to 1centify strategies tc control periodontal disease. Using a
methodology developed by the World Health Organization, the
periodontal status of adolescents is being assessed throughout
the IHS. This wall provide baseline data to measure the
effectiveness of future efforts, as well as provide information

for better targeting of these efforts.

Increased resources are being dedicated to disease
prevention/health ,romotion. With the wupport of the Centers
for Disease Control (CDC), educational efforts to discourage use

of smokeless tobacco have been initiated.

Demand for orthouontic services for Indian children is
increasing. Although only a very limited amount of recotrces
can be devoted to this treatment service, the IHS, in
conjunction with researchers from the University «f lowa, i<
eiploring the development of a rational priority system to
ensure that orthodontic services are . located to those children

ia greatest need.
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h.  Providing access to basic dental services to all family members
is enco.raged 1n an attempt to reinforce the child's concept of

the importance of oral health.

7. Injury Control.

.

During Calendar Years (CY) 16€1-2%, 42€ AI/AN children under the 2ge of &
years died as a result of iroury, Their death rate was €7 deaths per 10C,000
{or 4.5 times the U.S. A11 Races rate oi 1.4 deaths per 1CC,C00 population).
Motor vehicles, falls, drownirg, and fires are the leading causes of death

fron accidents.

The importance of injuries to the health of American Indians is well
iYlustrated by the Years of Productive Lifc Loss (YPLL) before age 65. An
analysis of all causes of PLL for 1981-1985 reveals that 45 percent of YPLL
was attributable to injuries. To put this in perspective it should te noted
that heart disease and diseases of the digestive system were the second and
third leading causes of \PLL, each accounting for 7 percent each of the nearly

§76,000 years of 1ife lost prematurely.

Recognizing the importance that i1njuries play in the early years of one's
1ife, the Indian Health Service has targeted a number of projects to prevent
or minimize the pain and suffering from accidents. As we all know, the best
prescription for good health is PREVENTION. I would 1ike tO share with you
some information about the projects initiated by the IHS to prevent injuries.
Host of these projects afford protection to children, teens, and adults

alike. Other are targeted to children alone.

a. "Buckle Up Your Unborn Baby" 1is a project initiated in the
Phoenix Area to recduce naternal/fetal deaths. Motor vehicle
crashes were tre leading cause of maternal/fetal deaths,
exceeding herorrage and toxemia. This project 1s conducied
through the 0E/Cyn clinics where oregnant women are encouraged
to wear their sefet) Lelts ana to tuckle up their newborns in

approved chilc safety seats.
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“Child Passenger Protection" programs now exist throughout
Indian Country. IHS is pursuing a policy which would require
Indfan infants to receive safety seats as part of the newtorn

layette,

The *Indian Safety Campaign" was developed to call attention to
the devasting toll that injuries take on the lives of Indian and
Alaska Native people eath year. A key element of this campaign
is 2 poster competition conducted in schools on or near Indian
reservations throughout Indian country. During the 1987-8
contest, approximately 30,000 Indian youth submitted posters
with a safety theme, Eight national winners were selected and
will come to Vashington §.C. for an awards ceremony with

Secretary Bowen.

"Roadway/Roadside Pazard Identificacion” is an area of great
attention in t“2 IHS due to the overwheling influence that motor
veh. ‘e crashes have on the deaths anc hospitalizatior of Indian
people. This project icentifies specific crash locations by pin
napping with follow-up on-site investigations with highway
officials to determine critical environment2l factors
contributing to the crashes. Significant progress has been made
with the help of the Federal highway Administration to identi¢y

and correct road conditions on Indian reservations.

"Injury Surveiilance" or case histories are the real key to
identifyirg tre signyficant contritution factors to injury
occurrence and uitimately determining whau corrective action
should te taker. A1 JPS Areas have initiated the use of injury
surveillance or tre most severe injury cases. This provides an
epidemiologic analytic approach whith will serve as the basis

for tarqetted programs.

The "National American Indian Housing Council® has requested

assistance from the IHS in developing a safety and risk
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management program for Indfan Housing Authorities throughout the
country. This project will highlight the need for improved home
conditions to minimize hazardous sftuations, Emphasis will be
placed on snoke detectors, water heater temperatures., poison
prevention, wood burning stoves, and grease fires,

g. The "Injury Control Specfalist Fellowship® is a unique training
program offered to INS and Tribal Health Professionals to better
understand the epideniology of injuries and to develop skills 1n
designing, implementing, ana evaluating community-based
intervention projects., The fellowship was begun in FY 1987 with
11 fellows and expanded to twenty fellows in the F. 88 class.

Although the IHS Injury Torirol Proyram is in its early infancy, evidence
of declining injury rates arr encouraging.

g. Sanitation.

An important aspect (¢ - cte tealth Service progress n inproving the
health of AI/AN children *. «r wne arplementation of a comprehensive
environmental health progr. < .r 'riluces the provision of safe water
suppltes and the construc: * ,ariter, weste ¢1sposal systens. A review of
the infant mortality rates ' sted mat during the 1966 to 1984 time period
the AISAN post-neonatal mor' *. races Lentered 1n these yea-s dropped from
20.7 infap* deaths per 1,000 Vive births to 5.3 infant death per 1,000 1ive
births. During the same perfod the U.S. A1)l Races rate was reduced from 6,5
to 3.8 infant deaths per 1,000 live births.

We beljeve a signiticant portion of this reduction can be traced to the
provision of safe wster and sanitary waste disposal and that our centinuing
efforts in this area will greatly assist in continued fnprovement fn the AI/AN
mortality rate. The 1985 annual adjusted mortality rate due to
gastrointestual diseases for all ages for AI/AN was lower than the U.S. M
Races ra‘e.

In summary, the -ovides a wide range of traditional and innovative
approaches to improving the heclth of AI/AN youtt.. The results of this public
health service nodel of health care has been astounding and is reflected in

the rapidly declining death rates of this group of Americans.
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A FULL SUMMARY OF

CDC'S JHILD HEALTH ACTIVITIES
The Ceaters for Dlaease Control (CDC) has a lon- hiatory of casisting Statea
and communities {u improving infant end child health Activities that have
been ongoing for some time inclinde infectious diseasc control thiough
childhood imsunization and the reduction of birth defecta through national
aurveillance and targeted epidemiologic studiea to identify factora
re-pouniile for these conditiona. Yfforta in the ares of infection control
nov include aurveillance and epid:miologic atudiea related to day care center
outbreaks, Reye's syndrome, and rotaviruses as vell ga expansion of efforta to
9revent transmission of hepatitis B virua (HBV) from HBV carrier smcthers to
their {nfanta. CDC has aleo developed guidelines on the control of infectious

disesses in day care settings.

More recently, CDC has stepped up its effcrta to address low birth weight, the
primary contributor to infant mortality. Since the potential for preventior
of lov birth veight occura before or during pregnuncy, pany of CDC'a never
activitiea focus on the prenatal period. 4 recent Departamental initiative is
saaisting State health departmenta to expand the aurveillance of a wide
variety of riak factors in pregnancy sssocisted with jow birth weight
including smoking, poor nutrition, and excesaive alcohol consumption. Data
Sathered from theae surveillance effcrts enables State health departments to
improve the targeting and effectiveness of prenatal and infant health care.
An initiative i3 ale mdervay to develop effective smoking cessaticn
interventions axong “tgh-risk vosen in order tv prevent the one-fourth of low

birth weight that is rriated to maternal smoking.

Other CDC activ.ties relating to the health of children include:

o aurvelllance of the nutritional atatus of Ligh-riak children that
provides informaticn on the prevalence of overveight, underveight, and

retarded linear grovth, and on casea of aevere pediat-ic undernutrition.

o the proviaion of quality control servicea to laboratories that acreen

all nevborn infanta for conditions that cap cruse mental retardation if
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not detected and treated aocon after dirth. CDC and the Georgia
Departsent of Human Reaourcea are conducting the only Un!ted States
population-baaed aurveillance for five developmental disadilitiea:

mental retardation, ceredbral palsy, bdlindneaa, deafneaa, and epilepsy.

providing technical asaiatance in comoatting lead poiaoning in children
through outreach, reaource development, envir- mental epidemiology,

lead hazard reduction and laboratory aervicea to the Health Resources
Services Adminiatration aa well as to Statea and communitiea.

CDC has expanded ita injury control activities by launching a cosmprehensive
injury prevention research initiative vith a major focus on infants and

children. Crmponenta of thia initiative includes

o identifying s, q! , and vaya to prevent brain injuries

amorg children;

o evaluating and improving the effectiveness of childhood injury
prevention counseling provided by physicians to parents;

0 and determining the moat effective way:z to increaae safety delt/child

reatraint use among infants and children.
Togerner, these CDC efforts provide easentisl information and teck- "cal

&ssistance that support infant and child health program planning and

evaluation at the Federal, State and local levels.
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A FULL SUMMARY OF

ADAMHA'S CHILD HEALTH ACTIVITIES
The National Institute on Mental Health (NIMH) s undertaking research on
all aspects of child and adolescent disorders, including autism, sttention
deficit disorder, conduct disorder, affective disorders, anxiety disorders,
eating d:isorders, learning disorders, mental disorders associated wath
mental retardation and with somstic 1llness, and Tourctte's syndrome., A
high priority has been placed on youth suicide resesrch. In addition, the
Institute administers the Child and Adolescent Service System Program, a
service demonstrat ion program designed to improve States' capacities to
meet the needs of severely emotionally disturbed children and adolescents.
Grants are made at State and local levels and emphasize such activities as:
1) 1ntersgency coordinations 2) 1dent1fying and prioritizing the pupulation
within the State mental heslth system; 3) increasing family participation
1n treatment planning: and 4) increasing the appropriateness of gervice

delivery to the special needs of cultural/ethnic minorities.

The National Institute on Drug Abuse (NIDA) conducts and supports reszarch
on drug abuse as it affects children and adolescents directly and through
maternal drug use during pregnancy. Prevention, prenatal care, diagnostic
measures, and developmental interventions are addressed.

A major epidemiologiv -tudy 1s the NIDA-. _ported annual survey of High
School gseniors that v ides data about the drug use behavior of the
Nation's youths Adnlnscent 1ssies are addressed firther through research
such as a study at NiDA's intramural Addiction Research Center on
noninstitut 1onalized delinquent adolescents who are at higher risk for drug

sbuse because of their aggressive behaviors.

NIDA’s AIDS research 1ncludes a focus on preventing perinatal infection
that 13 related to a parent's 1intravenous drug abuse. In addition, NIDA
supports 1nvestigation into the early developmental and neurologic

consequences of HIV infection in children.
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The Natronal Institute on Alcohol Abuse and Alcoholism (NIAAA) places a

hygh priority on studies to understand the mechanisms of prenatal alcohol
damage, particularly because such knowledge could lead to specific
therapeutic interventions to prevent or repair such damage. NIAAA awarded
1n 1987 a grant to Wayne State University to establish a new National
Alcohol Research Center to systematically study alcohol-related bairth
defects and continues to fund many individual research projects on all

agpects of prenatal alcohol exposure.

NIAAA intramural reseacchers are currently studying cogmtive function in
the chiidren of alcoholics based on the premise that differences in
abstract thinking and problem solving abilities in these children may
contribute to their s of alcohol as they mature. NIAAA researchers have
demonstrated that adolescent children of alcoholics are more likely to be
1mpulsive and less li<ely to be reflective than similarly-aged chi'dren of

non-alcoholics.

The Office for Subs' i~ use Prevention (05AP) within ADAMHA, administers
the high risk youth temonstrations grants program established by the
Ant1-0Orug Abuse Act f 1936, whale targetted at child subctance abuse
problems, the 130 grants also overlap into other areas of chi}d health such
as child neglect or abuse, teen parenting, children of substance abusers,
homeless and runesay children, latchkey children, mental 1llness and
suicide 1n children, physical disabilities, and the economically

disadvantaged.

Finally, the Alcohol and Drug Abuse and Mental Health Services 8lock Grant
(Part B, Titla XIX, PHS Act) provides fFederal funding to all the States to
assist them 1n providing alcohol, Jrug abuse, and mental health services.
There are no age restrictions on the populations a State may wish to target
to receive treatment and prevention service3. While the amounts vary from
State to State, 1t 1s safe to say that a significant portion of this
funding ($643,235,000 1n FY 1988) 1s targeted for treatment and prevention

services for adolescents.
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Dr. Robert E. Windom

D1zactor

Public Heal® Service

200 Ingependence Avenue, S.W.
R om 716G

Washingten, D.C 20201

Dear Dr. W.ndom:

As a follow-up to the grlestion about childhood 1immunization that 1
asked you at the March 23, 1988 Finance Committee Hearing on
children's health care, I would like to ask the following question:

Though the childhood 1mmunizat:ion program 1n the U.S. 1S considered
an overall success, a close look at the program does reveal some
troubling trends. Most notably, continued increases 1in vaccine
prices have caused shortfalls in federal and state 1mmunization
funding. Further, there has been a stagnation and decline 1in
immunization levels for preschool childrern.

In light of _hese trends, why did the Centers for Disease Control,
10 1ts FY 89 budget, request a level of funding for the vaccine
program that would provide enough money to purchase the same amount
of vaccine as last year, but only at the expense of eliminating the
prograas to administer the shots and stockpli€ emergency vaccines?

Thank you for y>ur time and consideration, and I look forward to
your reply.

With dest W:ishes, . am

Sincerfly,

TAD/ 3¢
cc: Mr. Edward McGroarty
Office of Health Legqislation

754S51¥
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? _./C DEPARTSUENT GF HEALTH & HUM N SERVICES Pubikc heatth Service
e Office of the Assistang Secretary
JH 2' 1968 for Healtn

Washington 0C 20201

The Honorable Tom Daschle
United States Senate
Wwashington, D.C. 20510

Dear Senator Daschle:

Thank you for your letter of May 25 in follow up to the March 23,
1988 Finance Committee Hearing on children's health care. You
asked "...why dio the Centers for Disease Control, in its Fiscal
Year 1989 budget, request a level of funding for the vaccine
program that would provide enough money to purchase the same
amount of vaccine as last year, but only at the expense of
eliminating the programs to administer the shots and stockpile
emergency vaccines?”

Over the last five years, the cost of vaccines has increased
tresendously. Consequently, we have had to make fiscal choices
about how the funds allocated to us would be spent best. We
realize that "State Operations® is a very important component of
immunization programs: however, the provision of vaccines
remains our highest priority and vaccines must be purchased
before they can be delivered.

In an effort to help insure that States and localities would have
an adequate vaccine supply, and to help offset the costs of
»State Operations,” grant guidelines have been reviged to permit
local clinics to request an administrative fee or donation when
vaccines are administered. However, it is important to note that
no child may be denied an immunization because of inability to
pay a fee.

In regards to funding for the vaccine stockpile, we expect to
have an average 19-week supply accumulated by the end of Fiscal
Year 1988. Further buildup of the stockpile was viewed as a
lesser need than, for example, insuring sufficient resources to
assist the States in purchasing vaccines for the immunization
program. We do not anticipate a major interruption in the supply
of vaccine; therefore, delaying the completion of the stockpile
by one year should not have an impact on the childhood
mmunization program.

Sincerely yours,

RK%JM_Q_._\

E. Windom, M.D
Assistant Secretary for Health

Q
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COMMUNICATIONS

CRS REPORT FOR CONGRESS

HEALTH CARE FOR CHILDREN:
FEDERAL PROGRAMS AND POLICIES

March 17, 1988

ABSTRACT

This repost provides background information on health care for children,
including 1nformation on primary health care for children and health care for
children with chronmc conditions. It 1ncludes appendixes which supply an
overview of three health programs under cthe Jurisdiction of che Senate
Committee on Finance: Medicaid, the Maternal and Child .'2alth Services Block
Grant, and Medicare's End-Stage Renal Disease program. In addition, a final
appendix summarizes Federal Government policies, i1ncluding tax policies, which
may affect health i1nsurance coverage of children. This report was prepared at

the request of the Senate Committee on Finance.

HEALTH CARE FOR CHILDREN
SUMMARY

Primarv care for children 1s provided at the point where the child enters

the health care system and recsives basic ambulatory services. Some health

analysts maintain chat patterns of childhood 1llness indicate the need for

children’s health services to focus on primary care. Primary care for
children is simed not only at treatment, but also at prevention. Children's
access (O primary care services varies by age, fam:ily income level, race and
ethnicity, and by health 1nsurance status.

Most children 1n the United States are covered by health 1insurance.

Sources of health co “rage include private health nsurance plans and
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governmen: programs. Poor and near-poor children are less likely to be

covered. Concern about uninsured children exists because they have lower
levels of medical care use and may expose their families to largur proportions
of out~of-pocket expenditures and the risk of extremely high health care costs.
Health insurance plans may have limited benefit limits and other features which
can expose families to out-of-pocket expenses.

Medicaid covers about onc-half of all poor children. Medicaid has not
covered a larger share of poor children because eligibility has generally been
linked to the receipt of cash welfare, which has generally been available only
to families where the child 1s deprived of the support of at least one parent.,
In addition, families have .been required to meet State income eligibility

standards, which are below Federal poverty guidelines. Congress has recently

acted to disconnect the eligibility link between Medicaid and cash welfare for
some pregnant women and children. States now are required to extend Medicaid
eligibiliry to some pregnant women and children, and are allowed to extend
eligibility to others. States now also have the option to offer short-term
Medicaid eligibility to pregnant women so that they can receive prenatal care
while ctheir Medicaid applications are being processed. States have some
discretion over the Medicaid services they cover. Maternal and Ch:ld Health
Services Block Grant funds may be used to provide primary care services to
mothers and children, particularly those with low incomes or Limited access to
health services.

Children with chronic conditions are those whose conditions last for a

substantial period of ctime. About 10 to 30 percent of all children are
affected by some chronic disorder; most of these children have mild chronic
conditions which do not require prolonged and expensive medical ctreatment.
About 1 to 5 percent of all children, however, have chronic conditions which
regularly limit their daily life activities to some extent. A subset of the
chronically disabled population are those children who must denend on life-
sustaining medical ctechnology. Most children with chronic conditions have
health care needs which are similar to those of children without chronic

conditions; however, some other children, primarily cthose with disabling
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conditions, require additional or more intense health care services. These
children may have special needs for medical, psychosocial, educational, family
support, and coordination services. On average, chronically disabled children
use more medical services and have higher health care costs than other
children. Disabled children with extremely high medical costs are among those

who may be considered to have "catastrophic™ health care costs.

Children with chronic disabilities have roughly the same rate of health
coverage as other children; however, they are less likely to be covered by
Private health insurance and more likely to be covered by public health plans.
The level of financial protection of fered by & health insurance plan may depend
on deductible and coinsurance payments, maximum benefit limits, and limits on
covered services.

Medicaid can finance health care for disabled children who are poor, but
only 1f the children and their families meet State eligibility standards.
Scates may extend eligibility to the medically needy--those individuals with
high medical expenses who would qualify except that their income and resources
are just sbove the eligibility limces. Families with incomes higher than che
medically needy limits may become eligible by "spending down," 1f their medical
expenses reduce their incomes below the limits. Some disabled children not
othervise eligible for Medicaid may become eligible while institutionalizeds
hovever, until recently, suct childr~n rarely would have been eligidble for
equivalent care at home. Medicaid law now allows States to expand eligibility
and 1increase covered services for the home care of disabled children. Poor
children who are disabled are more likely to be covered under Medicaid than
other poor children. The type of Medicaid benefits disabled children may
receive under Medicaid depend on which services are covered in their State.
States may restrict or expand the availability of Medicaid covered services.
Other funding sources important to children with chronic conditions include the
Maternal and Child Health Services Block Grant, Medicare's End-Stage Renal
Disease program, and charitable organizations.

Appendixes at the end of this report provide background nformation on

Federal programs and policies which affect children's health care. Medicaid 1s

a medical ass stance program for certain low-income individuals who are aged,
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blind, disabled, members of families with dependent children, or in specified
groups of pregnant women and children. The Maternal and Child Health Services
Block Grant provides funding for activities to improve the health status of
mothers and children. Medicare's End-Stage Renal Disease program covers
individuals, including children, who require kidney dialysis or transplants in
order to survive. Federal policies regarding private health insurance include
tax policies that help finance health insurance coverage and medical care, and

policies that affect the content of health insurance plans.

INTRODUCTION

The attention of policymakers has focused on children's health issues due
to a number of factors. One factor 1s the realization that interventions to
improve the heslth of children not only may benefit children in the snort term,
but also may enhance their potential to become healthy and productive adults.
Missed cpportunities to prevent or treat childhood health problems may impose
lifetime costs on children, their families, and society. Another factor is a
concern by some that not all groups of children have shared equally in the
progress made in improving child heslth. Health status and use of heslth
services vary according to family income, pa-ental education, and race and
ethnicity. Finally, government studies have suggested that, despire
significant improvements, the United States 1s not doing as well as 1t could to
promote the health of children. 1/

This report provides background information on health care for children.
It 1s div.ded into two sections and 1s accompanied by four appendixes. The
first section of this report examines primary care for children--the care
provided at the point where the child enters the health care system and
receives basic ambulatory services. Relevant i1ssues include the content of
primary care services, access to such services, and financing of chese
services.

The second section of this «eport examines care for children with chronic

conditions=-those children with disorders that last for a substantial period
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of time. Issues important to children with chronic conditions include health
care service needs, use and cost of medical services, and financing of
services.

Four appendixes at the end of this report provide background information
on Federal programs and policies concerning the health of children. While
there are many such programs, the information 1 the appendixes 1s limited t2
descriptions of three health programs under the Jurisdiction of the Senate
Committee on Finance: Medicaid, the Maternal and Child Health Services Block
Grant, and Medic-re's End-Stage Renal Disease program. 2/ In addition, a final
appendix summarizes Federal Government policies, including tax policies, which

may affect health insurance coverage of children.

1. PRIMARY CARE FOR CHILDREN

A Primary Care Services

Primary care 1s generally the care provided at the poin. where the child
enters the health care system and receives basic ambulatory services. Primary
care often involves a continuing relationship betwueen physician (or other medi-
cal professional) and patient, even 1in the absence of disease. It 1s at this
level that the child 1s integrated into all other aspects of health care. 1/

This 1s 1n contrast to secondary and tertiary care. At the secondary
level, the patient 1s provided with specialized ambulatory services and
inpatient services in 3 facility such as & community hospital, At the tertiary
level, the patient receives care at the type of medical center which provides
highly complex and specialized services generally not available at community
hospitals. &/

Children generally have patteins of 1llness which are different from those
of adults. Children may become 11l more often, but their 1llnesses are
generally less serious and are often "self-curing.”" Of course, some children
become very 1ll, wh le others develop minur children's 1!lnesses which may turn
quite serious 1f they remain unchecked (e.g., 1f left unattended, otitas

media, recurrent middle ear infection, may result in significant hearing loss).
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Children may also face developmental and behavioral probiems. Some health
analysts maintain that such Patterns indicate the need for children's heslth
services to focus on primary care. 5/

Most children require episodic treatmeut for acute 1llnesses. Common
1llnesses ;nclude ear infections, upper respiratory infections, sore throats,
tonsillitis, and bronchit:s. Table 1 lists, based on tnformation from the
1985 National Ambulatory Medical Care Survey, the top 15 principsl reasons for
children's visits to physicians offices. According to the survey, there were
118.8 m:ltion visits to physicians' offices in 1985.

A smaller number of :h;ldren feéquire regular care for chronic conditions.
The care required by these children 15 discussed in section Il of this report.

TABLE 1. Top 15 Reasons for Visits to

Physicians' Offices, af
By Children Under Age 15, 1985

Principsl
reascn Percentage
Rank for visit of visits

Well~-baby exam

Cough

Fever

Esrache or ear infection

Cenera! medical examinat:ion

Throat symptoms

Head cold/upper respiratory infection
Skin rash

Nasal congestion

10 Physical examination required for school
11 Vomi t ing

12 Allergy not otherwise specified

13 Otitis oedia (middle ear infection)
14 Prophylactic inoculations

15 Allergy medication

-
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All others 41.7

a/ Excludes settings not considered a physician's private office, such as
part-time offices, hospital emergency rooms, other hospital outpatient clinics
school clinics, and family planning clinics.

Source: Nstional Center for Health Statistics. Unpublished data from the
1985 National Ambulatory Medical Care Survey,

As table 1 shows, children not only yisit physicians' offices for

treatment of cute illnesses, but also for preventive heslth care. According

O
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to tha American Acadamy of Pediatrics (AAP), preventive car~ erables children

to achiave optimal physical, intellectual, and emotional growth and

development, and offers them a better chance to develop into healthy and
productive adults. 6/ Preventive health care for children is designed not only
to prevent the occurrence of chiidhood diseases, but also to pravent those
diseases whi:h do occur from becomint more severe and destructive. 1/ For
example, infectious disesses may spread further and may result in progressive
deterioration if not identified and treated at an early stage. Early diagnosis
and treatment of certain ortihopedic conditions may reduce the risk and severity
of complications. Early detection of certain visual defects may reduce
permanent vision problems, 8/

One preventive service of importance to children actuslly cakes place
before thear birth. Prenatal care has been proven to be an effective way (o
reduce the 1incidence of low birth weight, a major determinant of infant
mortality. 9/ Adequate prenatal care encourages behavioral changes cthat
improve the mother’s healtth and nutrition (e.g., cessation of smoking or
improved diet). It may also uncover medical conditions (e.g., hypertension or
iron deficiency anemia) cthat with appropriate creatment may not be as
threatening to the infant's health. 10/ The American College of Qbstetricians
and Gynecologists (ACOC) recommends that prenatal care begin as early in the
first trimester of pregnancy (J months) as possible. Women w'th uncomplicated
pregnancies should be seen every & weeks for the first 28 weeks of pregnancy,
every 2 to 3 veeks for the next 8 weeks, and weekly thereafter until delivery.
ACOC suggests that women with medical or obstetrac problems be seen more
frequently. 11/

The AAP's Committee on Practice and Ambulatory Medicine has developed
guidelines for health supervision of children and youthes In addition to
recommendations on prenatal care, the AAP suggeits the follouing series of
preventive well-child visits for most chiidren: six during infancy (under 1
year old), five during early childhood (age 1 to 4), five during late childhood
(age 5 to 12), and four during adclescence {(beginning at age 14). The care
recommended tor these well-child wvisits i1ncludes medical histories,
messurements, sensory screening, developmental and behavioral assessments,
O
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physical examinations,
initial dental referral.

reproduced 1n figure 1.

specified procedures, anticipatory guldance, and s&n

An 1nformation sheet describing the AAP guidelines 1s

Figure |,
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Informstion on the overall effectiveness of well-child services at
improving children's health status is limited. The merit of certain of these
practices, such as childhood immunizations, has been established. The level of
effectiveness of certain nther well-child services, such as regular general

sical examinations for children, has not been clearly demonstrated. 12/
Y 12

B. Access to Primary Care Services

A number of government and sridemic studies have examined children's
access to medical care Cthrough <« analysis of responses to health care
surveys, including the 198C National Medical Care Utilization and Expenditure
Survey (NMCUES). While thi1s survey is somewhat dated and has other limita-
tions, it 1s among the best naticnal sources of information available for
examiming the use of medical care among children.

One indicator of children's access to care is the availability of a
"regular source" of ambulatory medical care. These sources--including private
physicians' offices, group practices, public climics, and hospital outpatient
departments--should provide children with appropriate medical care or
referrals. According to NMCUES data, 91.9 percent of all children under age 18
were reported by their parents to have a regular source of care. 13/ It is
important to note that some of the parents responding may have reported access
to sources such as hospital emergency rooms, which are not generally considered
to be adequate v+ cost effective sources of regular care for childrens 14/ The
likelihood of having a regular source varied only slightly by age, and
somevhat more by family income level and race or ethnicity. The poor uere less
likely to have a regular source. Blacks and Hispanics were also less likely to
have such a source.

About three-for rths (75.5 percent) of sll children reported at least one
medical care visit in 1980, according to the same NMCUES analysis; the mean
number of visits reported per child was 3.3. There were large differences
among age groups; children from 0 to 2 years old had the lowest rate ° no
visits (8.0 percent) and the highest number of visits per child (5.3 per year).

Among income levels, those children whose family incomes were just above the
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poverty line were less likely to have seen a medical care provider in the past
year (33.3 percent had no wvisits, 2.6 average visits per child) than those
children in both better and worse financial circumstances. About one-third of
all black (35.0 percent) and Hispanmic (33.4 percent) children did not have a
medical visit in the previous year, compared to 21.3 percent of white children;
the average number of visits per black (2.1 per year) and Hispanic (2.4 per
year) child was lower than the number per whit» child (3.7 per year).

Another 1980 NMCUES analysis shows that the use of medical care also
varied according to a child's health insurance status. 15/ Among the low-
income children surveyed, those without Medicaid health insurance coverage were
more likely to go without a physician visit (32.6 percent) than those with
Medicaid coverage (24.8 percent). Those low-income children without any
Medicaid coverzge who also had no private insurance coverage were even more

likely to have no mediczl visits (36.2 percent).

The analysis also shows that low-income children with Medicaid or private
health insurance were likely to see a physician more frequently than those
without such coverage. For examnle, the average number of visits for
low-income children covered Ly Medicaid (2.9 per child) exceeded the average

for uninsured low-income children (1.8 per child).

C. Financing Primary Care Services

1. Health Insurance

a. Extent ot heaith insurance coverage. Most U.S. children are

covered by health insurance. In 1986, an estimated four-fifths (80.9 percent)
of all children under age 18 had some form of health insurance coverage,
leaving about one-fifth (19.1 percent) with no insurance source, according to
the March 1987 Current Population Survey (CPS). 16/ An analysis of 1986 CPS
data by the Office of Technology Assessment (OTA) estimated that the percentage
of uninsured children under 13 years old was in the range of 14 to 15 percent.l7/
Health insurance sources included private health insurance plans (primarily
employment -based health insurance plans) and government programs (including

Medicaid, Medicare, and military health plans).

\"




&

IE

203

The percentage of children covered by health insurance was slightly lower
than the percentage of the general population. Of the total population, the
percentage with health insurance coverage was 85 percent; of the nonaged, about
83 percent were covered, according to Congressional Research Services estimates

from CPS data.

b. Sources of insuran:e. OTA examined the sources of health

insurance for .hildren, using CPS 1986 data. Of the 45 million children under
age 13 in 1986, about 63 percent were reported to be covered by private health
insurance, including parents' employment-based group health plans and policies
purchased directly by the family. Anotner 16 percent had public health
insurance coverage--most were covered by Medicaid, but some were covered by
Medicare and the Civilian Health and Medical Program of the Uniformed Services
(CHAMPUS). An additional 3 percent were covered by a combination of public and
private health insurance. 18/

Most children's private health 1insurance is purchased through their
parents’' emp.oyment-based group olans. As a result, the availability of
coverage under an employer plan greatly affects a child's 1likelihood of
obtaining private health insurance coverage at all. A child's coverage under
an employment-based plan depends on (1) the employment status of the family
head, (2) whether the employer offers a group plan, (3) whether the employment-
based plan offers any family coverage, (4) whether the employer subsidizes the
cost of the coverage, and (5) uhether the child's relationship to the employee

allows the child to be declared as a dependent under the plan. 19/ In 1986,

35 percent of employees in medium and large sized firms had fully employer-pard
coverage for their dependents. 20/ Background information on public policies,
including tax policies, which may affect private health insurance coverage is

presented 1in appendix D.

c. Poverty status. Roughly one-third of all poor cnildren under age
13 are uninsured, according to the 1986 CPS analysis conducted for OTA. Table
2 shows that children from poor families, as well as children from near-poor

families {(those with incomes between 100 percent and 150 percent of Federal

O
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poverty guidelines), were less likely to have health coverage than children
from more affluent families. According to the CPS analysis, 61 percent of all
children under age 13 reported as uninsured were either from poor or near-poor

families. 21/

TABLE 2. Health Insurance Status of Children Under
Age 13, By Income Level, 1986

Family income level as a prrcentage
of the Federal poverty level

- Insurance 1002 1502 All children
status <1002 ~1502 ~2002 >2002 under age 13
No insurance 33.1% 30.92 21,22 9.42 19.02
Public only 49.1 13.9 7.1 2,5 15.6
Private only 14.1 51.3 68.3 86.2 62.7
Combination 3.6 3.8 3.4 1.8 2.7

Source: Office of Technology Assessment. Unpublished dats from the 1986
Current Popclation Survey.

d. Uninsured children. Though most children do have health
insurance, concern remains about those who lack this protection. As discussed
previously, uninsured children have lower levels of medical care use cthen
children with private or public health insurance coverage. Uninsured low-
income children a’ce more likely to have gone without & medical visit in Cthe
previous year and are more likely to have seen a physician less frequently
than an 1insured child., 22/ In addition, & larger proportion of expenditures

for the uninsured 1s spent out-of-pocket. 23/ Firally, uninsured children
expose their families to the risk of extremely high health care expenszs.
Under certa'n circumstances, however, children with such expenses mzy become
eligible for Medicaid (i.e., tf .he child requires institutional care or if the
family's medical expenses reduce Ctheir income below the Medicaid income
thresholds) or free or discounted medical care (:.e., through public grants,

philanthropy, or medical providers). 24/

e. Limitations of coverage. Health insurance coverage may nol

guarantee full financial protection for the medical needs of children. Some
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health plans place limits on the benefits covered. For example, some plans may
exclude certain types of benefits (e.g., preventive health visits, prescription
drugs, dental care, vision care, or outpatient mental health care). Some plans
may place limits on the amount and scope of covered benefits (e.g.. annual or
lifecime limits on all or specified covered benefits). Plans may alsc exclude
coverage for preexisting conditions. Other plans may require waiting periods
before services sre provided. In addition to benefit limits, health plans may
have other features which can expose families to out-of-pocket expenses. For
example, scme plans require cost-sharing through deductibles (:.e., the amount
a family must pay each year before insurance p.,ments begin) and coinsurance
(i.e., a percent of the costs for covered services for which the famly 1s

responsible). 25/

2, Hedicaid Coverage

a. Hedicaid coverage of poor children. Roughly one-half of all poor

children are covered by Medicaid, according to CPS estimates. Of the 12.9
million children estimated to be i1n poverty ir 1986, 5.7 million were covered.
Figure 2 and table 3 show that the percentage of covered poor children was 48.5
percent in 1979. After & decrease to 46.5 percent in 1981, the percentage
returned to 48.5 percent in 1983. Since then, the percentage of covered poor

children has continually increased to 51.8 percent 1n 1986. 26/
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TABLE 3. Medicaid Coverage of Poor Children Under Age 18,

1979-1986
Number of
poor children Percentage of
Number of with Hedicaid poor children
poor children coverage with Medicaid
Year (in thousands) (in thousands) coverage
1979 10,111 4,907 48.5
1980 11,764 5,525 47.0
1981 12,505 5,811 46.5
1982 13,647 6,429 47,1
1983 13,807 6,693 48.5
1984 13,419 6,622 49.3
1985 13,010 6,569 50.5
1986 12,876 6,676 51.8

Source: Current Population 3urvey, Annual March Income Supplements.

b. The welfare link. One reason that the share of poor children
covered by Medicaid has not been larger 1i1n the past is that Medicaid
eligibility of such children has generally been linked to the receipt of Aid to
Families with Dependent Children (AFDC) cash assistance. 21/  This has
restricted Medicaid coverage 1n part because AFDC assistancc has generally been
available only to families where the child 1s deprived of the support of at
least one parent (1.e., at least one parent 1s dead, disabled, continually
absent from the home, or, in some States, unemployed). 28/ To receive AFDC

benefits, families have also been required to meet income eligib.lity standards

established by each State. AFDC income eligibility thresholds, as of .luly
1987, ranged from $1,416 1n Alabama to $8,988 in Alaska (see tcb e 7 in
appendix A). Because State AFDC cash assistance standards have been below
Federal poverty guidelines, many poor families with dependent children have not
been automatically eligible for Medicaid. 29/ Families often have gained and
lost AFDC eligibility during the course of a year.

A legislative provision enacted in ]98] designed to target AFDC cash
assistance to those most 1n need may have denied AFDC assistance, and
consequently Medicaid coverage, to additional poor children. Some of these

children were abl: to regain Medicaid protection in those States with medically

needy programs; the reduction 1n the numbe: of eligible children may have also
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been offset 1n 1982 by an increase 1n the number of children who became

eligible for AFDC and Medicaid when a recessiun cut their family incomes.

c. Disconnecting che link. Since 1984, Congress has acted to

disconnect the eligibility link between Medicaid and cash welfare for some poor
children and pregnant women. As a result, States are now required to provide
Medicaid coverage to certain children and pregnant women ineligible for AFDC.
In addition, States have also been given the option to cover certain other
groups of children and pregnant women and still receive Federal matching funds.

Congress made these changes in response to indications of an erosion in
Medicaid's ability to provide access to maternal and child health services.
For example, AFDC income thresholds used to determine Medicaid eligibility had
not been keeping pace with Federal poverty guidelines. 30/

Policymakers also responded to trends in indicators of maternal and child
healch status, including infant mortality. After a long period of declining
U.S. infant mortality rates, Federal officials expressed concern that the pace
of decline was slowing. This slowing decline caused concern for several
reasons. Infant mortality rates are one of the most commonly used indicators
of a population's health status, and arr closely associated with life
expectancy levels. The pace of the decline left 1n doubt whether the nation
would meet the U.S. Surgeon Ceneral's 1990 goal for reducing the 1nfant
mortality rate; ic was unlikely cthat cthe Surgeon General's goal of reducing
rthe infant mortality rate for all racial or ethnic groups would be achieved.
Finally, the U.S. continued to have high levels of i1nfant mortality relative to
other industrialized nations. 31/

In addition to interest in improving health status, Congress also expanded
Medicaid eligibility 1n order to support the work efforts of AFDC mothers.
HMedicaid may present AFDC recipients with work disincentives because Medicaid
benefits--coverage of medical expenses--are not varied by income. Because many
of those who leave the AFDC rolls lose their automatic eligibility for
Medicaid, the extra wage dollar that lifts a family over the AFDC eligibility

limt may cause the loss of significant health benefits that are not available
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from the empl>sec. 7Tho vaiue of the medical benefits may put nonworking AFDC

recipients in . betrer fincncial position than working tamilies. 32/

d. Madicaid 2ligib.iity expensions. As a resclt of the expansion of

Medicaid eligibility, all individuals i1n the foliowing groupr are entitled to
Medicaid, provided their income and rescurces {all within State AFDC limits,
regardles: of family scructure or employment status:

® Pregnant women, from medical verification of gyrignancy through the
month which includes the 60th day postpartum.

Children born on or after October 1, 1983, up \o age 7.

Former AFDC recipients who lost cash eligibility aftes 4 months 1in
a job because of the legal requirement that more warnings then be
used to offset the AFDC benefit. These recipients are entitled %o
Medicaid for 9 months after loss uf AFDC eligibility, and at Sta’e
option, for an additional 6 months (previously enacted laws grant
some short-term coverage :in cases of increased earai~gs or work
hours).

Stazes also have the option to extend Medicaid protection to, and receive
Federal matching funds for, the following groups of individuals:

e Children up to age 21 whose family income and resources arz at or
below the State's AFDC limit, but who do not meet the AFDC
definition of dependent children (States are required o cover
thes; children up to age 7, 1f they are born on or after “.cober 1.
1983).

Pregnas' women and children born on or after October 1, 1983, up to
age 8, wnose family incomes are at or below 100 percent of Federal
poverty guidelines. 33/

Pregnant women and cuildren up to age 1 whose family incomes are at
or below 185 percent of Federal poverty guidelines. 34/

In addition, States have been recently given the option ¢t of fer
short-term Medicaid eligibility to pPregnant women so that they can receive
ambulatory prenatal care services while their Medicard applications are
processed.  This short-term eligibility period i1s known as the "presumptive
eligibility" period,

For a more precise overview of Medicaid elagibility for rh: coverage
groups listed above (including information on presumptive eligibility), see the

description of Medicaid found :n appendix A.

e. §tate responses to coverage options. Federal lav requires the

States to extend Medicaid eligibility to some of the groups of pregnant women

(A
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and children described above; houever, 1n other cases, the States have the
choice of whether to include particular groups. For example, the Omnibus
Budger Reconciliation Act of 1986 (P.L. 99-509, commonly referred to as OBRA86)
allows States to extend eligibility to pregnant women--and, on a phased-in
basis, young children %worn on or after October 1, 1983--whose family incomes
are at or below 100 percent of Federal poverty guidelines. O0BRAB6 also «llous
States to offer short-term presumptive eligibility to certain pregnant women
who are waiting for their Medicaid applications to be processed,

Table 4 shows chat, as of January 1988, 24 States and the District of
Columbia have elected to cover pregnant women and children up to 100 percent of
the poverty guidelines, according to the National Governors' Association.
Washington State covers these groups up o 90 purcent Of the poverty
guidelines. California did not exercise this option because it alread; covers
these groups within 1ts medically needy income threshold, set at 109.7 percent
of the poverty level. Minnesota raised its medicslly needy chreshold in
response to the 0BRAB6 option, and now covers pregnant uvomen and children up

to 91,5 percent of the poverty guidelines.

As of January 1988, 12 States have adopted the presumptive eligibility
option, according to the National Governors' Association. These States are

als0 listed in table 4.

O
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TABLE 4. State Responses to OBRAB6 Coverage Options for
Pregnant Women and Children, as of January 1988

Coverage of
pregnant women
and chiidren

up to specified Coverage to age Presumptive
percentage of eligibilicy Effective
poverty 1 2 option date
Alasbama
Alaska
Arizons 100 X 1/88
Arkansas 75/100 &/ X X 4/87
California b/
Colorado
Connecticut 100 X X 4/88 ¢/
Delaware 100 X 1/88
District of
Columbia 100 X 4/87
Florida 100 X X 10/87
Georgia
Hawaii
Idaho
Iliiro1s
Indiana
lows
Kansas
Kentucky 100 X 10/87
Louisiang
Maine X
Maryland 100 X X 1/87
Massachusetts 100 X X 1/87
Michigan 100 X 1/88
Minnesota d/
Mississipp1 100 X 10/87
Missour: 100 X 1/88
Montana
Nebrasks
Nevada
New Hampshire
New Jersey 100 X X 1/87
New Hexico 100 X 1/88
New York Y
North Carolina 102 X X 10/87

North Dakota

See footnotes at end of table.
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TABLE 4. state Responses to OBRAB6 Coverage Options for
Pregnant Women and Children, as of January 1988--Continued

Coverage of
pregnant women
and children

up to apecified Coverage to age Presumptive
percentage of eligibility Effective
poverty 1 2 option date
Ohio 100 X 1/89
Oklahoma 100 X 1/88
Oregon 85/100 &/ X 11’87
Pennsylvania 100 X X 4788 ¢/
Rhode Island 100 X 4/87
South Carolina 100 X 10/87
South Dakota
Tennessee 100 X X /82
Texas
Utah 100 X X 4/88 ¢/
Vermont 100 X 10/87
Virginia
Washington 90 X 1187
West Virginia 100 X 1/87
Wisconsin
Wyoming
Total 26 H 21 12

a/ These States will increase their income thresholds to 100 percent of
poverty during 1988.

b/ California already covers pregnant women (and all other groups) with
family incomes below the Federal poverty guideline by virtue of its medically
needy threshold.

¢/ Projected implementation date.

d/ In response to OBRAB6, Minnesota elected to raise its medically needy
thoeshold to the highest possible percentage (133 1/3 percent) of AFDC payment
standards and, as a result now covers all pregnant women with family incomes up
to 91.5 percent of the Federal poverty guideline.

Source: National Governors' Association.

f. Covered services. States alsc have some discretion over the
services covered by their Medicaid plans. As described in appendix A, some
:eryices must be covered by the States (e.g., prenatal and delivery services for
pregnant women and ambulatory care services for children), while others may be
covered at State option (e.g., prescription drugs, eyeglasses, and dental care).
States may limit the amount, duration, and scope of Medicaid services. The

requirement that States provide EPSDT services may help to assure that
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preventive care and follow-up services ace available to children #ligible for
Medicaid. For a list of Medicaid services coversd by Stats Medicard plans, see

figure 3 in appendix A.

3. The Haternal and Child Health Services Block Crant

Maternal and Child Health (MCH) Services Block Crant funds may be used to
provide primar care services to mothers and children, particularly thoss with
low income or limited access to health services. Most of the MCH Block Grant
funds are distributed directiy to the States; however, a portion of these funds
are set aside by the Federal Covernment for specisl projects of regional and
national significance.

Each State may decide wvhich services 1ts MCH Block Grant funds wvall bSe
used for. These services may include prenatal care, well-child care, dental
care, immunizstions, famly plannirg, and wvision an' hearing screening
services. Under the MCH Block Crant, States decermine eligibility requirements
and have few data collection or reporting requirements. States may charge for
MCH Block Crent sarvices (ercept for those services provided to luw income
mothers and children) on a sliding scale basis. State agencies which
administer the MCH Block Crant programs are also responsible for cocrdinatliag
tha activities betwveen their programs and other related Federsl programs,
including Medicaid.

In addition to funds designated for the MCH Blocl Crant's general purposes
(which include the provision of primary care services), a spectfied percentage
must be earmsrked for programs to develop and promote primary health services.

For additioral informstion on the 4CH Block Grant, see appendix B.
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II. CARE FOR CHILDREN WITH CHRONIC CONDITIONS

A. Children With Chronic Conditions

i. Prevalence of Chronic Conditions in Children

While definitions of chronic conditions vary, most medical experts agree
that a chronic condition is one which lasts for a substantial period of time
(usually at least 3 months), and in some cases may extend over an en.ire
lifetime. 35/

Estimates of the prevalence of chronic conditions 1n children range f-om
10 to 30 pe-cent, depending on the definitions used, populations investigated,
and methods of study. When applied to the total population of children in the
United States, these rates :indicaie that approximately 10 to 20 million
children are affected by some chronic physical or mental disorder. 36/ Most
children with chronic conditions have mild conditions, such as mild cases of
allergies, asthma, or acne. Many of the children with mild chronic conditions
do not require prolonged and expensive medical treatment. Children may outgrow
many of these conditions as they mature.

Some children, however, have chronic conditions which regularly limit
their daily life activities. About 10 to 15 percent of children with chronic
disorders (i.e., approximately | to 5 percent of all children) are estimated to
have these disabling disorders. These rates indicate that, depending on the
estimate used, about | to 3 million children face some degree of disability as
a result of their chronic condition. The level of disability ranges from those
children limited 1n their ability to participate in sports or other
recreational activities to those children who are disabled to the extent that
they cannot attend school (or cannot engage in ordinary play activities if they

are of preschool age). 37/

Unlike adult chronic conditions, which are few in number and relatively
common (e.g., hypertension, arthritis, diabetes, and coronary artery disease),
childhood <chronic conditions are numerous and comparatively rare. 38/
Estimates of the prevalence of several chronic conditions :in children are
displayed in table 5. These estimates include not only those children whose

chronic conditions are disabling, but also those who are less severely

affected.




RIC 220

215

TABLE 5. Estimated Prevalence of Chronic Conditions
in Children Under Age 21, 1980

Prevalence estimate

Condition per 100,000
Asthma 3,800
(Moderate to severe, 1,000)
Visual impairment 3,000

(Impaired visual acuity, 2,000)
(Blindness, 60)

Mental retardation 2,500
Hearing impairment 1,600
(Deafness, 10)
Congenital heart disease 700
(Severe, 50)
Seizure disorder 350
Cerebral palsy 250
Arthritis 220
Paralysis 210
Diabetes mellitus 180
Clefc lip/palate 150
Down's syndrome 110
Sickle cell disease 46
(Sickle cell anemia, 28)
Neural tube defect 45

(Spina bifida, 40)
(Encephalocele, 5)

Autism 44
Cystic fibrosis 20
Hemophilia 15
Acute lymphocytic leukemia 11
Phenylketonuria 10
Chronic renal failure 8

(Nonterminal, 7)
(Terminal, 1)
Muscular dystrophy
Traumatic brain 1njury

w o

Source: Gortmaker, Steven L. and William Sappenfield. Chronic Childhood
Disorders: Prevalence and Impact. Pediatric Clinics of North America, v. 3l,
Feb. 1984. p. S.

An analysis of 1980 NMCLLS data 1dentifies the following groupings of
corditions to be the leading reported causes of disability among children: (1)
wentdi disuidess aud neivous system disorders, including mental retardation,
neurotic and personality disorders, epilepsy, and cerebral palsy; (2)
respiratory system diseases, primarily asthma; (3) musculoskeletal and
connective tissue diseases, 1including acquired deformities, arthritis, and
other joint disorders; and (4) diseases and disorders of the eyes and ears.
These conditions accounted for over half of all conditions reported as main

causes of activity limitations. 39/
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The study also indicates that the risk of disability varies by age and

income. Reports of activity limitations were more common among teenagers and

young adults than among young children. Disability was also more likely to be

reported among poor children than among children from families with higher

incomes.

2. Technology-Dependent Children

A subset of the chronically disabled child p pulation are those children
who must depend on l:ife-sustaining medical technology. OTA defines a
technology-dependent child as "one who needs both a medical device to
compensate for the loss of a vital body function and substantial and ongoing
nursing care to avert death or further diczhility.” 40/

In its study on technology-dependent children, GTA :dentified the

following four groups of children that might be considered technology

dependent: (1) children dependent at least part of each day on mechanical
vent. ators; (2) children requiring prolonged intravenous administration of
nutritional substances or drugs; {(3) children with daily dependence on other
device~based respiratory or nutritional support, including tracheostomy tube
care, suctioning, oxygen support, or Ctube feeding; and (4) children with
prolonged dependence on other medical devices that compensate for vital body
functions who require daily or near daily nursing care (i.e., those who
require infant apnea monitors, renal dialysis, or other medical devices and
substantial nursing care i1n connection with their disabilities).

Table 6 displays OTA estimates for the number of technology-dependent
children in each cf these groups. The number of children considered to be
technology dependent 1s under 17,000 vhen limited to the first Cthree
categories, but 1increases significantly when the fourth category (which
hospitalization) is included. The numbar would increase further 1f the
definition included not only those children dependent on medical devices, but
also those who requive constant or frequent nursing care because of complex

drug or therapy needs. 41/
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TABLE 6. Summary of OTA Estimates of the Size of
the Technology-Dependent Child Population, 1587

t Estimated
. number of
z Defined population children
jﬁ Croup 1
. Requiring ventilator assistance 680 to 2,000
" Group 2
Requiring parenteral nutrition 250 0 700
I Requiring prolonged intravenous drugs 270 to 8,275
Croup 3
i Requiring other device-based
N respiratory or nutritional support 1,000 to 6,000
Croup 4
Requiring apnea monitoring 6,800 to 45,000
Requiring renal dialysis 1,000 to 6,000
Requiring other device-associated nursing Unknown, perhaps

30,000 or more

Source: U.S. Congress. Office of Technology Assessment. Technology-
Depeydent Children: Hospital v. Home Care: A Technical Memorandum.
Washington, U.S. Govt. Print. Off., May 1987. p. 4.

B. Services for Children with Chronic Conditions

Children with chronic conditions may have special needs not only for
medical services, but also for psychosocial, educational, family support, and

coordination services.

l. Medical Services

Most children with chronic conditions have health care needs that are
similar to those of children without chronic conditions. o.me othe: children
with chronic conditions, however, require additional or more i1ntense healtn
care services than those required by children who are healthy or who have acute
illnesses. For the most part, the latter group includes chil”ren whose chronic
disorders are severe enough to interfere with their daily activities. However,
some children with chronic conditions who are not disabled (e.g., certain
children with diabetes or hemophilia) require regular primary care services and
more frequent hospitalizations for acute 1llresses due to their increased risk
of infection and serious accident. 42/

Q
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The type of services reguired by these children may include highly
specialized medical and surgical services. The chil nay also require acute
and primary care, both specifically for their chrcni. i1sorders and generally
for diseases unrelated to them. Preventive services, such as early identifi-
cation and treatment, are particularly important to children with chronic
conditions, and may improve long-term outcomes. Other health servics needs of
this population include home care services and the services of allied health

professionals, such as occupational and physical therapy and nursing care.

2. Psychosocial Services

Some chronically disabied children may require psychosocial services.
Disabled children and their families have an increased risk of psychological
and social problems (although the size of the increased risk is uncerzain).
Studies indicate that moderate.y severe chronic conditions often have a more
negative bsychosocial impact than either mild or very severe conditions; that
is, these stuiies suggest that 1t may be easier t ad)ust to a complete
disability than to a partial one. In addition, psychosoc:ial impact may be
determined by such factors as the disorder's location and cosmetic effects, the
child’s age, the socioeconomic status and marital stability of the parents, and

the support of friends and relatives. 43/

3. Educational Services

The educat:onal needs of disabled children vary according to the chronic
disorder which limits their activity. For example, different services would be
called for depending on whether a child is mentally retarded, has a specific
learning disability, or 1s blind or deaf. Children with orthopedic problems
may require architectural Or structural assistance i1n order to gain access to
schools. Secondary effects of chronic conditions, such as missed school days
or depression, may also interfere with learning. 44/

The Education for All Handicapped Children Act of 1975 (P.L. 94-142)

requires school districts to provide handicapped students with free appropriat?

ERIC

293




.
.

E

Aruitoxt provided by Eic:

R 22

219

public education, including special education and related services. Related
services have been defined to include school health, speech therapy, physical
and occupational therapy, psychologicel, counseling, medical diagnosis and
evaluation, and parent counseling and training s2rvices. While medical
services which may be provided only by a licensed physician are excluded from
this requirement, other health services which may be performed by a school
fursé or other trained health personnel are required. The Education of the
Handicapped Act Amendments of 1986 (P.L. 99-457) authorizes funding for early
intervention services for infants and toddlers (from birth up to age 3) and
their families. As a result of P.L. 94-142 and P.L. 99-457, the financial
responsibilities of education agencies and school districts may overlap with

those of Medicaid and the Maternal and Child Health Services Block Grant. 45/

4. Family Support Services

The families of children with chronic sonditions may require certain
support services, such as respite care, support groups, or counseling. The
existence of childhood chronic conditions often disrupts family living, by
introducing repetitive, demanding, and stressful routines into a family's daily
life. For example, urinalysis for children with diabetes, exercise for
children with juvenile arthritis, and monitoring for children with autism are
required frequently. Parents of children with limited mobility need to provide
them with transportation. 1In addition, families wiih children who have chronic
disorders need to acquire special knowledge of such matters as preparing

special diets and securing financial resources. 46/

5. Coordination of Services

Coordination of services is important to children with chron:ic
disabilities. One approach to coordination 1s case management; under -~ase
menagement one 1individual or organization is responsible for locating,
coordinating, and monitoring all of the medical, social, and educational
services needed by the patient. Disabled children may receive services from a

large and diverse group of providers (including family physicians,
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pediatricians, medical specialists, pediatric nurses, physical therapists,
social workers) and support from a variety of institutions (such as hospitals,
schools, public health programs, and community organizations). These
caregivers msy have contradictory values, competing interests, and difficulty
in communicating with one another. These issues may stand in the way of the
coordination of services necessary to develop a comprehensive health care
delivery system for chronically ill children. For example, the pediatrician
and the medical specialist attending to the child's chronic condition may not

coordinate their services, and neither may take primary responsibility for the

child's overall health. 47/

C. Use and Cost_of Medical Services for Children with Chronic Conditions

. )

1. Use of Medical Serwvices

The use of medical care services by children witn chronic disorders
varies with the type of condition and its severity. On average, children under
age 21 with disabling chronic conditions were more than twice as likely to be

. hospitalized as ch:ldren without disabilities, according to 1980 NMCUES
data. 48/ Among hospitalized children, disabled children were likely to have
- hospital stays which were twice as long as other children. As a result,
disabled children spent about four times as many days in the hospital as
nondisabled children. 49/

The NMCUES data show children with activity limitations also used greater
levels of outpatient care. Disabled children visited physicians almost twice
as often as others. They were over five times more likely to use the services
of nonphysician health professionals, such as nurse practitioners, physical
therapists, psychologists, and social workers.

Chronically disabled children received twice the number of prescribed
medications and twice the number of specified medical items (including vision
ara., orthopedic items, hearing ards, diabetic items, and ambulance or medical

transportalion services).
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2. Cost of Medical Services

The same 1980 NMCUES data were used to estimate health care
expenses. ﬂ/ On average, health spending for disabled children under age 21
was nearly three times as high ($1,239, adjusted for inflation by the medical
services component of the consumer price index for 1986) as spending for the
nondisabled ($429). Of the total $35.7 billion in expenses for children's
health services, 1l percent ($3.9 billion, in 1986 dollars) was sccounted for
by the & percent of children who reported activity limitations. s51/

Compared to spending for nondisabled children, spending for disabled
children under age 21 was almost three times as high for inpatient hospital
services; more than twice as high for thysicis~ services; more than six times
as high for nonphysician medical professionals; and over twice as high for
prescribed medicatiois, and specified medical items (including vision aids,
orthopedic items, hearing aids, diabetic items, and ambulance or medical
transportation services). In addition, the NMCUES data show that out-of~pocket
costs (i.e., those paid directly by the family) were higher for disabled
children, even though such costs represented a smaller share of their total
expenditures.

Even within the disabled children population, there was a great deal of
variation in health care spending. A small proportion of disabled children,
primarily those who were hospitalized, accounted for a large share of total
spendin, for disabled children, according to the NMCUES data. When ranked by
expenditures, the highest 10 percent of disabled children (with total
expenditures exceeding $3,000 in 1986 dollars) accounted for 65 percent of
total charges, and the highest one quarter of disabled children accounted for
87 percent of all expenditures. Those disabled children ranked in the bottom
half of spending had total expenditures below $250 (in 1986 dollars),
primarily for ambulatory services. 52/

Disabled children whose medical costs are at the high end of the spectrum

are among those who may be considered to have "catastrophic" health care
costs. Such costs usually vesult from either an episode of acute care brought
on by & medical emergency (e.g., a premature delivery or an accident causing
extensive burns) or from a long~term pattern of treatments for a chromc
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condition (e.g., a child who has cystic fibrosis or who is ventilator
dependent).

There are several ways to define catastrophic costs, including (1)
medical expenses which exceed a fixed amount (e.g., $10,000 per year),
including expenses covered by insurance; (2) out-of -pocket expenses which
exceed a fixed amount (e.g., $2,000 per year); (3) out-of-pocket expenses which
exceed a specified percent of family income (e.g., 10 percent per year); (4)
medical expenses which are for the treatment of a specified condition (e.g.,

cancer); or (5) definitions including components of the above. 53/

D. Financing Services for Children with Chronic Conditions

l. Health Insurance

-

As discussed in section I of this report, about 81 percent of all children
under age 18 are estimated to have some form of health insurance coverage,
leaving about 19 percent without such protection. Sources of coverage include
both private health insurance (primarily employment-based health insurance) and
government programs (such as Medicaid, Medicare, and military health plar.).
Hany of the health insurance ;ssues previously discussed 1n relation to primary
care coverage also apply to the coverage of chronically disabled children;
however, due to the high health care costs vhich famlies of chronically
disabled children may face, there are certain 1issues of particular

interest.

a. Insurznce coverage. Disabled children have roughly the same rate
of health insurance coverage as otner children; however, they are less likely
to be covered by private health incurance plans and more likely to be covered
by Medicaid or other public plans. Data from the 1984 National Health
Interview Survey show that 61.7 percent of children with activity limitations
had private insurance coverage only, compared to 71.3 percent of children
without limitations. In contrast, 21.4 percent of the disabled had public

coverage only, while 12.5 percent of the nondisabled had such coverage. Four
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percent of the disabled and 1.7 percent of the nondisabled were covered by a
combination of both public and private coverage. 54/

The differences 1n private and public coverage may be explained by
differences in employment status of parents, higher cost sharing,
unavailability of individual coverage for children with severe disabilities,
lack of coverage above maximum lifetime limits, policies which exclude coverage
of preexisting conditicns, mandatory waiting periods before coverage may take
effect, Medicaid eligibility rules which authorize full payments for the costs
of institutionalized children, and parental decisions to rely on government

programs for health coverage. 33/ Background information on public policies,

including tax policies, which may affect private health insurance coverage is

presented in appendix D.

b. Limitations of coverage. Even if a disabled child does have

health insurance coverage, that coverage does not recessarily guarantee the
child's family will be fully protected from the high health care costs they
may face. The level of protection may depend on the following characteristics,
which can vary from plan to plan:

® Deductible and coinsurance payments. Individuals covered by
private health insurance plans are typically responsible for a
deductible (1.e., the amount a famly must pay each year before
insurance payments begin) and coinsurance (i.e., a percent of the
costs for covered services for which the family is responsible).
Private health insurance plaas tend to require higher cost~sharing
than public coverage plans, which require either low or no
copayments for most services. In some cases, private insurance
plans may establish an upper limit on out-of-pocket srending for
coinsurance amounts; that 1s, after the limit has been reached, the
insured is eligible for full benefits without paying any further
coinsurance. 56/

® Maximum benefit !imits. Many health insurance policies include
limits (e.g., annual, per episode, or lifetime limits) on the total
amount of payments the plan will make on behalf of the insrred.
OTA examined a series of surveys which indicated cthat over
thre2~fourths of &ll plans contained overall plan maximums; more
than half of the employees under these plans were subject to
lifetime maximum limits of $500,000 or less. Data on Maryland
children who require respiratory support showed that they could
exceed a $250,000 maximum in about 1 year 1f hospitalized, or 1n
about 3 years if treared at home. 57/

e Limits on Covered Services. Health insurance policies also i1nclude
limits on the type or amount of services which are covered (e.g.,
no coverage for physical therapy services cr a limit on the number
of covered hoapital days). Coverage for home health care services
is an important benefit to certain children with chronic

O
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disabilities. In 1986, abouc one~third of all employees cf medium
and large firms were not covered for home health care
benefits. 58/ Even if coverage for home care is svailable, the
plan may restrict the number of nursing visits, impose dollar
maximums, or require high cost-sharing. 59/ As & result, some of
the home health benefits offered may not adequately cover the needs
of & child who requires continual nursing care. 60/ In addition,
because health insurance is designed to cover the costs of medical
services, it generally does not cover the additional services often
needed by disabled children, such as transportation, home
renovations, custodial care, or counseling. 61/

2. Medicaid

An alternative to the private financing of health care for chronically
disabled children 1s public financing, particularly through the Medicaid
program. Medicaid can be & major source of health care financing for disabled
children who are poor, but only if the children and their families meet their
State's Medicaid eligibilaty standards. The type of benefits these children
receive depends on which services are covered 1n their State. While many of
t!.xe Medicaid issues discussed in section I 1n relation to primery care
coverage are also relevant to the coverage of chronically disabled children,
there are some i1ssues regarding Medicaid eligibility and covered services which
are particularly important to children with disabling disorders.

a, MHedicaid eligibility. As described in appendix A, those eligible
for Medicaid include all recipients of public assistance from the Aid to
Families with Dependent Children (AFDC) program, most recipients of public
assistance from the Supplemental Security Income (SSI) program {which assists
the low-income aged, blind, and disabled), and members of other specified
groups (such as certain other pregnant women and children). In order to be
eligible, individuals must meet not only categorical requirements, but also
income and resource requirements.

Medicaid allows the States to extend eligibility to the medically needy~~
those individuals with high medical expenses who would qualify for Medicaid
except that their family income and resources are Just above the eligibility
limits. Medically needy income levels vary by State, ranging from $2,064 in
Tennessee to $10,200 1n California per year for a family of three (see table 7

in appendix A). Famlies with incomes higher than the medically needy limits

O
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mey become eligible by "spending down,” if their medical expenses reduce their
incomes below the medically needy limics.

Some disabled children may not qualify for Medicaid, even under medically
needy provisions, because the income and resources of theirr parents are
"deemed" to be available to them if they are living in the same household.

Because children receiving institutional _sre (e.g., care in a hospital,
skilled nursing facility, or intermediate care facility) are not considered to
be living in their parents' household after the first month of institutionali-
zation, family income and resources are not considered 1n determining
eligibility after the first month.

Because of these eligibility rules, some disabled children not otherwise
eligible for Medicaid may become eligible while institutionalized. Unt:l

recently, however, such children rarely would have been eligible for equivalent

care at home, even if their medicael needs could have been appropriately
provided there. The following provisions of Medicaid law now allow States to
expand eligibility and increase covered services for the provision of home care

to disabled children: 62/

e Regular Section 2176 waivers. Section 2176 of the Omnibus Budget
Reconciliation Act of 1981 (P.L. 97-35) allows States to request

waivers of selected Federal requirements in order to provide home
and community-based services to certain Medicaid recipients who
would othervise require care in an institution. 63/ Under the
Section 2176 waivers, States may select targeted populations (:.e.,
those in specified groups or in specified areas) which would then
be subject to broader income eligibility rules and an expanded
range of home and community based services (including some
services, not primarily medical in nature, which allow cthese
patients to be cared for at home). GCroups which may be covered
under Section 2176 waivers include (1) the aged and disabled, (2)
the mentally retarded and developmentally disabled, and (3) the
chronically mentally 1ll. In order to gain approvael for the
waiver, States must demonstrate that the costs of the home and
community based services will not exceed the cost of institutional
care.

Model Sectiorn 2176 waivers for the disabled. HCFA created a
separate category of Section 2176 waivers, known &8s model waivers,
to encourage States to provide home and community based services to
certain disabled children and adults who would otherwise be ,
eligible for Medize:d only :f nzeicetionzlized., ThiZ =3, cooar oo
a result of SSI 1income eligibility rules (1.e., those which would
prevent patients living at home from receiving SSI because famly
income and resources are deemed to be available to them). Under
each model waiver, coverage is limited to no more than 200 blind or
disabled individuals who would otherwise be ineligible for Medica:d
while living at home because of these SSI deeming rules. States
may only cover under the waiver those eligitle individuals whose
estimated home care costs are below their estimated institutional
costs.

o 2
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® State plan amendment for disabled children. In eddition to the
waiver options, States also have the option to amend their Medicaid
plans to extend Medicaid eligibility to certain disabled children
who would otherwise be eligible only if they lived in an
institution, The State must determine that these children require
the lovel of long-term care provided in an institution, a&nd that
their needs can be met appropriately and less expensively at home.
Under this provision, only the usual Medicaid services can be
offered to these children; that is, special services cannot be
extended to only this coverage group. If the State does make this
option available to any disabled children, it must allow all
children me2ting the eligibility criteria tc participate,
regardless of whether or not they have been institutionalized.

States are also required to extend Medicaid eligibility to certain
children for whom Federal adoption assistance or foster care msintenance
payments are made under Title IV-E of the Social Security Act. Children
receiving Federal adoption assistance are those identified as having special
necds, such as those related to a disabiality. Scates have the option to cover
certain children for whom State adoption assistance payments are made 1f the
child 1s 1dentified as having special needs. States often provide Medicaid
coverage and other benefits to these disabled children as an incentive for
families to care for them.

Poor children with activity limitations are more likely to be covered
under Medicaid than poor children without any limitations. According to
National Health Interview Survey dsta from 1983 and f984. 58.7 percent of
disabled children had Medicaid coverage, while 43.7 percent of nondisabled

children were covered. 64/

b. Covered services. Whether a chronically disabled child's health
needs are met by Medicaid may depend on the benefits offered in that child's
State. As described in appepdix A, some of the Medicaid covered services
needed by disabled children are mandated by Federal law, while others are
permitted at State option. Among the mandatory services important (o
chronically disabled children are 1inpatient and outpatient hospital care,
physician services, laboratory and x-ray services, and Early and Periodic
Screening, Diagnosis, and Trestment (EPSDT) services.

Some of the Medicaid services covered at State option are also important

to children with chronic disabilities. As of October 1, 1986, most States
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provided services in intermediate care facilities for the mentally retarded (48
Sctates and the District of Columbia), services in skilled nursing facilities
for patients under 21 (47 Siates and the District of Columbia), prescription
drugs (47 States and the District of Columbia), and prosthetic devices (44
States and the Dirtrict of Columbia). Certain other services important to
disabled children, however, are not offered as universally, including physical
therapy (not czovered 1n 15 States); occupational therapy (not coveced in 23
States); speech, hearing, and language disorder services (not covered in }8
States); and private duty nursing (not covered in 31 States). 63/ For a list
of Medicaid Serwices covered by State Medicaid plans, see figure 3 1a appendix
A.

States are allowed to place certain limits on the amount, duration, and
scope of covered services, regardliess of whether the services are mandatory or
optional. For example, a State Medicaid plan may restrict the number of days,
namber of visits, length of time, or exact type of service covered. Some of
these restrictions, such as the annual limit of 12 hospital days in Alabama,
may be significant to the care of chronically disabled children. States may
al 30 require prior authorization of certain services in order to control therr
utilization. 66/

States have certain options to expand the Medicaid services availsble to

children. Under the Medicaid EPSDT prcgram, a State may provide services (o
children even if they are otherwise not available, or available under & limited
basis, to other Medicaid beneficiaries (e.g., children may receive® vision and
hearing services not otherwise available from the State's Medicaird plan).
States 1lso have the nption of targeting case management services to specified
groups of Medicaid beneficiaries, such as certain children, witnout being
required to offer the same services ¢o all other beneficiaries. Scates may
target the case manggement services to a specific geographical ares within the
State without being reguired to make services available throughout the State.
If a State elects to provide Medicaid coverage to the medically needy, 1t
may choose, but is not required, to offer the same services ar it provides to

the categorically needy. States which cover the medically needy, however, must

4V
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at least provide a minimum level of services to this coverage gioup, including
ambulatory care service for children and home health services to those"
individuals entitled to skilled nursing facility services. States which elect

to cover services in institutions for mental diseases or in intermediate care

facilities for the mentally retarded are required to provide a broader range of

services to the medically needy.

3. The Maternal and Child Health Services Block Grant

One of the purposes of MCH Block Grant is to support State programs for
children with special health care needs (formerly known as crippied children's
services programs).

Just as with Medicaid, programs for children with special hezlth care
needs vary widely from State to State. For example, some State programs
directly provide covered services, while other programs act primarily as
sources of reimbursement for them. Some State programs limit eligibility to
children with cerrain orthopedic and surgical conditions, while others inciude
children with a wider range of medical conditions ind children with behivioral
or davelopmental disorders. 67/

Services provided by State programs for children with special health care
needs may inciude screening, diagnosis, surgery and other corrective pro-
cedures, and hospital, post~hospital, speech, hearing, wvision, and
psychological care. 68/ Services may also include support and coordination
services (e.g., counseling and case management) and, in some cases, the
services provided 1i1n State owned-and-operated hospitals for disabled

children. 69/

A portion of MCH Block Grant funds are retained by the Federal Governmen.
t. support special projects of regional and national significance. Among the
projects of importance to children with chronic disorders are genetic disease
and hemophilia programs. Certain additional MCH Block Grant funds are
reserved for projects to screen newborns for sickle-cell anemia and other
genetic disorders.

Other MCH Block Grant fnds must be earmarked for community-based service

networks and case management services for children with special health care
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needs. Thas2 networks are required to coordinate high-quality services located
in children's home communities in order to improve health status, functioning,
and well-being of (.cse children. Case management services are those which
promote the effective and efficient organization and utilization of resources

Lo assure access to necessary comprehensive services. For adaitional

information on the MCH Block Grant, see appendix B.

4. Medicare's End-Stage Renal Disease Program

Individuals, including children, may become eligible for Medicare benefits
if they suffer from end-stage renal disease (ESRD). A person with ESRD is one
whose kidneys will not function at a level which will support life. These
patients require kidney dialysis or transplantation in order to survive. In
1983, nearly 6,000 ESRD patients under age 25 were enrolled 1n the Medicare
program. Background information on Medicare's ESRD program is presented ir

appendix C.

S. Charitable Organizations

Although the financial support provided by charitable organizations does
not constitute a large share of health care expenditures for children with
chronic conditions, these organizations have carved out a specialized financing
role. They often focus their activities on one condition or on a group of
related conditions. Their activities may include support for biomedical
research, promotion of public education (including advocacy), and the direct
provision of services and patient education to children and their families.
The services provided by charitable organizations oftea include those that are

w2t usually otheruise reimbursable 70

APPENDIX A. MEDICAID

A. Program Description

The Medicaid program, authorized under Title XIX of the Social Security

Act, is a medical assistance program designed Lo improve access to health care
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services for certain low-income individuals who are aged, blind, disabled,
members of families with dependent children, or in specified groups of pregnant
women and children. The program reimburses providers for the health care
services delivered to Mzdicaid beneficiaries.

Although Medicaid 1s financed jointly by the Federal Covernment and the
State governments, it 1s sdministered primarily by the State governments. All
of the States (except for Arizona which conducts an alternative demonstration )
program under & waiver of certain Medicaid requirements), the District of

Columbia, and the territories operate Medicaid programs.

ments concerning which services it must offer, which populations it must
cover, and which populations it may elect to cover and still receive Federal
matching funds. Some States have decided to extend coverage to groups for whom
Federal matching funds are not available. The plans vary substantially from

State .0 State; for example, each State plan has some discretion over 1its

eligibility requirements, covered services, and reimbursement levels.

The curren. Federal Medicaid contribution to the cost of medical services
ranges from 50 percent to 79.65 percent, depending on the average per capita
income of a State's residents. The Federal matching rate for administrative
costs is generally 50 »ercent, except for certain expenditures which are
subject to higher Federal matching rates. The Federal Government's
responsibilities for Medicaid are carried out by the Health Care Financing
Administration (HCFA) w.thin the Department of Health and Human Services (HHS).
According to HCFA estimates, total Medicaid expenditures in FY 1987 were $47.1
billion. The Federal share was estimated at $26.3 ballion, while the States

Each of the State Medicaid plans are subject to certain Federal require-
|
|
|

spenr “20.9 billion.

B. igibility

. Categorically Needy

One of the Federal Medicaid requirements which the States must follow
relates to eligibility. Each State pa.ticipating in the Medicaid program must

provide coverage for the "categorically .eedy."
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The States are required to define the categorically needy to include all
recipients of public asssistance from the AFDC program, most recipients of
public assistance from the Supplemental Security Income (SSI) program (which
assists the low-income aged, blind, and disabled), and members of other
specified groups (such as certain other pregnant womer. and children).

Aid to Families with Dependent Children. States are «27ired to offer

Medicaid to all families receiving AFDC income assistance--generally -hose
families, financially eligible on the basis of income and resources, with
children deprived of the support of at least one parent (1.e., at least one
parent is dead, disabled, continually absent from the home, or, in some States,
unesmployed). Most AFDC recipients are therefore poor single women and their
children.

If States extend AFDC coverage to groups such as financially eligible
two-parent families with unemployed parents, they must also extend Medicaid
coverage to them. States are also required to cover certain categories of
families deemed to be AFDC recipients even though they do not receive income
assistance (e.g., certain working families who iormerly received AFDC payments
but who recently lost their cash eligibility).

Supplemental Security Income. States are required to provide Medicaid

coverage tO most recipients of SSI ¢isistance for the aged, blind, or disabled
{i.e., all SSI cash recipients in 35 States and the District of Columbia, only
those who also m=2»t their State's more restrictive eiigibility requirements in
14 States).74/

Oth~~ pregnant women and children. The States are required to include the

following roups of pregnant women and children within the cefinition of the
categorically needy for the purpcses of Medicaid coverage, even if they are not
considered eligible for AFDC or SSI:

® Pregnant women whose family income and resources are at or below
State AFDC limits, but who are not otherwise eligible for AFDC
(e.g., 2 pregnant woman in a family where both parents live at home
and where the principal breadwinner is employed or a first~time
pregnant womar who would be eligible for AFDC payments if her
child were already born), from medical verification of pregnancy
through the month which includes the §0th day postpartum. Coverage
for these pregnant women is limited to medical services relating to
pregnancy, postpartum, and family planning services.

Children born on or after October I, 1983 whose family income and
resources are at or below State AFDC limits, but who do not meet
the AFDC definition of dependent children (e.g., a child from a
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family where both parents live at home and where the principal
breadwinner is employed), up to age 7 (or, at State option, age 8).

e Children whose mothers were Medicaid eligible at the child’s birth,
as long as the mother remsins eligible and the child remains in the
same household as the mother (i.e., no separate Medicaid
application is necessary for such a child), up to age 1 (or, if a
child is a hospital inpatient on his or her first birthday, through
the end of the inpatient episode).

e Certain children for whom Federal adoption assistance or foster
care maintenance payments are made under Title IV-E of the Social
Security Act. Children receiving Federal adoption assistance are
those identified as having special needs, such as those related to
s disability. Effective April 1, 1988, in cases where a child in
foster care is a parent of a son or daughter who is in the same
home or institution, the son or daughter would be eligible for
purposes of Medicaid eligibility.

In addition to these required groups, the Sta.es also have the option to

matching funds for, the following groups of pregnant women and children:

ERIC
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e Children up to age 18 (or, at State option, 19, 20, or 21) whose

family income and resources are at or below State AFDC limits, but
who do not meet the AFDC definition of dependent children. States
may cover all of these children or may limit coverage to reasonable
categories of them (e.g., those in psychiatric hospitals or
intermediate care facilities). Because Senator Abraham Ribicoff
was responsible for the legislation which established this
coverage group, these children are often referred to as "Ribicoff
children.” As described above, the States are required to cover
such children born on or after October 1, 1983, up to age 7 (or, at
State option, age 8).

o Pregnant women, and certain young children born on or after October

1, 1983, with family incomes at or below 100 percent of Federal
poverty guidelines ($9,300 for & family of three in 1987) and
resources not exceeding standards defined by the State (although
they may noc be more restriccive than SSI resource limits for
pregnant women and AFDC limits for children). Current law
specifies that States choosing to provide this coverage may only
cover children up to age 5 and must phase in which age groups are
covered; that is, States currently may only cover such children up
to age 2 in FY 1988; up to age 3 in FY 1989; up to age 4 in FY
1990; and up to age 5 in FY 1991 and later fiscal years. Effective
July 1, 1988, however, States are permitted to cover all such
children up to age 2 (or at State ogption 3, 4. 5, 6, 7, or B), as
long as they were born on or after October 1, 1983,

e Effective July 1, 1988, pregnant women and children up to age )
with family incomes at or below 185 percent of Federal poverty
guideliner ($17,205 for a family of three in 1987) and resources
not exc~ading standards defined by the State (although they may not
be more restrictive than SSI resource limits for pregnant women and
AFDC limits for children). States have the option of imposing
limited premiums for this coverage (1.e., the amount of the premium
may not exceed 10 percent of the amowunt by which family income,
less child care expenses, exceeds 150 percent of Federal poverty
guidelines).

[aW

and receive Federal
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® Certain children for whom State adoption assistance payments are
made, if the child is identified as having special needs, such as
those related to a disability. As described above, States are
required to cover certain children for whom Federal adoption
assistance payments are made under Title IV-E of the Social
Security Act.

2. Medically Needy

In addirion to tne categorically needy, States also have the option of
providing coverage for the "medically needy." The medically needy are those
with high medical expenses who would meet the criteria for categorically needy
assistance except that their family income and resources are just abe e the
applicable eligibility level (i.e., a level which varies State by State, but
which may not exceed 133 1/3 percent of a State's AFDC income eligibility
standard for their family size). Families with income even higher than the
medically needy limits may become eligible by “spending down," 1f their medical
expenses reduce their income below the medically needy limits.

The States have the flexibility to include some coverage groups, and not
others, withir their medically needy programs and still receive Federal
omstching funds. If a State has any medically needy coverage at all, however,
it must include pregnant women and children who, but for their excess 1ncome
and resources, would be required te be defined as categorically needy.

Thirty-five States and the District of Columbia have elezted to provide

coverage to the medically needy.

3. State Eligibility Thresholds

Medicaid eligibility thresholds vary from State to State; as a result,
chilo. 1 whose fumly 1ncomes are identical may or may not be eligible for
Medicaid benefits depending on which State they live 1n. Table 7 displays
State income eligibility thresholds, as of July 1987, according to the National
Governors' Association. The table shows each Stace's income limits for 1ts 1
AFDC program; (2) medically needy program, 1f any; and (3) for 1ts program, for
certain pregnant women and children with fam.ly .ncomes below 100 percent of

the poverty level (as authorized by OBRAB6), if any.
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AFDC thresholds, as of July 1987, ranged from $1,416 1n Alabama to $8,988
in Alaska. Medically needy :hresholds ranged from $2,604 in Tennessee to
$10,200 in California. As of July 1987, according to the National Goveraors'
Association, 24 States intended to cover pregnant women and children under the
OBRAB6 option; two other States, California and Minnesota, provided coverage Lo

these groups under their medically needy authority.

Q
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TABLE 7. Medicaid Annualized Maximum Allowable Income
Thresholds, July 1987 a/
Pregnant
Percent of Percent of women and [ercent of
Federal Medically Federal children Federal
AFDC poverty needy poverty (OBRA86)  poverty
family guideline family guideline family guideline
of 3 ($9,300) b/ of 3 ($9,300) b/ of 3 ¢/ (59,300) b/
3 Alabama §1,416 15.2 § - - $ -- ——
Alaska 8,988 77.3 -—- ——— - —
Arizona 3,516 37.8 ——— - 9,300 100
) Arkansas 2,624 26.1 3,300 35.5 6,975 75
) California 7,596 81.7 10,200 109.7 10,200 109.7 d_/
Colorado 5,052 54.3 ——- --- -— -—
Connecticut 6,168 66.3 7,503 80.6 9,300 100
P lavare 3,720 40.0 ——— —— 9,300 100
D.:irict of
Columb:a 4,368 47.0 5,820 62.6 9,300 100
Florida 3,168 34.1 4,308 46.3 9,300 100
Ceorgia 3,156 33.9 4,200 45.2 —— -—
Hawa1ii 5,892 55.1 5,892 55.1 .= =--
Idaho 3,648 39.2 -—- -— -—= -——
Illinoxs 4,104 44,1 5,496 59.1 —— -
Indiana 3,456 37.2 -— ——— - -———
Towa 4,572 49.2 6,096 65.5 - -——
Kansas 4,596 49.4 5,580 60.0 - -—
Kentucky 2,364 25.4 3,204 34.5 9,300 100
Louisiana 2,280 24.5 3,096 33.3 --- -—-
Maine 6,696 72.0 6,492 69.8 - -—-
Maryland 4,308 4.3 5,004 53.8 9,390 100
Massachusetts 6,600 71.0 8,796 94.6 9,300 100
Michigan 6,480 69.7 6,444 69.3 9,300 100
Minnesota 6,384 68.6 8,508 91.5 8,508 91.5 e/
Mississipp: 4,416 47.5 -- -—— 9.300 100
Missouri 3,384 36.4 -—— -——- 9,300 100
Montana 4,308 46.3 4,848 52.1 -== ==
Nebraska 4,200 45.2 5,400 58.1 -—— ——
Nevada 3,420 36.8 -—- --- -—— -—-
New Hampshire 5,832 62.7 6,468 69.5 —— ———
New Jersey $5,088 54.7 $6,792 73.0 $9,300 100
New Mexico 3,168 34,1 -—— -—— 9,300 100
New York 5,964 64.1 7,400 79.6 -—- —
North Carolina 3,108 33.4 4,200 45.2 9,300 100
North Dakota 4,452 47.9 5,220 56.1 - ——
Ohio 3,708 39.9 -—- - ——— -—-
Okl.ihoma 3,720 40.0 5,004 53.8 9,300 100
Orezon 4,944 53.2 6,588 70.8 7,905 85
Penncylvania 4,380 47.1 5,100 54.8 -—— -—-
Rhode isiand 6,036 64.9 7,896 84.9 9,300 100
South Carolina 4,656 50.1 -——- —— 9,300 100
South Dakota 4,392 47.2 -—- - -— —
Tennessee 4,236 45.5 2,604 28.0 9,30¢ 100
Texas 2,208 23.7 3,204 34.5 -— -—-
Utah 8,316 89.4 6,012 64.6 9,300 100
Q ~ e footnotes at end of table.
.
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TABLE 7. Medicaid Annualized Maximum Allowable Income
Thresholds, July 1987--Continued a/

Pregnant
Percent of Percent of women and Percent of
Federal Medically Federal children Federal
AFDC poverty needy poverty (0BRAB6)  poverty
family guideline famly guideline  family guideline
nf 3 (59,300) b/ of 3 ($9,300) b/ of 3 ¢f (59,300) b/
Vermont $7,236 77.8 $7,404 79.6 $9,300 100
Virginia 3,492 37.5 4,300 46.2 -—— -——
Wasnington 5,904 63.5 6,804 73.2 8,370 - 90
West Virginia 2,988 32.1 3,480 37.4 9,300 100
Wisconsin 6,600 71.0 8,268 88.9 - ———
Wyoming 4,320 46.5 -—- -—— -—— ———
Average State $4,616 49.3 $5,748 61.3 £/ 89,125 g/ 98.1

a/ Based on annualized monthly maximum countable income for a family of 3.
Under AFDC, the term "threshold” refers to that 1ncome limit which determines
program eligibility. This can be either a State’s AFDC need or payment standard,
depending on how each State determines el:igibiiity. A medically needy threshold
refers to a State's medically needy protected income level.

b/ Federal poverty guidel 1es are prepared annually by HHS and are used by
a number “{ Federal programs as eligibility criteria. The guidelines differ
sumewhat trom the poverty thrashoid used by the Bureau of the Census to determine
the number of poor 1individuals (see Federal Register, v. 52, p. 5340, Feb. 20,
1987). Poverty levels for Alaska and Hawaii differ from other States (Alasia,
$11,620 for a famly of 33 Hawaii, $1C,69C tor a family of three).

¢/ Effective January 1988.

d/ California already covers pregnant women (and all other groups) with
family 1ncomes below the Federal poverty guideline by wvirtue of 1ts medically
needy threshold.

e/ In response to OBRA86. Minnesota elected to raise 1ts medically needy
thresnold to the highest possible percentage (.33 1/3 percent) of AFDC pavment
standards and, as a result, now covers all pregnant womun with family incomes up
to 91.5 percent of “he Fede.al poverty guideline,

f/ The percentage represents the average medically needy threshold aa a
percent of the Federal poverty guideline only for those States which have
medicall needy progranms. If Sta.es without medically needy programs were
included 1n the calculation (AFDC levels would represent eligibility thresholds),
the percentage would drop significantly.

g/ The percentage represents the average OBRA86 pregnant women income

threshold only for those States which have elected to expand such coverage, and
1includes California and Minnesota.

4., Special Provisions for Certain Groups

Pregnant women. In order to allow pregnant women (o receive ambulatory
prenatal care services while the:r apblxcauons are being processed, States

have the option to cover pregnant women during this period. This short-term
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eligibility period, known as the “presumprive eligibility” period, begins when
8 qualified p-ovider determines that a pregnaﬁt woman's family income 12 below
State eligibility thresholds. The provider amust notify the State Medicaid
agency within § days of thir determinaticn. The pregnsnt woman must formally
apply for Medicaid within 14 days of the determination or risk losing her
presumptive eligibility status. The presumptive eligibility period may
continue until the formal Medicaid application is accepted or denied, but may
not exceed 45 days. States are required tc determine Medicaid eligibality
within 45 days of the application date.

To be considered qualified to make presumptive eligibility determinations,
4 provider must (1) be eligible fo. Medicaid payment; (2) provide outpatient,
rural health, or cixnxc services; (3) receive funds from or participate 1in
certain other Federal programs or participate in a State perinatal gprogram;
15/ and (4) otherwise be determned by the State to be capable of making the
determinations. States may further limit which providers may be considered
qualified.

Medicaid reimbursement and Federal watching rates for services to
presumptively eligible women are to be maae at the same rate as for other
Medicaid reciprents. Payment errors for ambulatory prenatal care provided
during the presumptive eligibility period are not to be taken into account when
determining a State's error rate for the purposes of quality control.

As of January 1988, 12 States ksve adopted the presumptive eligibility
option, accarding ta the Yaijonal Governors' Association.

Disabled ch:ldren. For the purpeses of derermining Medicaid eligibility,
the .ncome and rescurces of parents are general)y considered available, within
limits, to their disabled den2ndeat chi q~en if they live 1n the same
household. However, bzcause chi. ‘en t2ceiving 1astizvtional care (e.g., curw
in a hospital, skilled nursing fo.ility, r iptermediate care faci’ity) are aot
considered to be living 1n tnc family household a. his or ner pareaty after the
first month of institutionalization, family income and reso rces are generally
not a factor in determining eligibility. As 7 result, many children who
otherwise would not b. .ligible for Medicaid can qualify as disabled under 'he

SSI program, and tuerefore Medicaid, when they are .nst tionalizea. CUatil

O
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recently, however, such children rarely would have been eligible for equiv. lent
care at home, even if their medical needs could have been appropriately
provided there.

States have the option to offer Medicaid services to disabled children,
who would be eligible for Medicaid if they lived in an institution, who need
the level of long-term care provided 1n an institution, but whose needs can be
m2i appropriately and less expensively at home. Without waivers of Federal
requirements, howdver, in order to make this option available to any disabled
children, a State must do this for all such disabled children in the entire
State.

States may request waivers of selected Federal requirements, in order to
obtain the flexibility to target coverag for home care services. Such
waivers, known IS‘ Section 2176 home and community-based services waivers,
permit States to limit home and community based projects to qualified disabled
individuals in specified groups and 1in specified areas. In addi-.on, these
waivers may authorize the provision of certain services which may not
otheruvise be available to Medicaid recipients (including some services, not
pramarily medical 1n nature, which allow these patients to be cared for at
home). See section II for & more complete discussion of Section 2176 waivers.

Stares are required to extend Medicaid eligibility to certain children for
whom Feéeral adoption assistance or foster care maintenance payments are made
under Title IV-E of cthe Social Security Act. Children receiving Federal
adoption assistance are those identified as having special needs, such as those
related to a disability. States have the option to cover certain children for
whom State adoption assistance payments arc made :f the child 13 i1dentified a5
haviag special needs. States often provide Medicaid coveraje and other
benefits to these disabled children as an incentive for famlies to care for
them.

Aliens. Pregnant women and children under age 18 who are aliens
participating 1n the alien legalization process are exempt from a S-year
prohibiti1on of Medicaid coverage which would otherw:ise apply to those seeking

permanent residence siatus.
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In eddition, all cliens must be covered for emergency services (including
delivery services), ragardless of their ismigration status, if they would
octherwise meet Medicaid requirements.

The homeless. States must cover aligible residents without regard to
wvhether their residence is maintained permanently or at a fixed address.
States are required to make eligibility cards available to beneficiaries who do

not reside in a permanent dwelling or do not have a permanent home or mailing

address.

c. Coverad Services

1. Services for the Categorically Needy

Mandatory servicés. As with eligibality, service coverage is subject to
minimum Federal requirements. For the categorically needy, all State Medicard
programs must furnish inpatient and outpatient hospital, rural health clinic,
laboratory, x-ray, family planning, physician, and nurse mdwife services.
Skilled nursing facility services are also required, but only for those age 21
and older.

One service requirement of particular aimportance to children requires
States to provide Early and Periodic Screening, Diagnosis, and Treatment
(EPSDT) to all categorically needy recipients up to age 2l. Each State's
Medica d program must (1) inform all eligible children about EPSD1 services,
(2) provide screening and diagnostic services, and (3) provide treatment to
correct or ameliorate any discovered health problems.

Each State must provide, at & mnimum, the following EPSDT services:
assessments of health, devei.pmental, and nutritional status; unclothed
physical examinations; :mmunizations appropriate for age and health history;
appropriate vision, hearing, ;nd laboratory tests; dental screening furnished
by direct referrals to dentists, beginning at age 3; and treatment for vision,
hearing, and dental services found necessary by the screening. Each State 1s
required to have a periodicity schedule which meets reasonable standards of
medical and dental practice, as determined by the State Medicaid agency after

consultation with recognized medical and dental organizations involved in

O
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children's health care. The periodicity schedule specifies which screening

services would apply to which stage of a child's 1ife.

Sta’ ‘e permitted to provide services to children under EPSDT even if
they &re .therwise not available, or available on a limited basis, to other
Medicaid beneficiaries (e.g., vision, hearing, and dental services that nay
not otherwise be available from that State's Medicaid program). Spending for
EPSIT in 1987 was $139.7 million, according to Administration estimates.

Optional services. States have the option to cover a variety of
additional services to their categorically needy recipients. These services
include prescribed drugs, eyeglasses, dental care, physical cherapy,
occupational therapy, skilled nursing facility services, intermediate care
facility services, and the services of podiatrists, optometrisis, and
chiropractors. The oprional services covered in each State are shown in

figure 3.

ERIC §
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States may also target additional services to Medicaid-eligible pregnant
women without being required to provide comparable services to all other
beneficiaries. These services may include prenatal, delivery, and postpartum
(including family planning) services. States have wide latitude to define
which services are considered pregnancy-related.

States have the option to provide case management services on a targeted
basis. Case management services are those designed to improve the access of
Medicaid recipients to necessary medical, social, and educational services.
Under case management, one 1individual or organization 1s reeponsible for
locating, coordinating, and monitoring all of the services needed by the
patient. If a State targets case management services to a certain group of
Medicaid recipients (e.g., certain children), it 1s not required to offer the
sarme services to all other recipient groups. The State 1s also permitted to
target these services to a specific area of the Stste without being required to
make the ;ervxces available throughout the State.

States may request waivers of selected Federal requirements in order to
implement certain cost-control measures, including those which may be used 1n
conjunction with case management services. Such waivers, known as Section 2175
freedom of choice waivers, could permit States to restrict a recipient’s
freedom of chcice of provider (other than 1in emergency situations), select
Medicaid provider~ on the basis of cost, modify payment arrangements with
certain providers, and operate Medicaid programs that are not necessarily
uniform across the entire State. In order for a State to adopt such an
approach, the plan must be cost-effective, efficient, and consistent with the

purposes of Medicaid.

2. Services for the Medically N:iedy

If a State's Medicaid program covers the medically needy, 1t may choose,
but is not required, to offer the same services to this group as 1t ,~ovides ¢
the categorically needy. States which cover the medically needy, however,
must at least provide a minimum level of services to this coverage group,
including prenatal and delivery services for pregnant women, ambulatory
services for childrer under 18, and home health services to those ind1vidual s

O
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entitled to skilled nursing facility services. State plans which include
services in institutions for mental diseases or in intermediate care facilities
for the mentally retarded must offer a broader range of services to the

medically needy.

3. Demonstration Project

The HHS Secretary may waive certain Medicaid Program requirements as
Necessary in order to conduct demonstration projects. For example, the Omnibus
Budget Reconciliation Act of 1987 (P.L. 100-203, commonly referred o as
OBRA8B?) specifically authorizes the Secretary to waive specified program
requirements 1in order to conduct & 3-year demonstration of New York State's
Prenatal, maternity, and newborn care pilot program as an altern.tive to
existing Federal programs. The Secretary is required to evaluate the project

and report to Congress within 1 year of its completion.

D. Share of Medicaid Benefits for Children

One-half of all Medicaird recipients (i.e., those who actually receive
Medicaid services) are children. Figure & shcws that, in Fy 1986, S0 percent
(11.3 million) of 411 Medicaid recipients were children under 21. 16/  The
next largest group, working age adults, accounted for 33 percent (7.5 million)
of the Medicaid population. Those 65 years old and over represented 16 percent
(3.6 million) of Medicaid recipients.

Despite the fact that a relatively large share of Medicaid recipients are
children, they account for a comparatively small share of Medicaid payments.,
Figure 4 shows that payments for children were only 20 percent ($8.0 billion)
of total Medicaid vendor payments in FY 1985. The two remaining age groups
split the remainder of the payments--working age adults accounted for 41

percent ($16.9 billion) and the aged for 39 percent ($16.1 biilirn),

Aruitoxt provided by Eic:

DAN




Medioald Reciplents and Payments, By Age of Recipients,
FY 1988

Beyresl HOM-2088 ferme.

Nember of Reoiplente Paymonts

Working Age Working Age

Aduite Adults

7.8 Million $§10.0 Biilion

(se%) (41%)
Chlidron Chtidren k”
Under 21 Under 21 en
1.8 Million $8.0 Billion
{60%) (20%)

Aged (88+) Aged (889)

8.6 Miflion $16.1 fitiion

{16%) (60%)

Figure prepered by Oongressisnsl Resssrek Bervies.
£doostion ood Pullle Weifers Olviglen.

Figure 4
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APPENDIX B. MATERNAL AND CHILD HEALTH SERVICES BLOCK GRANT

A. Program Description

The Maternal and Child Health (MCH) Services Block CGrant, authorized under
Title V of the Social Security Act, exclusively suppocts activities to improve
the health status of mothers and children. Most of the MCH Block Grant's funds
are distributed directly to State governments; however, a portion of cthese
funds are set aside for use by the Ffederal Government.

The funds distributed to the States are used to assure access of mothers
and children, particularly those with low income or limited access to health
services, to quality health services. Other goals of the State programs
include reduced 1..cant mortality, reduced incidence of preventable diseases and
disabling conditions among children, reduced need for 1npatient and long-term
care services (o children, increased numbers of children (especrally ~reschool
children) who are appropriately immunized, and increased numbers of low-income
children receiving health assessments and follow-up diagnostic and treatment
services. The funds may be used to otherwise promote the health of mothers and
children, especially by providing preventive and primary -are services for
low-income children, and prenatal, delivery, and postpartum care for low-i1ncome
mothers. MCH Block Grant funds are also used by States to provide specified
services for chil<ren with special healtn care needs (formerly referred to as
crippled children) or who suffer from conditions leading to this status, and to
provide rehabilitation services for certain blind and disabled children under
age 16.

States decide which services will be provided with MCH Block Grant funds.
These services may 1include prenatal care. well-child care, dental care,
imaunization, fam:ly planning, and vision and hearing screening services. They
may also include inpatient services for children with special health care
needs, screening servi es for lead-based poisnniry, and counseling services for
parents of s.odden infant death syndrome victims. In addition to the
respon%xbxlx:y for providing such services, the State agencies which administer

the MCH lock Grant programs are also responsible for coordinating the
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activities between their programs and other related Federal programs.

Among

these programs are health programs (e.g., Medicaid, particularly its FPSLT
component, and family planning programs) and related nutrition, education, and
developmental disability programs.

States determine eligibility criteria for the services they provide unde:
the MCH Block Grant. States are allowed to charge for services provided;
however, States may not charge mothers and children whose family 1ncomes are
below Federal poverty guidelines, and charges must be based on a sliding scale
which reflects the income, resources, and family size for those above poverty.

The States have few mandatory data collection or reporting requirements
under the MCH Block Grant. While the States are required to report to the
Federal Covernment on how their funds are used, the reports are not required to
include any specified data or to be submitted in an, particulid: format. As a

result, no consistent data on participation in the MCH Block Crant activities

are collected.

Although most of the MCH Block Grant funds are distributed to the State

governments, s portion is set aside for use by the Federal Covernment. These
funds are retained by the HHS Secretary to support special projects of regional
and national sigrificance (SPRANS), and research, trsining, and genetic disease
and hemophilia programs.

These activities are administered by the Health

Resources and Services Administration (HRSA) within HHS.

B. Funding

The MCH Block Crant's appropriation for FY 1988 1s $526.6 million. A base

amount of $478.0 million 1s allocated differently from funding above that
base--$48.6 million 1n FY 1988.
The base amount. Of the base amoun. nf $478.0 million (an amount equal to

the FY 1985 appropriation), 85 pe-cent 1s distributed to the States, and 15

percent is retained by tne Secretary for the general purposes of the MCH Block

Grant, as described above.
Amount above the base. Of the 348.6 million appropriated above the base

amount, 8 percent 1s retained by the HHS Secretary specifically for projects to
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screen newborns for sickle-cell anemia and other genetic disorders. 11/

Of the remaining funds above the base amount (i.e., the other 92 percent
of the $48.6 million), two-thirds 1s allocated in the same way--85 percent to
the States, 15 percent to the Secretary--and used for the same general purposes

as the base amount.

The other one-third of the remaining funds is similarly all.cated into 85
percent and 15 percent shares, but must be specifically esrmarked for programs
to develcp and promote primsry health services 18/ for children, and
community-based service networks and case management services for children
with special health care needs. 79/

Table 8 provides further detail on the allocation of the FY 1988

appropriation for the Marernal and Child Health Services Block Crant.

TABLE 8.  Maternal and Child Health Services Block Grant
Allocation, FY 1988

Total State Federatl

allocation allocation allocation

Total appropriation $526,570,000 $444,281,740 $82,288,260
dase amount a/ 478,000,000 406,300,000 71,700,000
Amount above base 48,570,000 37,981,740 10,588,260
Cenetic screening b/ 3,885,600 0 3,885,600
General purposes a/ 29,789,600 25,321,160 4,468,440
Earmarked activities c/ 14,894,800 12,660,580 2,234,220

4/ Allocated 85 percent to the State Governments and 15 percent to the
Federal Covernment for use toward the general purposes of the block grant.

b/ Allocated entirely to the Federal Covernment for newborn screening for
sickle-cell anemia and other genetic disorders.

¢/ Allocated 85 percent to the State Covernments and 15 percent to the
Federal GCovernment for use 1n programs specifically earmarked to develop and
prcmote primary health services for children, and community-based service
networks and case managument services for childzen with special health care
needs.

Source: Health Resources and Services Administration, Officr. of “aternal
and Child Health.
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C. Allocations By State

Of the total sppropriation for the MCH 3lock Grant, $526.6 million in FY

[~ 1988, $444.3 million is distributed directly to the States. These funds are
allocated among individual States under the two following formulas:
e $422.1 million (an amount equal to the amount distributed to the
States in FY 1983) is allocated based upon the proportion of total

. funding each State received in FY 1981 for certain categorical
programs now consolidated under the MCH Block Grant. 80/

® $22.2 million (the amount in excess of the amount distributed ro
the Ststes in FY 1983) is allocated based on the proportion of low
income children 1in each State to the number of such children

nationwide. Data from the 1980 Census are used to determine this
proportion.

In ~rder to receive their MCH Block Grant allocation, States must match $3

of their own funds for each $4 in Federal funds received.

Table 9 shows the FY 1988 allocations for the MFH Block Grant by State.
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Allocations, By State, FY 1988

State

Allocation

Total State Allocations

Alabama
Alaska
American Samoa
Arizona
Arkansas

California
Colorado
Connecticut
Delaware
District of
Columbia

Florida
Georgia
Cuam
Hawai:
Idaho

Illinois
Indiana
Iowa
Kansas
Kentucky

Louisiana
Maine
Meryland
Massachusetts
Michigan

Minnesota
Mississippr
Missouri
Hontana
Nebraska

Nevada

Mew Hampshire
Mew Jersey
New Mexico
New York

$444,281,740

9,726,041
911,066
399,854

4,579,092

5,846,070

26,355,751
6,129,378
4,016,622
1,768,145

6,766,670

13,291,304
13,061,883
617,552
1,911,104
2,767,905

17,770,288
10,145,333
5,871,777
3,966,412
9,645,437

10,562,267
3,073,686
10,726,942
9,944,098
15,827,526

8,008,327
8,030,351
10,420,285
2,038,234
3,549,230

1,083,654
1,798,268
9,811,285
3,199,066
33,009,716
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Maternal and Child Health Services Block Grant

Allocations, By State, FY 1988--Continued

State Allocation
North Carolina 13,889,630
North Dakota 1,635,874
Northern Yarinas 377,640
Ohio 18,558,668
Oklahoma 5,713,678
Oregon 5,094,950
Pennsyl vania 20,744,001
Puerto Rico 12,875,285
Rhode Island 1,39%,639
South Carolina 9,737,730
South Dakota 1,977,109
Tennessee 9,585,289
T xas 23,266,559
'rust Territories:

Palau 119,957
Micrones:a 422,068
Marshalls 186,597
Uteh 5,359,095
Vermont 1,557,573
Virginia 10,586,378
Virgin Islands 1,212,890
Washington 7,104,022
West Virginia 5,611,217
Wisconsin 9,497,364
Wyoming 1,082,909
Source: Health Resources and Services Administration, Office of Maternal

s d Child Health.
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APPENDIX C. HEDICARE'S END STACE RENAL DISEASE PROGRAM

A. Program Description

Medicare, authorized under Title XVIII of the Social Security Act,
provides health insurance protection for 33 million aged and disabled
‘ individuals. Medicare covers hospital services, physician services, and other

medical services. The prcgram 1s administered by the Federal Government,
HCEA, an agency within HES, 1s responsible for the Medicare program.

Children are generaily not entitled to Medicare coverage., Most of the
program’s beneficiaries are age 65 and older. Those under 65 may become
eligible if they are entitled to Social Security or Railroad Retirement
disabrlity payments for at least 2 years; however, children are rarely entitled
to such payments ,zcause they lack the necessary work history.

Certain children, houever, may become entitled to Medicare benefits under
another eligibiility provision, Medicare covers certain 1ndividuals, even if
they have not reached age 65, if they suffer from end-stagc renal disease
(ESRD). A person with ESRD is one whose 4idneys will not function at a lawvef
which will support life. These patients require kidney-dialysis or transplan-

tation in order to survive.

B. Eligibility

Renal disease patients age 65 and older receive coverage for ESRD services
uncer regular Medicare provisions.  ESRD patients under 65 are generally
eligible for Medicare 1f they have contributed to the Social Security system
for the required length of time, are nving Social Security benefits, or are
spouses or dependents of such individuals. Of all ESRD patients, 93 percent
meet these requirements and are therefore eligible for benefits under Medicare.
Most of the remaining patients receive coverage from the Veterans
Administration and Medicaid programs.

Eligibility for Medicare benefits for ESRM patients generally does not
start until the third month after the month 1n which dialysis treatments begin.

Medicare coverage may start earlier, however, in two specific 1nstances.
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Coverage may start 1n the first month of dialyzis 1f an individual enrolls 1in
and 1s expected to complete a self-dialysis training program. Coverage nay
start in the first month & patient is admitted to & hospital for a& kidney
transplant or procedures preliminary to a transplant, as long as the transplant
takes place in that month or in the following 2 months.

Entitlement to Hédicare ends either 12 months after the month the ESRD
satient no longer requires regular dialysis, or 36 months after the month of a
kidney transplant. If a transplant fails, and the patient resumes dialysis or
receives another transplant, Medicare el:gibility may continue or resume
immedi1ately without any waiting period.

If an ESRD patient s covered by an emp}oyer group health plan, HMedicare
will generally be a secondary paysr for the first year. That 13, during the
first year, the employer plan first makes payment on the patient's claim; after

that, Medicare will only pay for certain costs which are not covered by the

employer plan. After the first year, Medicare becomes the primary payer.

TablZ 10 shows that in 1983, nearly 6,000 ESRD patients under age 25 were

enrolled in the Medicare program.

TABLE 10. Medicare End-Stage Renal Disease Program, Enrollment
of Beneficiaries Under Age 25, 1983

Age Enrollment

Total under

25 years 5,734
0-14 years 1,135
15-24 years 4,599

Source: Health Care Financing Administration, Bureau of Data Management
and Strategy. Reported in Gornick, Marian, Jay N. Greenberg, Paul W. Eggers,
and Allen Dobson. Twenty Years of Medicare anc Medicaid: Covered Populations,
Use of Benefits, and Program Expendit .res. Health Care Financing Review. 1985
Annual Supplement. December 1985. p. 25.

c. Benefits

ESRD beneficiaries are entitled to all Medicare benefits under the

Hospital Insurance program (Part A) and the Supplementary Medical Insurance
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program (Part B), including those related to kidney dialysis and
transplantation.

Part A covers inpatient Fospital care. In some cases, i1t also covers
short=term skilled nursing fac lity care after o hospital stay, home health
agency visits, and hospice care. Part A helps pay for the costs of an
tnpatient hospital stay for kidney transplant surgery, including reasonable
kidney acquisition costs. Patients are responsible for a deductible ($540 in
1988) each time a hospital admission begins a new benefit period.

Part B covers the services of physicians. le also covers outpatient

hospital care, laboratory services, and other medical services and supplies,

including immunosuppressive drugs for 1 year after following transplants.
Part B covers the services and supplies required for dialysis and most other
medical needs of ESRD patients. Pa.ients are responsible for a monthly premium
($24.80 in 1988) and an annual deductiole ($75 1n 1988). After the deductible
is met, Medicare generally pays 80 percent of the approved charges for the
program's covered services.

HCFA estimates that $2.4 billion was spent for all Medicare services for

all ESRD beneficiaries in 1986.

APPENDIX D. FEDERAL POLICLIES REGARDING PRIVATE HEALTH INSURANCE

[n addition to 1its direct expenditure programs for health care, cthe
Federal Government also helps finance tha purchase of health insurance coverage
and medical care through tax exclusions, deductiuns, and credits. Such tax
subsidies for health care in FY 1989 were estimated in che President’'s FY 1989
Budget to be $41.3 billicn. Among the tax subsidies are those which encourage
the purchase of employment-based health coverage.

Public policies have an impact not only on the amount of health coverage
purchased, but aiso on its content. Private health care plans are subject to a
variety of lauws and regulations.

The following summarizes significant Federal policies regarding private

health 1insurance, particularly as they affect maternal and ch:ld healch.
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Ao Eederal Tax Subsidies

1, Exclusion for Employer-Provided Health Coverage

All amployer contributions for employer-provided health and accident
coverage are e;cluded from the employee's taxable in-ome. Also excluded from
taxable income are the benefits received by an emplo, .e, or the employee's
spouse o dependent, under an employer's health or accident plan to reimburse
for medical expenses or to compensate for permanent 1njury. Provisions for
self-employed individuals are discussed next. Employer-provided health plans
are required to meet a series of tesis to determine if they discriminate 1n
favor of highly compensated employees. In the :ase of a hezirh plan that fails
theae tests, the highly compensated employees must include the value of the

cortion considered to be discriminatory in tneir taxable income.

2. Deduction fcr Health Insurance Costs of the Self Employed

individuals who are self-employed may deduct 25 percent of their expenses
for health insurancr. Such expenses may inclu“e those for the health insurance
of the self-employr~ individual, as well as for the health insurance of the
individual's spouse and dependents.

The deduction, however, may not be targer than (he self-employed
ind vidual's earned 1ucome ard may not be taken during a year in which the
individual 1s eligible to participate in an emploser—subsidized health plan
(including a spouse’'s plan). The deduction 1s not allowed unless
nondiscrimination requirements, simlar to those f{or employer-provided health
plans, are sataisfied. The deduction 1s also not allowed unless health
insurance coverage is provided to all employees in unincorporated trades or
businesses 1. which the self-employed individual 1s a § percent owner.

The amount deducted by a self-employed individual under this provision may
not also be deducted as unreimbursed medical expenses (or taken into account
for the purposes of meeting the 7.5 percent medical expense threshold). In
addition, the amount deductea under this provision is nct taken into account in

compulxng net earnings from self-enployment, and therefore does not reduce the

O
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income base for the self-employed individual's Social Security tax. This

deduction does not apply after 1989.

3. Deduction for Unreimbursed Medical Expenses

Individuals who itemize deductions may deduct any qualified unreimbursed
medical expenses uhich exceed 7.5 percent of their adjusted 8ross incomes.
Such expenses may include those for the medical care of the taxpayer, as well
&s for the care of the taxpayer's spouse and dependents.

Medical care expenses which may be deducted are those for (1) health
insurance, including employee contributions to employer health plans; (2)
diagnosis, treatment, or prevertion of disease or malfunction of the body; (3)
transportation primarily for and essential to medical care; and (4) lodging
away from home primarily for and essential to medical care, up to $50 per
night. The costs of prescription medicines and insulin are eligible medical
care expenses.

Expenses paid for the general improvement of health, such as fees for
exercise or weight-reduction programs, are not eligible for deduction unless

prescribed by a physician to treat a specific 1llness or physical defect.

4. Other Federal Tax Subsidies

Other Federal tax expenditures relating to health care include exclusions
of interest on State and local debt for nonprofit health facilities, deductions
for contributions to health care charities, and credits for the clinical

¢sting of orphan drugs.

B. Requirements on Employers and Health Insurance Plans

1. State Regulation of Private Health Insurance

The Federal Government has traditionally left the regulation of the
content of private health insurance to the States. For many years, insurance

was considered to be an activity other than commerce and therefore not subject
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to Federal regulation. A 1944 Supreme Court decision, however, reversed the
Court's traditional position by including insurance within the definition of
commerce. Congress responded to the resulting confusion within the insurance
industry by passing the McCarran-Ferguson Act of 1945 (P.L. 79-15). This Act
clarified congressional intent that States should continue to exercise primary
responsibility for regulating the business of insurance.

All 50 States have passed laus requiring health insurance plans to include
certain benefits. Some o' these requirements sre related to maternal and child
health care. For example, State laws may require plans to include such
services as in vitro fertilization, maternity care, or preventive well-child
services. Other State laws may require certain providers (e.g., outpatient
birthing centers) to be eligible to be reimbursed for covered services. In
addition, State laws may expand the length of time coverage ~ill be 1n effect
(e.~., continuing coverage for an employee and the employee's family in the
event the employee is laid off). Finally, State laws may expand the type, of

individuals (e.g., adopted children) covered under insurance policies.

2. Federal Regulation of Employee Welfare benefit Plans

While the regulation of insurance has been left largely %o the States,
employee welfare benefit plans are governed by the Federal Government under the
Employee Retirement Income Security Act of 1974 (P.L. 93-406, commonly referred
to as ERISA). 81/

Included under the definition of employee welfare benefit plans under
ERISA are self-insurca health plans. Under such plans, employers assume the
risk for the medical care costs of therr employees (1.e., this is 1n contrasc
to conventional health insurance plans, where employers purchase coverage from
either commercial insurance carriers or Blue Cross/Blue Shield plans).

Because self-insured health plans are considered benefits rather than
insurance, they are exempt from the State mandates which apply to conventional
health insurance plans. Although ERISA regulates such aspects of self-insuted
plans as disclosure requirements, a great deal of emp.oyer discretion rem:ams
over the structure of their plans. If employees are represented by a union,

their benefits are also subject to the collective bargain , process.
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3. Federal Pregnancy Discrimination Provisions

Another Federal requirement, the Pregnancy Discrimination Act of 1978
(P.L. 95-555), requires health plans offered by employers to cover
pregnancy-related care (except for abortion) to the same exteat as they cover
other medical care. P.L. 95-955 applies tc employees and their spouses covered
under either self-insurance Lealth plans or conventional employment-based
health insurance plans.

The provisions of the Pregnancy Discrimination Act of 1978, however, do
not extend to pregnant women who are (1) covered by health insurance policies
that are not employment-based; (2) covered by health insurance policies offere!
by firms with 15 or fewer employses; or (3) nonspouse dependents, including
teenage daughters, of covered esployees. States may enact legislation to
extend the provisions of P.L. 95-955 to these groups; however, such extensions

would not apply to pregnant women covered under health plans offered by

self-insured employers.

4. Federal Continuation of Coverage Provisions

Another Federal requirement, Title X of the Consolidated Omn:ibus Budgzet
Reconciliation Act of 1985 (p.L. 99-272, commonly referred to as COBRA), has an
important impact on health care for children. Title X of COBRA requires
certain employers to offer employees and therr dependents, who would otherwise
lose existing coverage du. to changes 1n employment or family status, the
option of purchasing continued group health :nsurance coverage. COBRA does not
require employers to provide health insurance, but 1t does place certain
re .urrements on those who do.

The COBRA provisicns apply . loyees or their dependents lose coverage
as a result of termination or reduction 1n hours of employment (other than for
reasons of gross misconduct), death, divorce, eligibility for Medicare, or the
end of a child's dependency under a jarent's health insurance policy. The
provisions have peen modified to include retirees in cases where the employer

files for bankruptcy.
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When Jorkers 1ose coverage as a result of terminaticn. or reduction in
hours of employment, coverage for them and their qualified dependents must
continue for 18 months. For all other qualifying events, coverage must
continue for 36 months. Employers are not réquired to make contributions for
such coverage; they may charge the beneficiaries a premium not exce;ding 102

percent of the premium that would othervise apply.

The COBRA continuation provisions apply only to those employers with 20 or
®More employees who offer 8roup health insurance plans. The provisions apply to
State and local governments, but not to the Federel Covernment or churches.
They apply to both employers that offer self-insured plans and those that
purchase health insurance coverage.

Failure to provide continued health coverage could result in the }oss of
tax exclusions and deductions for empleyer contributions to their employees®
health insurance. General enforcement provisions of ERISA apply to those group
health plans under its authority. COBRA's provisions are also applied to group
heaith plans maintained by those State or 1ocal governments that receive fuads
unde: the Public Health Service Act.

Traditionally, many Americans have lost access to private health insurance
coverage as a result of changes in empioyment or family st: us. For example,
employees and therr families may have lcost coverage under an empioyer’s group
health insurance plan if the employee was 1aid off. Similarly, an employee's
dependen:s msy have lost their Broup coverage if the enployze g: .d. Yomen have
been narticularly wvulnerable to the consequences of such changes. They may
have lost coverage not only as a result of the death, unemployment , retirement,
or Medicare eligibility of a Spouse, but also as a result of divorce or
separation. Health 1nsurance coverage of dependent children has also been
affectcd by both tae employment or marital status of their parents. In
addition, children may have also lost their grrup glan verage when they
exceeded the maximum age for dependent coverage under their parent's health

insurance policy.
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16/ The data on Medicaid recipients and payments are obtained from
HCFA-2082 forms (Statistical Report on Medical Care: Recipients, Payments, and
Services). Statistics provided on these forms represent the bills paid within
the fiscal year and not necessarily the services rendered in that year. All
percentages are based on unduplicated totals. FY 1986 data are the most recent
availablc from these forms.

The HCFA~2082 forms provide a variety of ,.formation on Medicaid
recipients and payments. For example, information on recipients is provided
both by age of recipient aud by recipient eligibility stetus. The data
presented here are based on the age of the recipient. Children, as defined by
eligibility status, are those children 1n families with dependent children
(uhether or not they are receiving cash assistancs). Recipient and payment
amounts for children based solely on age will always be larger than the amounts
for dependent children based on eligibilitys Information based on age includes
children eligible for Medicaid because of disabilities and other childrer, such
as Ribicoff children.

ZZ( 98RA86 requires a specified percentage of any appropriations over
$478 mx1119n to be retained by the Secretary for these purpuses. This
percentage is 7 percent in FY 1987, 8 percent in FY 1988, and 9 percent in FY 1989.

18/ Primary health services are defined as outpatient assessment,
diagnosis, or treatment services designed to promote health, to prevent disease
or disability, or treat an i1llness or other health condition. They may include
services to promote access to high quality, continuous, and comprehensive
primary health services, including case mansgement.

719/ Community-based service networks for children with special health
care needs are defined as networks of coordinated high-quality services that
are located in or near children's home communities, in order to improve their
health status, functioning, and wezll-being. Case management Sservices are
defined as services to promote the effective and efficient organization and
utilization of resources Lo assure access to necessary comprchensive services.

80/ These programs were the maternal aid child health services, crippled
children’s se‘vices, Supplemental Security Income benefits for disabled
children, lead-based paint poisoning prevent:ion, sudden 'nfant death syndrome,
adolescent pregnancy prevention, genetic disease testing and counseling, and
hemophilia diagnostic and treatment centers programs.

81/ ERISA exempts Hawail, allowing that State to continue its law
requiring employers to provide health 1nsurance coverage.
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