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HOME HEALTH CARE FOR CHRONICALLY ILL
CINILDREN

TUESDAY, JUNE 18, 1985

U.S. SENATE,
CoMMITTEE ON LABOR AND HUMAN RESOURCES,
Washington, DC.

The committee met, pursuant to notice, at 9:20 a.m., in room SD-
430, Dirksen Senate Office Building, Senator Orrin Hatch (chair-
man of the committee) presidin}g.

Present: Senators Hatch, Kennedy, Thurmond, Metzenbaum,
Dodd, Nickles, Pell, Hawkins, and Grassley.

OPENING STATEMENT OF SENATOR HATCH

The CHAIRMAN. If we could, we would call the committee to at-
tention. We will call the Labor and Human Resources Committee
to attention. Before we begin, we would appreciate it very much if
people will not smoke during this hearing. We have young children
on oxygen in this room ang 80 we are going to ask our police to
make sure that nobody smokes while we are in this room.

We are happy to have you all here today, and we are certainly
happy to have our guests and our witnesses here today. Today, we
are holding e full Labor and Human Resources Committee hearing
devoted to home health for chronically ill children.

Imagine with me, if you will, a little girl born prematurely
wiighing only 2 pounds, 8 ounces, but wit% no other significant
medical problems. She is allowed to leave the hospital after 2
fnonths, ut is readmitted with viral encephalitis some 4 months
ater.

During the next 3 years, she fights the devastating after effects
of this debilitating respiratory disease. Unfortunately, when her
doctors prepare to release her from the hospital, her family discov-
ers that Medicaid will not cover the cost of her home health care.

Does it seem to you that this child would be better off confined to
a hospital without her family and friends, or would this child be
better off at home with the same quality care being provided by
the family she loves at a savings of about $30,000 per year to the
taxpayers, or at least to whomever? [ think the answer is obvious.

In an effort to restrain public health expenditures, too often the
Federal Government has been short-sighted, failing to recognize
the obvious cost savings which could result if we strengthened re-
imbursement policies for home cure.

For children who are dependent on respirators for breathing,
home care could save as much as $30.000 per year per patient. For
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children with even more complicated problems, there are estimates
of even greater cost savings. For example, for & child requiring in-
tensive care in a hospital, the costs may be $250,000 per year from
a team care standpoint.

Team care in the home setting for the same youngster might cost
approximately $60,000 per year, or only 20 percent of the hospital
cost. Results like these have not been routinely attainable because
of obstacles encountered under standard reimbursement policies.
However, times are ¢ ing.

One of the first examples of the more enlightened approach oc-
curred in 1981 when President an hel to clear a Medicaid
waiver for Katie Beckett, fellowed by the ident’s personal en-
dorsement of home health care.

Katie if here with us today and we will hear more about the way
this Medicaid waiver has made it possible for Katie and her family
to be together, sh ring their day-to-day life, along with the very
special joy of Katie’s care. The now famous Katie Beckett waiver
was a step in the right direction, but more needs to be done, and
that is what this hearing is all about.

I am a committed advocate for improved home and community-
based care—a system that does make it possible for citizens to
obtain the help they need to stay in the comfort and the security of
their own homes. ]

I recently introduced the home health care block ’Igra.nt of 1985,
S. 1181, to assist the elderly .1 achieving this goal. Today, though,
we will not limit ourselves to this legislation, but focus on what is
happening to a smaller, very critical segment of our population—
our children.

Infants and children who suffer from serious, chronic medical
problems that require sophisticated medical care are all too often
trapped within institutions. They are trapped not because the care
they need cannot be provided at home, but because reimbursement
through public and private insurance makes it impossible for them
to obtain the services they need at home.

I am aware of the arguments, pro and con, regarding the cost of
home care. I have had many occasions to listen to individuals con-
cerned with this issue, both advocates and opponents. And this
hearing gives us an opportunity to learn about what has worked,
what holds promise for the future, and what we might do in Con-
gress to improve the lot of some of our most precious citizens.

I am amazed at the courage and cheerfulness cf most of the

oungsters I have met. They put up with what seems like an un-
[v>earable burden; yet, they greet each day with enthusiasm. This
courage can be fostered and maintained when they are in the nur-
turing, nourishing environment ¢f their own homes.

Now, I am pleased to welcome our witnesses with us today, the
children and their families with their informed perspective—Katie
Beckett and her mother, Mrs. Julie Beckett, who can tell us what
has hafapened since they got the ball rolling, with the help of Presi-
dent Reagan; and representatives of the administration. These
folks are going to inform us of current reimbursement policies and
research related tc homz health care for children, and we look for-
ward to having them all here today, along with Susan Sullivan,
whom we very happily welcome to the committec
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We will turn to Senator Metzenbuum at this time.

Senator METZENBAUM. Mr. Chairman, first \ want to commend
you on holding this hearirg and indicating your concern. It is quite
obvious that what you were saying met with the approval of the
children because I could hear several of them out there cheering
you on while you were speaking. [Laughter.]

I know of no hearing or no subject that concerns me more than
this one, and I am hopeful that we can work together legislatively
to solve some of the problems that face these families that meet
such an overwhelming challenge.

The testimony we will be hearing today, I am confident, will be a
moving reminder of the needs of our chronically i'l or handicapped
children, and I trust that it will move us .9 prompt action in over-
coming the barriers to the kind of health care that would hest meet
those needs.

The Beckett family is to be congratulated for having pioneered in
overccming one of tﬁose barriers, and I am particularly pleased to
see them here this morning. I am looiting forward to hearing their
testimony on the Katie Beckett Medicaid waiver, which certainly
appesrs to be a medel for seasible and cost-effective adaptation and
use of health care resources.

Their experience—and it ofteniimes takes the experience of a
living example of an individual—dramatizes the need to combine
bureaucratic regulations with sensitivity and cocmmon sense, which
we all know is in no way common.

Most often, the patient prefers home care, and understandably
80, and 5o does the family. Common sense, experience, and even re-
search tells us that institutionalization is not the most effective so-
lution for children requiring long-term health care, just as it is not
the most effective solution for any chronically ill or handicapped
person, whatever the age.

I have not hesitated to speak out and indicate my concern about
those senior citizens afflicted with A'zheimers. The health prob-
lems of the children and the health problems of our aged are seri-
ous and diverse.

It has been estimated that 1 to 2.8 million children have handi-
cap conditions sufficiently severe to limit their daily activities sig-
nificantly. These are brave children, and their parents are even
more brave. We appreciate their courage in being here to help us
understand the difficult handicaps they must battle. It is a battle
against odds so %::lat that our help is absclutely essential.

The prophet Isaiah spoke of peace when he said, “and a little
child shall lead them.” Today, we speak of health, and I believe the
children here today shall lead us to better understanding and to
action based on that better und2rstanding.

I want to say that I am grateful to the chairman for having set
up the hearing and for leading us on this subject. I am particularl
grateful to the parents who are with us here today and their chil-
dren because they provide a living example, a very dramatic exam-
ple of why we in the Congress huve an obligation to act. We will
not let you down.

The CaAlRmAN. Thank you, Senator Metzenbaum.

We will turn to Senator Thurmond at. this time.

Senator THURMOND. Thank you, Mr. Chairman.
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Mr. Chairman, it is a pleasure to receive testimony this morning
on an issue in which I have a very special interest. As the father of
four healthy young chudren, I am constantly reminded of how
blessed Nancy and I have been, and we are eternally thankful.
When any of our children get sick or become injured in their recre-
ational activities, there is nothing more important than t6 ensure
their health needs are met.

We are lucky that their health probleuns are relatively minor in
nature and occur infrequently. y children do not share this
good fortune. Today, nearly 4 percent of the children in our coun-
try are chronically ill. The lives of their parents revolve around the
special health needs these children constantly require. No ter
love can be shown than the courage these parents and children
denl\;l)nstrate in their daily ability to deal with such major health
problems.

The children that are here today are beautiful. They have life
and they have a future. Advancements in medical technology havs
enabled them to live at home with their parents. The quality of
their lives has been iraproved because they do not have to live in a

hospital.

l\fﬂh’ ions of dellars in medical expenses have been incurred in the
few years these children have been alive. Most of these expenses
are In-patient hospitalization charges. Home health care is much
less expensive than in-patient care.

Unfortunately, moset health insurance p which are read-
ily available focus the’r coverage on hospitalization. These parents
are more fortunate than others with chronically ill children. At
least they have been able to obtain medical insurance coverage
which allows their children to live at home.

I would like to thank the lovely Ms. Sullivan, the parents, the
children, the medical providers and the Government Administra-
turs who have given unselfishly of their lives to come here today
and increase public awareness on this very important issue.

I hope that this hearing will make elected officials, insurance
providers, and health care providers throughout the country more
aware of this problem. Hopefully, a solution can be achieved which
would reduce flealth care costs and provide for the special needs of
chronically ill children in a home environment.

Because of my responsibilities as the chairman of the Judicia
Committee, scheduling conflicts prohibit my attendance for the full
hearing today. However, I lonk torward to reviewing the test:mony
presented by these fine witnesses.

Thank you, Mr. Chairman.

The CHAIRMAN. Well, thank you, Mr. Chairman.

Senator Kennedy.

Senator KeNNepY. Thank vou very much, Mr. Chairman, and I
too want to express my appre:iation to you for nolding these hesr-
ings this morning. I wouﬂi like to submit my statement in the
record as if read.

The CHAIRMAN. Without objection.

Senator KenNeDY. I want to just mske a very brief comment. I
first of all want to express my appreciation to th. arents joining
with us here today and their children. I think it is extremely diffi-
cult for parents to talk about the illnesses of their children. For
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some reason, I think all of us like to keep those kinds of matters
personal, and it is understandable.

But I think it is important for them to know how important their
experience is to us here in the Senate, talking about matters which
not only affect their children, but which are replicated all over this
country.

There is a crying need for leadership. I think it is common sense
that when it is medically uppropriate, a child ought to remain
nome. There are circumstances where that is not possible, but in
the broad range of homes in this country, that is something which
clearly is in the child’s interest, and if it is medically suitable, that
is where the child ought to be, getting the support and the care
and the love and the affection of the family and all of the kinds of
support that can be provided for that child.

J am sure, as we are goiitlg .0 hear this morning, it can be done
at a lot less cost, a lot less cost, in terme of the families and in
terms of whatever the systems are that are providing financial aid
and assistance.

We know that those kinds of inhibitions in keeping children in
institutions are the direct result of a wide variet; of programs—
Federal programs, State, and private insurance. And we can here
in the Senate make a significant difference in terms cf the Federal
programs, particularly in the Medicaid Program and other Federal
programs—the CHAMPUS programs, the Federal health insurance
programs.

We in the Senate can make requirements that States are re-
quired in their eligibility programs for Federal funding that they
are going to provide this kind of service for children to remain at
home. And by this kind of leadership, we can lead, hopefully, the
States and we can lead the private sector in this extremely impor-
tant area of public policy.

I start these hearings with that as a hope and as an objective,
and look forward to working with our colleagues to zee if we
cannot achieve that. T wan' to thank all of you once again for join-
ing with us.

[The prepared statement of Senator Kennedy follows:}

PREPARED STATEMENT oF SENATOR EpwarDp M. KENNEDY

I am pleased to be here today for our hearing on heme care for chronically ili
children. This is a vitally important topic and one that deserves real comiritment
from our Nation’s policymakers. I have worked closely with Senator Hatch on the
development of these hearings and I am delighted he has made this topic a priority
for our committee.

The recnrd is clear that it is often a human and financial disaster 1o institutional-
ize children when home care is safe, effective, and clearly desired bi; the children
and their families. Both public and private reimbursement policies, however, have
too often dictated thst home care wxﬁ be denied even in cases where the sume care
would be covered in & hospital or other institution.

That policy is sometimes justified on the grounds that heelth care dollars should
be reserved only for those who truly need that care. Services in the home, it is
argued, are usually for less acutely ill persons, ard the availability of public or pri-
vate insurance would displace current contributions families make out of their own
resources.

I am skeptical of the validity of that justification in any context, but whatever its
general validity, iv is clearly not applicable to the population of children needir
intensive medical services that we are discussing today. Indeed. these seriously il
children have far too often been victimized by that p. "*.y.

10
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Although theee children eed critical and complex medical therapies, it is now
possible to nrovide that care in the home. Home is where children belong, and a
policy that keeps children in their homes should be the priority of our Committee
and all public policymakers.

There are children here today who would have spent their entire lives in hospitals
or skilled nursing facilities except for the courageous and unceasing advocacy of
their parents and health professionals caring for them. These children have won a
reprieve. We must act to assure the same care for all chronically ill children.

Without assistanos, there is no family that can affcrd the care or provide the su-
pervicicn and case mansgement necessary to sustain children at home with these
complex conditions. Federal policy to assure the availability of the services our fam-
ilies and children need is imperative.

There are children here today who nave saved literally hundreds c¢f thousands of
dollars of public money by returning to the loving home envirorments that only
their families can supply. In order to provide that loving care, families have been
ﬁ(_:fmed by backward, antiquated public and private policies to make unnecessary sac-

ices.

The families here today Lave pledged their energies, and their full time commut-
ment to care for their children at home. This has sometimes necesritated job
changes, moving from one state to another, and enlisting the help of neighbors, com-
mt:lnity resources, and relatives to ensure an environment where their child can live
and prosper.

The burdens of having a severely ill child are difficult enough without the obsta-
cles posed by backward, antiquated, public and private health policies. No famly
should have to move in order to gel appropriate insurance coverage. No family
should have to uncergo lengthy struggles with public and private bureaucrrcies to
get the care their child need. And. most of all, no family should be forced to relin-
?uish :Ihe care of their child to a medical institution when that child could be cared
or at home.

We need to move quickly to assure that the progress made by the individuals here
today can be made available to all children in institutions who could, vith appropri-
ate services and insurance coverage, be at home with thet: families.

Policy fermula ‘ed from the testimony of the expert witnesses and he-vic families
here today can tave public dollars, can protect and sustain invaluable family re-
sources, and can 1 ving childre a home.

The future work of our' committee must be focused on & program that will develop
and make ava.able a coordinated program of eommunit{ based services for severely
ill children. I look forward to the dialogue during this hearing which will guide us
in developing the best possible home care service for severely ill children.

The CHAIRMAN. Well, thank you, Senator Kennedy.

We ure pleased to welcome this morning four panels of vritnesses
who will provide us with their viewrs and experiences regarding pe-
diatric home heaith care. Our first witness will be Ms. Susan Sulli-
van, a highly accomplished actress who has pleased millions of
Americans every week, and I think people all over the world, as
Meggie Giabert: in the popular series “Falcon Crest.”

I might add that Elaine and I are verv upset at your husband
right now. [Laughter.]

Ms. Sullivan is also a respected advocate for home health care,
and so we are really pleased to have you here. We appreciate you
taking tume out of what we know is a very busy schedule to come
and share your views with us, so we are grateful.

We will also hear, after Ms. Sullivan, from Ms. Karen Buckholtz,
Ms. Angela Bachschmidt, and Ms. Patty Cook, whose children are
all currently receiving home care. We want to thank sll of you for
coming. It means a great deal to us a1d a great deal to what we
are trying to do.

We are pleased to take your testimony a'. this time, Ms. Sullivan.
Again, thanks for coming.

L1
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STATEMENT OF SUSAN SULLIVAN, MEMBER, BOARD OF TRUST-
EES, FOUNDATION FOR HOSPICE AND HOME CARE; KAREN
BUCKHOLTZ, PASADENA, MD; ANGELA AND MICHAEL
BACHSCHMIDT, WASHINGTON, DC; AND KEVIN AND PATTY
COOK, BOSTON, MA

Ms. SuLnivan. fhank you. I am afraid I am going to be a little
redundant. It seems that you gentlemen have sort of summed up
what I am going to say. As an actor, that makes me nervous; I hate
to sort of repeat myself.

But for the record, my name is Susan Sullivan. I am here today
as a member of the board of trustees and as spokesperson for the
Hospice Organization. I became involved with hospice when my
father died of cancer. He died at home.

My famiiy, and indeed my father when told that he was going to
be going home—our initial response was fear. It. just seemed iike a
new idea to us. If you were sick, then you should be in the hospital.
And I cannot tell you how much it meant for my father and for us
as a family to have him home and to spend those last months of his
life together in a way that we never could have siinply experienced
in a hospital.

Now, these children that f'ou see before you—they are wonderful,
by the way; I have spent a little time with them—have been hosni-
talized most of their lives. They were born and raised in rooms vir-
tually without windows. Their playmates have been other sick chil-
dren and nurses and doctors.

Today, these children, led by the very brave little Katie Beckett
and her extraordinary mother—and all of these parents are to take
ggur breath away; they are so woncerful. These children are now

ing cared for at home in a way that most children simply take
for granted. And yet there are millions more who are not being
given this simple advantage.

Ten million chronically il} children in this coun.ry—somewhere
between 1 and 2 million of them are as severely impaired as the
children you see before you today. They have conditions most of us
have heard about, but few of us understand—spina bifida, sickle-
cell anemia, cystic fibrosis, muscular dystrophy, hemophilia, leuke-
niia, chronic kidney disease, severe asthma, birth defects. It is not
easy.

What these 10 million children have in common is chronic ill-
ness, which may or m%y nct be life-threatening, but which is
almost always lifelong. Unlike most childhood diseases which are
brief and predictable, these cor.ditions and the costs for caring for
them extend over a long period of time.

Now, what they also have in common is technology. Modern
technology has <ept them alive; the same technology made their
lives possible. Now, largely because of technology, many infants
now survive who simply would not have a few short years ago.

Largely because of this technology, the number of chronically ill
children in our society has doubled in the last 25 years, from about
2 percent to about 4 percent. The children you see before you,
though chronically ill and severely handicapped, have a future.
They have something most of us can recognize and identify with as
a reasonably normal life, and I can attest to that.
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Brandon-—hi, Brandon. That is Brandon down there, the little

guy with the great smile who Lat one of my earrings. [Laughter.]
. SuLLIVAN. That, is all right, Brandon.

Brandon ran up a hospital bill of half a million dollars before he
came home. His total health bill probably approaches $1 million
over the 3 years of his life. He was a premature baby. He was in-
jured as the doctors labored to save his life and, as a result, he
needs some assistance breathing. But he is iettmg better. You
should see him climb ugeand down those stairs; he is extraordinary.
And there is reason to believe he will outgrow his dependence.

Now, Robert—Robert is this little guy back here—has surprised
everybody, with the exce%tion of his nts, I assure you, by talk-
ing when he came home. You know, 1 think this is y one of the
most important things. These children do so much better at home;
tha' y flourish.

e has a rare muscle disease. He needs some help sitting. He
cannot feed himself or breathe without the help of a ventilator, but
he kissed me; I swear to God.

Erin, sitting behind me—where is Erin? She is all the way back
there, OK. She has generated more than $2 million in medical bills
in her 5% years of life, and yet with inonitoring, she goes to school,
she takes ballet lessons, and leads a nearly normal life.

These are truly the million-dollar babies. They are fortunate to
be alive; they are doubly blessec *- have parents who understand
th}f limportance of famli' y and are willing to sacrifice to keep it
whole.

David—David is here somewhere; he is Braadon’s dad—had to
change jobs in order to get the kind of medical coverage his son
needed. Karen, his mother, has delayed returning to nursing school
to be by his side.

Robert’s family has endured relocation three times in order to
find a State where their son could receive the care ie needs. Now,
that is three moves, three different States, three different jobs,
three different schools for the other two children.

Erin’s parents have gone through three insurance companies to
provide the services that she needs. Through it all, her mother per-
severed and somehow found the strength to seek out others in simi-
lar circumstances and help bring them heme.

Now, for each of these children, there are hundreds of others not
so fortunate. Hundreds, maybe thousands, of children now hospital-
ized could be cared for at home if a determined effort were made.

Here is the big surprise: The biggest obstacle, as any of these
parents can tell you, 18 funaing. Our existing system is a patch-
work of programs and it is very easy for something as fragile as a
child to fall through the cracks.

Insurance programs are limited and are focused on hospitaliza-
tion. Chronie illness requiring home care is treated as an exception
to policy. Thmrograms respond to need for home care only on
demand. Federal and State pro%rams are similarly limited.

Benefits and eligibility vary from State to State. At the moment,
for example, there are to children in Children’s Hospital in
Washington who could be cared for at home and indeed who would
be cared for at home if they lived in the other two States, not
Maryland, which refuses to cover them for nursing care. If Mary-
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lahrlxd covered them, their nursing care would be reduced by two-
thirds.

You know, some people have suggested that the technology that
makes many of these lives possible has gotten out of hand, and
they raise a very difficult ethical and philosophical problem and I
think they miss the point.

The point is that the technology is here and, more importantly,
the children are here. And given that fundamental fact, our obliga-
tion is to see to the quality of their lives and to let them lives as
«.ormal an existence as possible, and that simply cannot happen in
a hospital, and it is not necessary.

The same technology that makes their lives viable and has been
perfected to the point where they can be cared for at home and
can, in fact, be right here in this room with us makes the differ-
ence. So, you see, the policy has not kept up with the technology.

What these children need is a systematic program that recog-
nizes their needs—a system that is flexible enough to adapt to the
uniqueness of each situation and provide the assistance necessary.

The fact that the necessary care can be delivered at home at a
fraction of the cost ic a welcome dividend, allowing us to extend
the care needed to greater numbers without increasing the cost,
and I hope that was not too technical.

I thank you very much, Mr. Chairman, for allowing me to be
here and to speak, and I want to thank the committee for their
continued interest in the chronically ill child. You know, in this
very extraordinary country of ours, with such a wealth of land and
such a wealth of industry and such a great generosity of spirit,
where people are raising billions of dollars to feed the starving
children of the world, certainly we are not going to turn our back
on the millions of chronically ill children in our midst.

Together, we can give them a more meaningful life. All it takes
is a recognition of the magnitude of the problem and then the will
to do something about it, and I know you have that. I mean, jus’
look at your faces.

Thank you very much.
[The prepared statement of Ms. Sullivan follows:]
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Nr. Chairman, members 0f the Committee:
My name is Susan Sullivan.

I an here today as a member of the Board of Trustees
and spokesperson for the Foundation for Hospice and Homecare.

I have been involved with hospice sincs the death of
my father. He died at home of cancer. My family's first response
to the suggestion he come home was fear. It was a new jdea.
If you were sick you were suppcsed to be in a hospital.

But I can't tell you how much it meant for him and for
us to have him home. We lived the last part of his life together
as & family, and that is something we never could have shared
in a hospital.

Most of the childrem who appear before you today have
been hospitalized most of their lives. MNost 0f them were bora
into and raised in a vorld without windows. MNost of them can
remember when their only playmates were other sick children,
doctors and nurses.

Led by a brave girl named Katie Beckett, and her
extraordinary family, some o0f these children have found the
nurturing and warmth most children take for granted. But there
are still millions more who don't have this simple opportunity.

There are 10 million chronically ill children in the
country. Somewhere between 1 and 2 million ©Of them are as
severely impaired as those you see before you today.

They have conditions most of us have heard about but
few of us understand. Spina bifida. Sickle cell anemia. Cystic
fibrosis. Muscular dystrophy. Hemophilia. Leukemia. Chronic
kidney discase. Severe asthma. Birth defects and the like.

Wbat these 10 million childrem have in common is chromic
illness, which may or may not be life-threatening, but which
is almost always 1life-long. Unlike most childhood diseases,
whick are brief and predictable, these conditions and the cost
of caring for them continue over extended periods of time.
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¥hat they have in common 18 technology. MNodern technology
has made many of their 1lives possible. The same technology
keeps many of them alive.

Largely because of technology, many infants now survive
who would not have, a few short years ago. Largely because of
technology, the number of chronically 11l children im our society
has doubled in the last 25 years - from about 2% to about 4%
of all childrer.

The children you see before you, though chronically
111 and severely handicapped, are the childrean of fortune. They
have 1ife. They have a future. They have something most of
us can recognize and idertify with as a reasonably normal life
Yor a child.

. Brandon, sitting beside me with the beautiful smile,
ran up & hospital biJl of balf & million dollars before he came
home. His total health bill probably approaches a million over
the three years of his life.

He was a premature baby. He was injured as the doctors
labored to ssve his life. As & result, he needs some assistance
breathing. But ha 18 getting better, and there is reason to
believe he will outgrow his dependence.

Robert, on my other side, has surprised everybody but
his family by beginning to talk aince he came home. He has
& rare muscle disease. He needs help sitting. He can't feed
himself or breathe without the help of a ventilator.

Erin, sitting behind me, has generated more than $2
million in medical bills in her five and one-half years of life
and yet, with monitoring, she goes to s8chool, takes ballet
lessons, and leads a nearly normal life.

These are the million dollar babies. They are fortunate
to be alive. They are doubly blessed to have parents who under-
stand the importance of (family and are willing to sgacrifice
to keep it whole.

Brandon's father had to change Jjobs in order to get
the kind of medical coverage his son needed. His mother has
delayed returning to school to be by his side.

Robert's family has endured relucation three times in
order t0 find a state where their son could receive the care
he needs. That's three moves. Thrse different states. Three
different Jjobs and neighborhoods. Three different schools for
Robert's older sister.

Erin's parents have gone through three insurance companies
to provide the services she needs. Through it all, her mother
perservered and somehow found the strength to seek Out others
in similiar circumstances and help them bring their children
home .
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Committee's continued interest in the plight of chronically
111 children.

Our country is blessed by the wealth of our land and
the industry and generosity of our people. A nation that will
raise billions of dollars to feed the starving children of the
world will not turn its back on the millions of chronically
111 children in our midst.

Together, we can make their lives more meaningful.
All it takes is a recognition of the magnitude of the problem
and the will to do sometbing about it.

Thank you.
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Ms. Surrivan. I would now like to pass—I was going to say pass
the buck—I would row like to pass the microphone to Karen Buck-
holtz anc; her son, Brandon.

n?

Ms. BuckHoLTz. Good morning, Senator Hatch ar other mem-
bers of this distinguished committee. My name is Karen Buckholtz
and I appreciate the opportunity to testify here this morning in
behalf of pediatric home care.

My husband, David, and I live in Pasadena, MD. We are the par-
ents of three children—our baby duughter, Shana, age 5 months,
and our 8% year-old twins, Brenda and Brandon. Brandon is the
reason I am here toda‘{

When. Brandon and his sister were born in October 1981, they
were 3 months premature. We were told they had a 25 to 50 per-
cent chance of surviving. As you caz see y, my children beat
those odds. However, their conditior was so fragile initially that I
was terrified.

The first thing we asked was can we hold them, but the doctor
said no. It was 6 weeks before we were ever able to hold them. I
will never forget the first time I saw them. There were a lot of ma-
chines, tubes. The nurses had warned me that there would be a lot
of these things, but I said, sure, sure. I was still expecting these
chubby little babies maybe with a mask over their face, but it was,
not like that.

There were wires everywhere and the babies were bruised and
they were 8o tiny. I cried. I had to turn around, Although I was
warned, nothing can prepare you when you see your own babies
lying there like that.

After about 4 raonths, we were able to bring Brenda home, with
some chronic lung damage, but Brandon was not ready. He would
have frequent respiratory arrest and he had to be resuscitated con-
stantly. He would pull his tubes out and they would have to keep
putting them back in, and the frequent trauma causad damage to

airways.

Because of the damage, they felt that Brandon would huve to

have a temporary tracheostomy. Originally, they thought there was
just a lot of swelling from the trauma. They were going to put him
on some special medication and in about 6 weeks they thought they
would be able to take the trach tube out. That was over 2% years
ago.
The doctors said there was a lot of weakness in his trachea and
that it should heal, but each time that we go back, they say Bran-
don is not ready. We are still heping that as long as we can main-
tain his airway and keep him going, eventually he will reach a
point where he will outgrow this.

Modern medical technology kept Brandon alive, but medical and
other support services, as well as funding mechanisms, have not
kept pace with the technology. The result has been an unbelievable
series of obstacles and setbacks to us in our efforts to get Brandon
out of the hospital environment and into our home and family life.

Once Brandon stabilized, we knew we wanted to bring him home,
but we also wanted to bring him home safelg]. We wanted to fee!
that we were not going to doze off in the middle of the night, sleep
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t1:{111‘0ug}}11 his alarm, and find that he passed away in the middle of
e night.

We wanted to know that there was somebody able and ready to
respond when need be, and we could not do it alone. We wanted to
know that he was going to get proper medical care. We wanted to
know that he was going to get physical therapy. We wanted to
know that we were properly prepared and that we were qualified
to handle an emergency when we were alone and had to do it.

We wanted to make sure we had all the equipment and all the
supplies that Brandon needed, but David and I did not know if we
were prepared. Getting all the information and the all the help we
needed was a nightmare.

First of all, you } ave got to have a pediatrician who understands
home care. If the pediatrician cannot understand that the needs of
the family have to be considered, then it just will not work. That is
what happened to *1s at the beginning.

Our first iatrician decided somewhere alon% the line, because
of all the obstacles we encountered in getting home health care,
that we could take care of Brandon alone because we had been
trained to do it. This meant that either one or both of us would go
without sleep. That just did not work.

The thing that was so strange was that this particular pediatri-
cian was the exception and not the rule. All the other people we
had met who had respirator-dependent or respiratory failure chil-
dren had pediatricians who were 100 percent behind the family.
They asked the families what they needed to ke~p their child at
nome, and then they wrote the proper letters to obtain it.

Our pediatrician weuld not do that, so we got a diffe-ent pedia-
trician, Dr. Samuel Williams. Dr. Williams is excellent. Without
him, Brandon would be in an institution today, because you have
to work together to get these kids home. It is almost like a mar-
riage—David and me and Dr. Williams.

We also had so many problems getting the funds to pay for Bran-
don’s care at home. The financial burdens have been extraordi-
nary. David was working for the Federal Government and although
he had high-option Blue Cross and Blue Shield, no one wanted to
actually interpret what that coverage entailed.

For example, we had a 90-lay home health care provision which
allowed for in-home health care for 90 days following a covered ad-
mission. But no one wanted to say how much nursing care was ac-
tually available under that provision. There was a reference else-
where in the policy to nursing care for 2 hours per visit for 50
visits.

There were some people who said that what was in that provi-
sion on nursing care applied to the home health care section as
well. We could not do anything with that kind of coverage. David
actually had to change jobs in order to get the insurance coverage
that would help us to keep Brandon at home.

There were other problems along the way, too. When we first
brought Brandon home, we did not have a reliable nursing agency.
They sent a nurse without properly scree.ing and briefing her. She
did not know she was dealing with a trach baby =nd she was not
qualified to handle him.
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She caused him to go into rapid fire respi tory arrests ard
Brandon had to be medivaced back to Jchns 'orkins Hospital. So
we vrere facing obstacles frcm all sides. We could not fin proper
nursing care for Bra-don, rrd in any case our original insurance
company was refusing to pay for it.

In desperation, I went through the telephone book i everyl'
agency that looked like they migh¢ be able to help. I juet hop d
could find somevne who could give us the funding that we needed.

Finally, we went to the media to try to get some support, but
there is a real problem out there with lack of any kind of coordi-
nated support. We have got to get the powers that be togethe - to
decide that it is better to have a child at home; that it is more cost-
efiective to have the child at home than it ‘3 to keep the child in
the hospital.

There is a need for agencies that can help, that cen tell parents
where to go to get equipment. They can help by setﬁxf up inter-
views with nursing agencies so that the parents can find a nursing
service that can meet their child’s specific needs,

There is a need for resources for pavents to find out whore they
can take their child for developmental assessment and interven-
tion, if need be. There is a n for a service to direct parents to
good pediatricians who are oriented toward home care.

I think the existing reimbursement mechanisws, public and pri-
vate, also need to be better oriented toward the concept of home
care. Our child belonged at home and = lot of others who are cur-
rently in institutionsn%elong at home. Qur experience showed that
it was much mare cort effective to care for Brandon at home,

Yet, insurance companies that will ay thousands and thousands
of dellars for care in . hoapital will not pay a fraction of that
amount for nursing and other support services ia the home. It just
does not make good seuse, and I am sure ycu do not think so
either. But that is the way a lot of payors operate, and ents
have a hard time dealing with these unnecessary barriers that are
put up along the way

At bottom, there is a lot of information that parents need to face
in situations like these. You do not know vou are going to have a
child like this until the child is here, andy then it is like you are
stuck in the middle of the ocean and do not know how & swini.
There needs to be somebody out there with a life preserver to kind
of give us a hand.

Because of all of the problems we faced, David an? I have cften
been asked why we ever made the decision to bring Brandon home.
I think the No. 1 reason is because ke is our son, and a second
reason is that nowhere else could Brandop have half ths chance
that he has being at home.

Institutions try hard, but they cannot care for a che } the way
the parents can. Now that Brandon is home, he has ;ﬁople he can
learn to trust after being in the hospital for a year. He really did
not have that there. He did not know that wher. he was hurting,
somebody was going to come or that when he was hungry, some-
body was going to feed him.

Brandon and the other children like him were being cared for
and lcved on a schedule. They did not get the kind of love and af-
fection that they can get at home. While Brandon was in the hespi-
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tal, he did not develop the way he should have emotionally or men-
tally. We wanted Brandon to have tke best possible chance at lead-
ing the most normal life possible under the circumstances, and the
only way wc could give him that chance was to bring 2im home.

ow that he is at home, Brandon has made t improvements
along the way, although he is still somewhat delayed. But when we
tm:ﬁ' about what he would have been like if he to stay in the
hospital, there is just no way we can really maks any kind of com-
&nson because there is no comparison. Home is where he should

because that is the best place for him.

Thank you again fer givix:g me the opm)(rtunity te be here this
morning. David and I and other parents like us appreciate the at-
tention your committee is giving to these very important problems
and we will do everything we can to help you find solutions.

Thank you.

The CHAIRMAN. Well, thank you, Ms. Buckholtz.

Ms. SuLLivan. Thank you, n. Now, we are going to hear
from Angie and Mike Bachschmidt—the mother of Rubert.

Mr. BachscHMIDT. And father.

Ms. SuLLIVAN. Yes.

The CHAIRMAN. If we could move that mike over so Ms. Bachsch-
midt can be heard a little bit better, if you will put it right over
next to hex mouth.

Ms BacusceMipT. Pardon?

The CHAIRMAN. If you can get that one mike, the silver mike,
over with you—put them all close to you. ‘The silver mike is the
one that will amplify you in this room; the others are for the tele-
vision cameras.

Ms. BacHscHmipr. Dear honorable committee members, we are
Michael and Angela Bachschmidt. Our son, Robert. who is 2%
years old, has spent the majority of his life in three hospital inten-
sive care units. The mvre recent stay has been at Children’s Hospi-
tal National Medicai Jenter in Washington, DC.

Robert suffers from a rare, severe form of muscular dystrophy.
In August of 1983, our son was admitted to the intensive care unit
of Portsmouth Nava: Regional Medical Center in Portsmouth, VA.
Our son was suffering from severe pneumonia and nevded to be
placed on a ventilator to save his life.

After several weeks at this hospital, it became apparent that in
order to buiter care for Robert’s acute nesds, he needed to be trans-
ferred to Children’s Hospital of the King’s Daughters in Norfolk,
VA. After 8 months at this hospital, it was obvious that due to his
muscle disease, our son would need the assistance of a ventilator
probably for the remainder of his life.

In October 1985, we approached the staff of Children’s Hospital
of the King’s Daughters on the feasibility of intensive care at home
for our son. Considering at this point Robert had already been sta-
gilized, there was nothing we wanted more than to have our son at

ome.

The staff at King’s Daughters informed us at this time that nei-
ther their hospital nor the State of Virginia had the necessary re-
sources to properly care for Robert’s acute needs on a long-term
basis. They also did not have experience or staffing available for
intensive home care.
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At that time, Robert’s pediatric intensivist started inquiring of

hosgitals on the east coast that would have home care prograwms al-

ready established. We waited for a response from each hoeg.iotal

whether or not they would accept us. Wgowere turned away from

Philadelphia Children’s Hospital and Bethesda Naval Hoepital.

gur 9nl% hope was Children’s Hospital National Medical Center
ere in n, DC.

In November 1983, we were scheduled for an indepth interview
with the home care staff. After the interview, we had to wait for
the decision tc be made whether or not we would be accepted. In
April 1984, 6 months later, Children’s Hospital bad an opening and
we were then accepted.

My husband, Michael Bachschmidt, is a first-class engi emen, E-
6, in the U.S. Navy. The Naﬁ% graciously granted us a humanitari-
an transfer to Washington, DC. At the time of our transfer, CHAM-
PUS had agreed to endorse Robert’s home care and to pay for his
mfftc:l m the Washingto 1 ed that th

rt erring to the i n area, we learn ey
would only cover a small percentage of Robert’s home care costs.
CHAMPUS will pay a maximum of $1,000 a month. Thix amount
would not even cover the rental cost of Robert's equipment, much
less needed supplies and nursing care. He remained at Children’s
_Ho:ﬁital another 9 months, a total of 18 months of hospitalization
in all.

The medical staff there would not discharge Robert witkout
skiled nursing. Their $1,000 maximum would not allow for this.
Due to Robert’s muscle disease, his life expectancy is believed to be
shortened. Qur greatest wish has always been to have him home
with us, his family, where he could receive the love he needs. Our
son’s life should be one of tﬁl:uty

US will dpay for Robert to stay in the intensive care unit,
but will not provide adequate funds for home care. This makes no
scnse, especially considering home care has many advantages, in-
cluding cost effectiveness.

Current documentation indicates the cost of home care is ap-
proximately one-third of the cost of hosJJital intensive care for
acute, chronically ill, technology-dependent children such as
Robert. In each case, there have n substantial cost savings o
the State Medicaid programs, private insurance comparies, and in-
dividual taxpayers.

The following is an approximation of Robert’s costs. His hospital
cost per day is $.,200; per year, it is $558,000, plus physician’s costs
of $18,000, which makes & tof sl of $577,200 a year.

For home care costs, his nursing care for a year will cost $54,496.
That is 16 hours per day. His su plies.cost $12,000 and his doctors,
$1,000, which es a total of $67,496.

The advantages of home care for the chronically ill child are well
documented. One often sees the child’s medical status improve.
Often. there is a decrease in the number of infections the child ex-
periences. The child is more likely to approach or attain appropri-
ate social development and emotional health.

Home care professionals such as social workers, nurses, and
therapists provide positive famil support—a much-needed re-
source. The benefits are having a PPy home with some stability
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to it and as normal a lifestyle as can be achieved with r: child that
has special ueeds.

During the 18 months of our son’s hospitalization, we were
trained every day. We went every day to see him unless we were
ill. We had technicai and assessment skills we had to do over and
over eﬁn until the hospital felt we had mastered the all-around
skills that they would have expected of a qualified technician.

Although we were Robert’s parents, we were still treated as
though we were qualified technicians and had to perform under
the expectations as such. Once Robert was released from the hospi-
tal, he would be totaily dependent upon our medical judgment.

These are areas that took a lot of training and a total of 1,500
hours. That is approximately 2 hours a day, but often we spent
very long hours at the hospital that exceeded the 2-hour average.

e had a reason for wanting to learn Robert’s care ant a reason
to sacrifice time which we needed to spend with our other two chil-
dren. We knew that the end result of our labor would produce a
better quality of life not 0111112! for Robert, but for our whole family.

Every child that has a life-threatening handicap is different in
many ways. No one child is alike. Therefore, no single law or ca
can take care of every child’s needs. Please help each child’s ape(:l}3
ic need in maintaining him or her at home the way you would
treat each illness with different drugs and treatment. You cannot
treat cancer the way you would treat pneumonia. The needs may
be different, but they all have one thing in common. They need 0
be home.

Thank you very much.

The CHAIRMAN. Thank you, Ms. Bachschmidt, and you also, Mr.
Bachschmidt.

Mr. Bacuscumior. Yes, sir. The children that are behind me and
the one beside me are very special. They are beautiful; they have
certain special needs. They are not handicapped in my book; they
just have special requirements.

I have been all around the world and I have seen that this is the
best Nation; we have the best country. The United States of Amer-
ica is special to me. I cannot see us restricting home care. I cannot
see us not allowing our children to be at home and receiving the
family care that they deserve and they need.

Also, there was a question brought up as far as sacrifice. What is
a family without sacrifice? Our family, we have sacrificed, but it
has paid off. Look at our son behind us. They expected him to live
a month when he first weat in the hospital; then it was a couple of
months. Then it was, well, he will not live throughout the year.

He has not slowed down. He is 3 foot 6 inches tall and weighs 43
pounds, and I love him. And I think every one of these children
deserves to be home.

Thank you.

The CHAIRMAN. Well, thank you.

Ms. Suruivan. Oh, Mike, thank you.

Now, we are going to hear from Kevin and Patty Cook, ":n0 are
the parents of Lauren. Kevin?

'Il'{le CHAIRMAN. Of course, we are happy to welcomne you here as
well.
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Mr. Cook. Thank dyou. Good morning My name is Kevin Cook,
and this is Patti and Lauren. Lauren is our second child. She is 5
years old. She spent the first 5 years of her life in Boston Chil-
dren’s Hospital.

When Lauren wage born, it was suggested to us that we move to

n.

The CHAmMAN. Could you move your mike just a little bit closer,
Mr. Cook? That. is good.

Mr. Coox. Lauren was born in Pittsburgh. The doctors there sug-
gested to us that we move to Boston, which we did. When we
moved up there, we were fortunate in having sore family closeby
in New i sowemovedﬁoNewHampsh;‘mbecausesome-
ore at the ial Security office told ug that it really did not
matter in which State we lived. Lavren was going to be a recipient
as long as she was a resident of Boston Children’s Hospital; the
Medicaid would be provided.

Six months after that, we were told that they made a mistake
and that we had to leave our home in New Hampshire and move
about 7 miles across the border into Massachusetts, where wa rtill
are. It would be nice to get back closer to oup family, i Npoaﬁble.

Our presence here tod'fag was made possible in part hy New -
land Critical Care, our TPN supp_ier, and the Federation for Chil.
dren With Ssiecm.l Needs. Lauren is constantly infused by this
pllx?phhe}!;is e has a mal-rbeorption problem; 1t is the condition
that she .

And we have built this pump into this cart to get us mobile. In
the hospital, this pump was conrected to a large pole which re-
stricted her frum going outside of the hosB}t.al. Our daughter,
Lauren, is a high-tech child, a child whose life literally depends
upou the machines to which she is attached.

A decade ago, Lauren would probably not have Lived her
first * rthday. I do not know that I mentioned we hed a chj d; our
firs. son was born with the same condition and he died in Pitts-
b. rgh Childrpn’s Hospital at 7 months old.

suffering = variety of d~abliug diseases that could possibly be man-
aged at home, but becauge of regulations t_gove!'nimg payment of
medical expenses based upon the family’s i
these children must remain in the hospital.

Not only would medical e nses be decreased significantly, but
the quality ot life of these chxxf‘ ili

greatl ignprovg.. Every child deserves a chanqe to grow up at home

?olicies to deal directly with the barriers that are keeping these
amilieg agghrt. The Katie Beckett waiver is one step in the right
direction. The benefits of this waiver have already begun to be re-
in our case.
Lauren’s medical bills aveﬁed $320,00C per year at Boston Chil-
dren’s Hospital. It is estirna that her home care will eventuall
cost about a third of that. Part of that cost is our nursing sta.fg
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Lauren’s care is extremely demanding and our nurses give us a
much appreciated respite from this stressful situation.

At preseni, Medicaid provides our nursing care through an
agency, but as of June 21, 1985, this arrangement will be suelH'ected
to Medicaid’s review and reapproval. It could be determined that
we no longer require the agency’s services and that our nurses
could then asply for Medicaid vendor numbers and be reimbursed
by Medicaid directly.

This in itself is not a problem, but the nurses would then be
asked to wait 3 months for their names to be 'Fhmrocemed through the
computer and receive their first paycheck. This unreasonable re-
quest could cost us all of our nursing staff.

For the first 90 days, the agency provides an invaluable service
by interviewing, hiring, and coogu.a ting the nursing staff, thus
lifting a very heavy burden from the parents. This is probably the
most stressful tim in the child’s home care planning.

Perhaps durirg this 90-day period, the nurses could be processed
80 as to eliminate the possibility of losing them later.

Our biggest challenge was redemgnm% ing and finding someone to
build a new cart to house Lauren’s new TPN equipment. Medicaid
agreed to pay for a new cart because it would eventually save them
from $55,000 to $65,000 per year in decreased supply costs.

At first, we hoped that New England Critical &re would be akle
to direct us to a medical company that would be interested in cre-
ating this new piece of adaptive equipment, but neither anyone
that they approached nor any of the professional people we con-
tacted were willing to help.

When time hecame a factor, we contacted another agency, Life-
line, and they arranged for a local voc tech school to build a cart if
we would provide them with the technical drawings needed. This is
what we eventually did.

This whole ordeal was very frustrating. Parents burdened with
providing their special needs child with the best poesible equip-
ment would benefit greatly from some type of central resource
center.

Finally, and most important to us, is what would happen to
Lauren if Patti and I were to meet with some accident and perhaps
die. Ideally, we would appoint either my sister or her husband or
Lauren’s grandparents as guardians, but we are not certain that
this is possible due to the fact that she is a Massachusetts Medicaid
recipient under the Katie Beckett waiver and our families reside
out of State.

The major problem is the disparity of benefits that each State at-
taches to its SSI Program. Would any insurance money or trust
funds establisheu for Lauren alter her Medicaid waiver status?

If my sister, who lives in New Hampshire, were to become her
guardian, would they then be held responsible for Lauren’s medical
expenses? Our worse fear yet: Would she be made a ward of the
State and be reinstitutionalized in order to continue her present
quality of medical care? Or less?

What is needed here is a definite policy dealing with this issue
that would provide equalization of benefits across State lines; also,
clarification of guardianship respousibilities related to medical ex-
penses.
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We have worked very hard to create a home environment that
would provide her with the moral and spiritual foundations needed
to allow her to become a mature and responsible adult. We feel it
is imperative that she be permitted to continue to grow within this
same environment which our families have also established.

A Liow policy dealing with this issue would allow parents in this
same situation to feel more secure about their children’s future.

Thank you for inviting us here. We hope that we have been of
some help.

[The prepared statement of Mr. Cook follows:]
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PREPARED STATEMERT OF M™. AND MRS. COOK
pecenbel Yy NG 7 1

hear Sirss

We huve boon asked to 81V amd sumsarize Lanuren’s medical history
and explain why we feel it is 80 important to have her at home with
un. This 15 uot an casy task hecouse lauten's necds are so complex,
but we will try.
She has been at Boaton Children®s lloapital aince birth due to a
rare intestinal condition which causos lor to suffor a secretory diarrhca

-

-

V: A
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e

and severe mal~ absorbtion, She is completoly unahblo to support heraelf R
by oral nutrition and has been suatained totally by total parenteral iﬂ
nutrition (TPN). This requirus the surgical insertion of 8 cathotor ﬁg
intc larger interior vaina in either the neck, legs or cheat, So far 3
Lauron haa had approximately 8 life lines and each subaequont line Lecowmes Z
morc difficult to odbtain, Now, esch new life line requirea s thorocatomy ;§
and a Tecovery period in the medical intenatve care unit.  Decanse her N
vory life dependa upon these lines, ve treat them With the utmost care, fﬁ
fler blood ia monitored vegularly for any early signs of infection, -f

She has done very well theso last two years and &5 you Can el ~

from her picture, lonks exttem:ly hoalthy. The ataff, eapecially the 5
nurses on Division 27, have worked very hard to help her havo &s noraal }
s childhood as posaible under auch sbnormal circumstances, The result -
{s & happy, outgoing, loving, {ntelligent and Somewhat miachievous 4k

yoar old.

But we have now resched & point where Lauren's needa have surpasaed
what help Boston Children's Hoapital ia abls to offer. There are threc
basic Areas in which we feel Lauren would bonefit greatly by being allowed
to livo at home. Theae sreas are her medical, emotional and spiritual
wvelfare.

There is & saying 2t the hospital that goes, g hospital is tho
worse place for snyono to be, just because practically everything &
person could catch is there.” Because Division 27 is a medical Tloor,
children are admitted with & myriad of viral and bacterial infections.
Lauren, therefore, runs the risk of exposure to more than juat the usual
childhood diseasca. Caring for her at home would greatly reduce this
exposure.

At present, Lauren appears to be & well adjusted child with the
normal 4% year old tendenciea -- stubborness and independence. The
doctors sssure us that these are healthy siens because most institution-
alized children tend to be subdued and may withdrawl into themsclves.
¥s have worked very hard to avoid this syndrome and instead strive to
make her feel loved and securc. We are with her six days 3 week and
when we can’t be there, we call hor and talk with her over the teleplione.
The nursing staff has been 2 tremendous support to all of us.

But, as Lauren frows older, we are faced with emotional prchlems
that become even more complicated by her continuing hospitalization.

The principlo reasons we £2c lauren needs to be home aro as follows:

I. Sha is aver stimulated.

She is over stimulated by all the people and activities that
surround her and she has a very difficult time entertaining horself.
She prefers walking the halls and watching the elovalors to reading
a book, coloring or playing with her toys. she 18 much too vicarious
in that she relies heavily upon others to, more OT less, play for her.
A subdued surrounding would compel her to discover and develope her
owr, interests and talents.

II. She is under stimulated.
In another sense she is extremely under stimilated. hay ofter
day it's the same place, same people and same routine., Jecause she

O
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has had such iimited expasure to the outsida world, she has 1little or

o Knowtedpe of 4t Junt Last month she was thrilled ro discover 1he

®moon and the stars, She §{s an extremaly inquisitive child, and we fear

‘tlml it that curiocusity ix not continually nurtured and fed, it will

surely die. A new home life and achool 1ife would make s world of difference.
In addition her 1ife is filled with nnodlas, blood teats and operations,

Every day there is at least ono painful oxperionce, A life in such an

environment simply can not be healthy for anyone let alone a child.

She needs to be home ~- to be given the opportunity to enjoy pleasurable

things and at lcast lhave some painless days.

III. Her changing school needs.

lauren is fast becoming school age. She does attend a speech
and hearing pre-school program two days a weck that is offered at the
hopsital whioh has tolped dovelope her ationtion span a groat deal,
The problem is, though, the PrOgTam is really geared to small toddlers,
ages 2-4, with speech & hearing impodiments. Lauren haa been attonding
for one and a half gemisters and is no longer a small toddler nor does
stie have any real speoch & hearing problems. llor primary noeds aro
more in the social areas. It is imperative that she learn to play snd
associate with children her own age or older, so as not to becocme an
introvert, Mt instead to give hor a sense of self-confidence and to
teach her how to relite-to other people. On February 24, 1985 she may
no longer qualify for this program and the best alternstive the hospital
can offer is a tutor which would not meet her primary needs at all,

IV,  Her growing sense of desertion by friends and family.

Even at an early age Lauren was rather outgoing and she would
endesr hersslf quickly to other Youngsters on Division 27, Usually
the children would be like heraelf in that they were hospitalized for
lengthy periods and also had a life line. They would become like family
to each other becsuse of their common circumstances. Over the years
she hss suffered the loss of these friends due to their Tecovery or
their death. She has also lost many nurses with whom she had become
very close when they left to start families or take other jobs. This
was particularly hard when they were her primary nurses. They were
her "mother substitutes” in Ry absence. Unfortunately, this ia an all
too recurving problem, Recontly, we ahve noticed that when she does
meet a new friend, ghe b very p ive. The poor child is then
unsble to even go to the bathroom without Lauren bresking into tesrc
for fesr he won't return. And also, we are now having an incressingly
difficult time leaving her at night. She begs us to stay "just a few
more minutes.” It just seems that being left behind is a way of life,
and We wonder what effect this will have on her ability to relate to
people in the future.

v. She lacks a true sense of home snd family life and her own

role within the family unit.

I am with Lauren six days a week, but my husband's visits
are restricted by his job. [lo can only sce her Tuesday, Thuraday and
Sunday, so therefore, although we try to be with her as much as possible,
our time together as a real family totals only sbout 11 hours a week.
This is simply not enough time for any of us.

Plus, her extended family is more abstract than reality since she
has never even met some of them and othors are just a voice on the telephone.
Hopefully, a home 1lifa w.. “~utinuous porsonal relationships with ner
nearhy cousins will create s feelidp of stability pnd permanence that
she so desperately nceds but csn never obtain at the hospital.

Q
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In Septemher. T had a special carriapge built that houses her TPN
equipment which because she can push around by hersell, has edded a
whole now dimcnsion to her 1ife. She can only use the carriape for
eight hours a day, but for the first time in elmost two years she is
{ndependent of the TV pole that has hcld her captive for so long. Since
then, she has enjoyed being liome on sbout six occasions. At times,
these arduous and brisf trips home seem more like s crusl teass, except
for the fact that nov the word home has & more tangibls meaning. She
constantly chatters away about her own room umi all the things we will
do when shs goes home and rcelly atays thers. We sll pray that day
comas e0on.

A TR ALY
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VI. Har nead for an snvironment that offers s mora consistent
diceipline training. ’

Every small child spends & grest dcal of time and snergy
tasting their parents suthority and thereby devaloping their sanse of
right and wrong. Through these many trisl and error experiments, thay
learn which sctions sre sppropriats and which ere not. They aleo reslize
which actions reap their parent®s praisc and which may harvest only
undesirable consequencas.

For most children this is & natural process only complicatad by
older brothers or sisters. But in Lauren’s case, not only is ahe dealing
with xom and dad, but at lsast twenty othar suthority figures (mainly
nurses) with verying temperments. Thercfore, the problem ia that evan
though the staff has bean vary cooperstivas in attempting to crestes an
stmosphere of consistency, there arc times where her bohavior is accepted
by some people yet not tolerated by others. Plus their Tesporses to
har behavior sre a3 wide ranging 83 their.personalities, ¥ie:ding confusion
on Lauren’s part. Laursn nseds to come home to sliminate this confusion
from her life. -

Basically, we fce:l that sll things coneidered, Lauren hae done
very well in her emotional development. But the conditions under which
she has lived these last 4% years have bsen &> sbnormal that ws cen’t
help but fear what effect her hospitslization will have upon her futurs.
She deserves the oprortunity to experisnce end to anjoy her home, sous
happiness and to be cared for by her loving end davotad parents. Shs
needs the direction and sscurity that only s home 1ifs can afford.

Finally, and most important, she nceds the spiritual guidance,
support and fcllowship that only a church can offer. Our church’s
Sunday School programs would not only provide ths morsl and spiritual
foundation upon which ve as s family cen build, but s*so friendships
that will endurec.

The Lord has become essentisl in our 1ives end ths sourcs of much
strength, peace and direction, especislly in times of trial. Lauren’s
1ife has been and probably will continue to be filled with difficulities.
So wo want to give her a chanco to have a personal relationship with
the Lord as well, so that she may reccive that same peace and strength.

I hope that we have been able to holp you in some waye We do
appreciate the time and effort you will spend evaluating our situation.
Thenkyou,
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Sincerely,

Xevin, Patti and Lauen Cook
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Co’;l)‘ge CHAIRMAN. Well, you surely have. I want to thank you, Mr.

Ms. Sullivan, I am impressed that somebody as busy as yourself
would be willing to take time out to helf) chronically ill children
and their families. We are very, very pleased to have you here.
This testimony has been very poignant and very moving to me, and
I know to other members of the committee. This has been a terrific
hearing thus far.

Let me just ask you one question, Ms. Sullivan, and that is this: I
understand that children who have chronic and severe illnesses
need a broad of medical services, but they also need emotion-
al support. I think that is importani to note, too.

What do you recommerd might be done to give the families and
the kids the psychological support that they may need?

Ms. SuLLIvAN. Well, you know, the mothers here have formed a
group called SPIKE?

Ms. Bacascamipr. SKIP.

Ms. SuLuivaN. SKIP; I had all the letters. [Laughter.]

I think that is the kind of organization you need—people you can
talk to who are having the same problem that you can reach out
to. It is in that reachm%hout and ertending of yourself that you
find your own strength. These mothers and these families here are
the %eaders; they are the front runners. Does that answer the ques-
tion

The CHAIRMAN. Emotione} interrelationship that the families
themselves could have.

Ms. SULLIVAN. Yes.

The CrarMAN. Let me just ask one question to each of you par-
ents, and give me the best answer you can, and that is this—I
would y like to ask a number of questions to you, but I am
going to limit myself to one so0 other Serators can ask, and also so
that we can listen to the remsining witnesses here uodax

From your experience, what is the single most kind of support
that you really need? I mean, what would you like to see us expand
in legislation in order to helg you to keep your children at home
and to care for them at home

Why do we -not start with you, Ms. Buckholtz? The single thing
;hat y)ou need the most to help your children and to keep them at

ome?’

Ms. BucknoLrz. Financial assistance.

e CHAIRMAN. OK.

Ms. BAcuscHmMint, Funding.

The CHARMAN. Mr. Bachschmidt, do you agree?

Mr. BacuscHmor. The same thing, fundmg

The CHARMAN. OK. What about you folks?

Ms. Coox. I think that is right.

The CHAIRMAN. The same thi.n%"_hso the single thing you need
help with is financial assistance. ere we have waivers, that is
some assistance, but where you do not have waivers, there is an
awful lot of difficulty. It is a%parent that we do need to bring our
legislative enactments into the modern world, into the higb-tech
world, and to help these kids.

I want to tell you how beautiful each of your children really is.
V/e are really proud to have you here.

LI
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Let me turn to Senator Kennedty.

Senator KENNEDY. Thank you for very moving and very compel-
ling testimony. I want to welcome the Cook family to Massachu-
setts. We are proud of our State for many reasons, but certainly
because it reaches out in perhaps a more understanding way in
terms of some of these health needs. Hopefully, it is a reflection of
the kind of concern nf the people of that State in terms of health.

You know, it does not reall surmme, the response you gave
to this question with to cial assistance, because it
seems to me that the anguish which a family is faced with in terms
of the complexities in which a child is trying to develop and %o
grow and to be able to reach its own potential—and the parents
are trying to help that child through a difficult period of time—is
enormously moving and has to be enormously draining.

It provides obviously, I would expect, an incredible sense of satis-
faction, and combined with love and religious belief, it is a very
compelling and moving experience. But to have that complicated
by wondering whether you are going to be able to survive and what
is going to happen to your childi—we heard from the Cook family in
terms of their own lives—and to be constantly worried whether in
another few weeks some bureaucrat, well intentioned as he or she
g;}%ht be, is going to making some decision that is going to make a

ifference between life and death for your child, and to be faced
with that kind of anxiety day in and day out must be a burden of
just overwhelming proportions, overwhelx::ixjxf proportions.

And it seems to me that one of the challenges in terms of our
own humanity as a society ought to be that this child is sick and
how are we going to take care of that child in the best and the
most effective way in terms of the family, in terms of the child’s
needs, and not whether you have to move around to a dozen differ-
ent States to get coverage or have to change your job in order to
get another kind of health insurance program.

That story has been told to this Congress for years. You have
told it eloquently. You have reminded us again and, quite frankly,
you ought to keep speaking of this issue until we are going to do
something about it.

I just cannot tell you how impressed I am by this testimony. I
think there is an ability for us to do something about it. I hope
that we will take action, but I certainly join the raembers and the
chairman of this committee in insisting that we are going to give
the opportunity for the Members of this body to vote up and down
in this Congress whether we are really serious about caring for
these children and caring about their parents.

I find it so troublesome that half of all the testimony we hear is
all about the kinds of restrictions and regulations and the door-
knocking at this insarance company or that State. You know, you
just have to ask yourself in terms of our society, do we care about
children and what is our sense of decency and humanity.

This panel has reminded us about that this morning and I think
it is a very good service.

Mr. Chairman, I have questions of this panel and the others that
I would like to submit for the record.

[The following were received for the record:]
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QUESTION FOR MRS. ANGFLA RACHSCHMIDT

WHAT WAS THE HARDEST BARRIER TO OVERCOME FOR YOU IN YOUR EFFORTS

TO BRING ROZERT HOME?

U AN,
FROM YOUR PERSPECTIVE, MS. SULLIVAN, WHAT ACTION IS MOST NEEDED

BY CONGRESS TO ENABLE MORE CHRONICALLY ILL CHILDREN TO BE CARED
FOR AT HOME?

QUESTION FOR MRS, KAREN BUCKHOLTZ

WHAT HAS BEEN THE MOST DIFFICULT PROBLEM TO SOLVE IN BRINING

BRANDON HOAE?
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QUESTION FOR MS. BETSY DAVIS

IT HAS BEEN SUGGESTED THAT A BRCAD BASED HOME CARE PROGRAM MIGHT

BE OVERLY EXPENSIVE BECAUSE OF THE DIFFICULTY IN ASSURING THAT

ONLY THOSE TRULY IN NEED BECOMS ELIGIBLE. ‘AS A NURSE ADMINISTRATOR
OF AN AGENCY PROVIDING HOME CARE TO A LARGE PEDIATRIC POPULATION,

HOW DIFFICULT DO YOU THINK IT WOULD BE TO PROVIDE A VALID SCREENING

.,. -
B Yy ) -
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PROGRAM FOR ELIGIBILITY, SO THAT ONLY THOSE WHO WOULD OTHERWISE

BE IN INSTITUTIONS WOULD RECEIVE SERVICES?

QUESTION FOR MR. KEVIN COOK
YOUR DAUGHTER HAS BEEN HOME FOR JUST THREE MONTHS. OUTSIDE OF
THE WHOLE REIMBURSEMENT SYSTEM, CAN YOU TELL US WHAT PCSES THE

MOST PROBLEMS FOR YOU IN OBTAINING WEEDED SERVICES FOR LAUREN?
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QUESTION FOR ARTHUR KOHRMAN, M.D.
DIRECTOR OF LAROBIDA CHILDREN'S HOSPITAL AND ASSOCIATE PROFESSOR
—PEDIATRICS, UHIVERSITY OF CHICAGO SCHOOL QF MEDICINE

WE‘VE HEARD TODAY ABOUT THE IMPORTANCE OF THE PEDIATRICIAN ON A
HOME CARE TEAM. 1IN YOUR OPINION ARE HEALTH PROFESSIONALS GENERALLY
KNOWLEDGEABLE ABOUT THE FULL RANGE OF COMMUNITY AND MED!CAL
RESOURCES HEEDED FOR THOSE KINDS OF CASES, OR SHOULD THE CONGRESS
CONSIDER FUNDING EXPANDED TRAINING FOR SERVICE DELIVERY AND CASE

MANAGEMENT?

QUESTION FOR ARTHUR KOHRMAN. M.D.
WHAT HAS BEEN YOUR EXPERIENCE IN THE ADEQUACY OF REIMBURSFMENT

AVAILABLE FOR FAMILIES OF HOSPITALIZED CHILDREN WHO WANT TO CARE

FOR THEIR CHILDREN AT HOME?

36
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2.

QUESTION FOR WFSLEY WALKER

IN YOUR OPINION, ARE THERE SUFFICIENT NUMBERS CF HEALTH PROFESSIONALS

SKILLED IN PEDIATRIC HOME CARE TO MANAGE CARE FOR THE COMPLEX

NEEDS OF THESE CHILLREN?

QUESTION FOR WESLEY WALKER

IN YOUR EXPERIENCE, WHAT IS THE BIGGEST BARRIER, OTHER THAN

FINANCING, FOR FANILIES IN THEIR ATTEMPTS TO BRING THEIR

CHRONICALLY ILL CHILDREN HOME?
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QUESTION FOR 17 AHMANN, R.N.
MS. AHMANN, YOU HAVE BEEN PROVIDING HOME CARE TO CHRONICALLY ILL

CHILDREN. IN YOUR OPINION, WHAT SERVICE DEVELOPMENT MOST NEEDS

TO BE UNDERTAKEN 1t COMMUNITIES?

QUESTION FOR L1Z AHMANN

CAN ALL FAMILIES SAFELY CARE FOR CHROKICALLY 1LL CHILDREN AT

HOME. OR ARE THERE BASIC REQUIPEMENTS? FOR INSTANCE, CAN SIHGLE

PARENT FAMILIES ASSUIE THIS BURDEN?
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QUESTION FOR JULIANNF RECKETT
1. MRS, BECKETT, YOUR EFFORTS O KATIE'S BEHALF HAVE BEEN EXTRAORDINARY,
AHD MANY PARENTS AND CHILDREM ARE BENEFITTING FROM THE WAIVERS
FOR HOME CARE THAT WERE DEVELOPED THROUGH YOUR ADVOCACY. CAN
YOU TELL US WHAT THE BIGGEST UNMET NEEDS STILL ARE IN PROVIDING

HO..Z CARE FOR CHILDREN?

QUESTIOH FOR JULIANHF RECKFTT

2, CONSIDERING THAT MANY STATES ARE UNWILLING TO APPLY FOR WAIVERS,
DO YOU THINK IT WOULD BE REASONABLE FOR THERE TO BE A REQUIREMENT
THAT ALL MEDICAID PLANS PROVIDE HOME CARE WHERE FEASIBLE FOR
CHILDREN WHO WOULD OTHERWISE BE HOSPITALIZED? AND DO YOU THINK
PRIVATE INSURANCE COMPANIES SHOULD BE REQUIRED TO PROVIDE

HOME CARE UHUER SIMILAR CIRCUMSTANCES?
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QUESTION FOR DR. CAROLYNE DAVIS
—HCFA ADMINISTRATOR

DO YOU THINK IT IS FAIR THAT A CHILD WITH A CONDITION IDENTICAL
T0O LAUREN COOK'S HUST REMAIN IN THE HOSPITAL RATHER THAN RETURN

HOME BECAUSE THERE IS NO WAIVER AVAILABLE IN THAT STATE?

QUESTION FCR DR. CAROLYNE BAVIS
—HCFA ADMINISTRATCR

WE'VE HEARD FROM FAMILIES HERE TODAY OF THE EFFICACY AND DESIRABILITY
OF HOME CARE. WE'VE ALSO HEARD HOW DIFFICULT IT IS TO GET COVERAGE.
MEDICAID CGVERAGE VARIES WIDELY FROM STATE TO STATE. CONSIDERING

THE COST-EFFECTIVENESS OF THIS PROGRAM FUR CHILDREN HERE TODAY

IS THERE ANY REASON THAT WE SHOULD NOT HAVE A FEDERAL MANDATE

THAT ALL MEDICAID PROGRAMS PROVIDE CARE IN THE HOME FOR CHILDREN

WHO WOULD OTHERWISE BE INSTITUTIOHALIZED?
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QUESTION FOR DR. CAROLYHE DAVIS
_HCFA ADMINISTRATOR

MOST OF THESE FAMILIES TODAY HAVE RELIED ON MEDICAID TO BRING

THEIR CHILDREN HOME. THEY HAD PRIVATE INSURANCE, BUT THAT INSURANCE
WAS INADEQUATE. IS THERE ANY REASON THAT THERE SHOULD NOT BE A
FEDERAL MANDATE REQUIRING PRIVATE INSURANCE COMPANIES TO COVER

CARE IN THE HOME THAT THEY COVER IN INSTITUTIONS?

QUESTION FOR DR. VINCENT HUTCHINS

WE HAVE HEARD TESTIMONY TODAY ABOUT THE LACK OF PERSONNEL AND
SERVICES NECESSARY TO MAKE HOME CARE WORK FOR THESE CHILDREN.

WOULDN‘T IT BE A GOOD FEDERAL INVESTMENT TO DEVELOP RESOURCES

AND TRAIN PERSONNEL NEEDED?
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The CoaIRMAN. Well, I want to thank l~Lou, Senator Kennedy.

Senator KENNEDY. I want to thank Ms. Sullivan very much for
her work here and for the work on hospice as well. I think that is
;?ob elxtremely important program; we have got similar kinds of

ems.

T hope you will come back and tell us about that another time as
well as g'l(l)u have described this problem here today. Thank you
very much.

Ms. SurLivan. Thank you.

The CHAIRMAN. Now that we have broken the ice and you have
R:dehst‘t}cli a hit here, we expect you back on a regular basis,

ughter.

The CHAIRMAN. Senator Kennedy and I are smitten, I wan* you
to know. Maybe I should not speak for you, Senator Kennedy, but I
have a feeling——

[LaSenﬁttgr]Kmmv. Well, on that occasion, you certainl y can.
ughter.

The CHAIRMAN. Let me just say this, that we have fought for
home health care for the last number of years and we have had
some major advancements, but they have not been major enough.
Ir all honesty, we withdraw the home health care bill at the end of
1 st session because we did not have enough time to get it through
?Bmtiig w: did not have the support of the Office of Management an

udget.

But with that withdrawal, they agreed last year that they will
help us to get an appropriate bill throuil; this year, one that takes
into consideration all of these factors that Senator Kennedy men-
tioned and that I have mentijoned and that you have mentioned. So
we are really going to push hard this year to get a major bill
fl_hrough that will help people just like yourselves, and help fami-

es.

I think the important testimony here is not only the children in-
volved, but the families and how important it is; you, Mr. Bachs zh-
midt, your testimony; you, Mr. Cook; you mothers—how much you
love ti‘;ese children and how valuable their lives are to you and
really to our society.

So, with that, I would like to recess for about 2 minutes Jjust so
we can come down and express our regards to you and then we will
resume in just 2 minutes. So we will recess for two minutes.

[A brief recess was taken.]

The CHAIRMAN. If we can have order, we would like to continue
the hearing. We are running short of time. If we could have your
attention, we are so happy to welcome our second panel to the
Senate. This pane! will consist of several pediutric home health
care professionals who can give us some insights based on their
personal daily experiences.

Dr. Arthur Kohrman is director of LaRabida Children’s Hospital
and Research Center and associate professor of pediatrics at the
Univemity of Chicago School of Medicine. Mr. Wes Walker is ad-
ministrative director of Physical medicine and vehabilitation at our
own Primary Children’s Medical Center, and chairman of the
Intermountain Health Care Pediatric Home Care Advisory Con:-
mittee out in my home State of Utah.

Q
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Ms. Betsy Davis is vice president for operations of VNS Home
Care in New York, and Ms. Liz Ahmann is & nurse practitioner at
Children’s Hosepital of Washington, DC., the home health care de-
partiment. .

Now, I just want to tell you we are honored to have all of you
here with us today to share with us your personai experiences with
regard to pediatric home health care. We would like you to limit
your testimony to 5 minutes each s0 we have some questions.

I have a tremendous problem this morning because I have an-
other hearing going on just twe floors down that I need to get to as
well. So I do want to hear all of you if I can, so we will start with
you, Dr. Kohrman, first.

STATEMENT OF ARTHUR F. KOHRMAN, DIRECTOR, LARABIDA
CHILDREN’S HOSPITAL AND RESEARCH CENTER, AND PROFES-
SOR AND ASSOCIATED CHAIRMAN OF PEDIATRICS, THE UNI-
VERSITY OF CHICAGO SCHOOL OF MEDICINE, CRICAGO, ILL;
WESLEY P. WALKER, ADMINIiSTRATIVE DIRECTOR, PHYSICAL
MEDICINE AND REHABILITATION, PRIMARY CHILDREN'S MED-
ICAL CENTER, AND CHAIRMAN, PEDIATRIC HOME CARE ADVI-
SORY COMMITTEE, INTERMOUNTAIN HxALTH CARE HOME
HEALTH AGENCY, SALT LAKE CITY, UT; ELIZABETH DAVIS,
VICE PRESIDENT OF OPERATIONS, VISITING NURSE SERVICE
HOME CARE, NEW YORK, NJ; AND ELIZABETH AHMANN, NURSE
PRACTITIONER, HOME CARE PROGRAM, CHILDREN'S HOSPI-
TAL NATIONAL MEDICAL CENTER, WASHINGTON, DC.

Dr. KorMAN. Thank you, Senator Hutch. I want to thank you
and the committee for the chance to appear here this morning.

The CHAIRMAN. By the way, Dr. Kohrman, and all of you, we will
put your full statements inatyixe record as though fully delivered. So
if you can summarize, we would appreciate it.

. KonrMAN. I am happy for the chance to talk to you about
my concerns about pediatric home care for children with long-term
illnesses and disabilities. The dramatically compromised and yet
optimistic children and families we have seen today represent a
much larger group whose lives can be made more productive and
whose care can be made more rational and less costly through redi-
rection of our systems of medicai care and our social institutions.

We must have a firm commitment und support for the concept of
helping children to live at home or in other reascnable alternatives
to the acute care hospital settings in which so many of them now
spend great portions of their lives.

Most of these children will be dependent, at least economically,
for many yeaus, if not forever. It is unreasonable and urfair to
imagine that in some way they will work themselves out of depend-
ence. They will need outside help for the costs of the corgi;lex
human services, equipment, and social organizations needed to
eg;lure their best growth and development, which is, after all, our
goal.
We must also acknowledge that the problems these children and
their families face are often not only perplexing; but somewhat re-
pugnant to us. These children do not always fulfill the dominant
image in our society ¢ ~ beautiful, mobile, well-proportioned, articu-
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late human beings. They challenge our idealized sense of childhood
ila_nd the joy with which we want to imagine our young children’s

ves.

These psychological and social reslities, combined with the rela-
tively numbers of these children and the high costs for their
care, together create a very dargerous situation.

These children are exceptioaslly vulnerable to the ies of
the political process. Dependent as they are on State and Federal
funding and on fluctuations in market forces in the private insur-
ance industry, and without a concerted voice before legislative
bodies, there is a great risk that they will be forgotten and buffeted
by the uncertainties of politics.

Thus, the central point of my message today is an appeal to the
Congress to ensure that not only are fwerograms for these children
carefully thought through and put in place, but that this is done in
a manner to tee that promises made to them ir their child-
hood are ed as they grow and become adult citizens.

If our goal is to give chronically ill children and their families
the greatest opportunity for development and ;i;oductivity, then
the cruelest act would be to erect programs which deliver that
promise now but fail it later, when public attention is turned to
other concerns.

Even now, services for these children and their families are (fre&
ently very fragmented. Those services which chronically ill and dis-
abled children need most are not traditionally the ones paid for or
provided by standard private insurance or governmental programs.

The n of these children and their families are often not med-
ical, but rather are social and psychological services, access to ap-
propriate ancillary therapies, availability of equipment, and loca-
tion of competent long-term case ement which can intelli-
gently interact with the needs and desires of the child and the

amily as they grow and change.

Our reimbursement t‘::i'xsfems are presently almost all oriented
toward inpatient hoepital care and are focused on payment for phy-
sician services and procedures, to the exclusion of the essential
nonphysician t:l(llp rt services. Most of our programs are institu-
tionally oriented. We are now only beginning to learn how to look
outside of our classic institutions to the homes and communities
where thesz children ought to and can reside.

Among the high priorities for children with long-term illnesses
and dxsai ilities which must be addressed in new programs and fi-
nancing mechanisms are the following: First, provision and pay-
ment for adequate outpatient and home care services; second, pay-
ment for services delivered by other than lphysicians and nurses
acting in traditional roles, such as peychologists, social workers,
respiratory therapists, home helpers, and casge managers; third,
compensation for lost income opportunities for family members;
fourth, modification of existing Federal programs, icularly
titles XVIII, XIX, and Title V, to make ayment available for care
in the home. Those program changes wﬁl, in turn, provide models
and incentives to the private insurance industry; fifth, a series of
alternatives to the very expensive and intensive tertiary medical
care settings in which many of these children reside for months or
even years awaiting movement to less restrictive environments;
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sixth, which allow for continuous, rational case manage-
ment either in the hands of well-informed and empowered parents
Rgnctmn with payors and providers who understand and
concept of pedmtnc home care.

ere are several concerns that I and other proponents of home
care have. These must be remembered as programs are developed
and the pediatric horie care movement is encouraged. First, we
must never allow mgrogrametobednvenbyeoetorpotenﬁal
cost savings alone. That home care is, in fact, sometimes lees
than hospital care is fortunate; however, the major reason for
dren being at home is because it uabeﬂerplacetoheforgwwtb
and development ard for the wholeness of their families.

Sacond, we must not create programs which become one-way
stteete,t.hatls,oncehomecareuchoeenforachild,thatchﬂd
should not then have difficulty reentering any of the riate
medical care or other institutions in which benefit t be ob-
tained either on a short- or long-term basis as the child grows, the
family changes, or the disease or disability takes on new aspects.

Thmi, we must be constantly on guard against explontahve en-

e Sreat prott. pariiowlarty os Sapatiunt hoapitel

or great p y as inpatient hospital u
zops and the hoq‘).ltal industry shrinks. Preparation of theee chil
dren and families for home care and the successful maintenance in
the home se uires meticulous attention with a high degree
of professional planning pr is very costly,
extensive human resources. It is that pediatric home care
when ;;roperl executed can be a ferhle field for large profits,
which y into my next concern. F there is an
urgent and pressing need for establishment of of care,
equipment, and continuity in the b ning home care industry.

though the industry 1teelf shouldumn to develop those stand-
ards, both reasons of protection of the patients and their families
as well as because of fears of fiscal abuse, it msuy be neceseary for
the appropriate governmental agencie~ to take the initiative in a
standard setting. One hopes this can be done in conjunction with
th:e many proven and competent agencies and companies in the pri-
vate sector.

Finally, we must always mairtain our respect for the family’s
other priorities. Newly revised systems must permit a continuous
renegotiation with the families and provide the opportunity for
such respite care or other assistance that is necessary to permit the
families who care for complex children to attend to ir other
children, to their work, to their careers, and recreation.

In response to the concerns 1 have described, I wish to close with
several brief proposals addressing the ﬁnancmg and the organiza-
tion of ser-‘ces to sl(lipport appropriate pediatric home care. I will
be happy to meet and elaborate on these with members of the com-
mittee or staff at any time.

First, the ultimate goal of all of us in medicine and all of us as
citizens should be the elimination of the conditions, congenital mal-
formatlone, and diseases which cripple children. This requires con-

uing basic research and the continued support of the prcgrams
of the National Institutes of Health and the other branches of the
Federal Government which are directed at the primary prevention
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of birth defects, reduction of infant morbidity and mortality, and
reduction of environmental hazards to the unborn and deve oping
child. These should continue to have hig!lx{priority.

Second, I urge new efforts involvi CFA, the Department of
Health and Human Services, espe?izfly its Divisior of Maternal
and Child Health, and the private and philanthropic sectors in the
development of joint demonstration and resea.rcﬁ projects which
will address & number of new issues, including: First, multilevel
hospital and institutional care ms. These should include tradi-
tional tertiary care, transitional hospital care, and home care or
reasonable alternatives to home care so that the chronically ill and
disabled child can at any given time be in the most appropriate,
least restrictive, most supportive and nurturing, and least costly
environment.

Second, out-patient vers:s in-patient care; demonstration projects
should encourage a shift of locus of care into out-patient rather
than in-patient settings and allow the appropriate reimbursement
of nonphysicians who provide needed services as well as physicians.

ird, different forms of case management and the outcomes and
costs of each; demonstration projects should begin to identify the
systems which will best ensure continuity of care for the child and
family, the maintenance of family integrity and containment of
costs

Fourth, trust funds for the long;term care of our chronically ill
and disabled children; we should velop such trust funds, possibly
as collaborations between the public, private and ghilanthropic sec-
tors, in order that all of the payors may.benefit from the time
value of money invested against future payouts. Of course, such
trust fund arrangements must be coupled with active and thought-
ful case management. The possibilities here for creative collabora-
tion between providers and payors are truly exciting.

Furthermore, I wish to emphasize the importance of the Title V
crippled children’s and related programs in the future of care for
chronically ill and disabled children. Title V programs are one
place where there is convergence of interest both in the organiza-
tion of services and in the financing opportunities and mechanisms.
In addition, the title V programs have a great deal of influence on
the directions and inclinations of the private and philanthropic sec-
tors. Where those three can work together, extremely effective pro-
grams for chrenically ill ckildren can be realized. I would also hope
that initiatives to bolster and encourage the role of the title V
State agencies will carry with them strong Federal incentives to
State legislatures and executives.

I am grateful for the opportunity to address the committee on
this very important issue for pediatrics, for parents, for children,
and for our society. I am encouraged by your corncern and, with
you, look forward to the time when we can guarantee that all chil
dren will have the same opportunities of growth, development, edu-
cation, and joy in their homes and families that we all wish for our
own.

Children’s chronic illness, disability, or even dependency on com-
?lex technology should not be barriers to that simple, but pro-

oundly important demonstration of the values of our society.

Thank you very much.
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[The prepared statement of Dr. Kohrman follows:]
TESTIMONY

UNITED STATES SENATE
COMMITTEE ON LABOR AND HUMAN RESOURCES

SENATOR ORRIN G. HATCH, CHAIRMAN

JUNE 18, 1985

HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN

ARTHUR F. KOHRMAN, M.D.

LA RABIDA CHILDREN'S HOSPITAL AND RESEARCH CENTER
DEPARTMENT OF PEDIATRICE
THE UNIVERSITY OF CHICAGO
CHICAGO, ILLINOIS
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I want to thank you for the opportunity to diacuss with you the neada for
and my concerna sbout pediatric home cars for children with long-tarm illnesses
and digabilities. The dramatically compromissd yat optimiatic childran and
femiliss we have sesn today rapresent a much largar group wiv s¢ lives cen ba
sade more produztive and vhose cars can bs mada mors restional and lass coatly
through re-diraction of our systems of medical care and our social iratitutions.
We myst have & firm commitment to and support for the concept of halping children
to live st home or in other ressonable alternativas to the acute-cars hospitsl
settings in which so many of them now apend great portions of their lives.

Moat of thase childran will bs st least aconomically dependent for many yearas,
if not foraver. It is unressonsbls and unfair to imagine that in some way thay
vill work thamsslves out of depsndance on outeide halp for tha coata of tha
complex human ssrvicss, squipment and social orgauizations nesded to insurs
their beat growth and davelopsent, which is, sfter all, our gosl. WUs must aleo
acknowladgs that the problems thase childran end their familiss fecs ars oftan
not only perplaxing but somevhat repugnant to us. Thase childran do not slwayas
fulfill the dominint imuge in our socisty of baautiful, sobile, well-proportionad,
articulate human baings. Thay chalienge our ideslized sense of childhood end
the joy with which we want to imagine our young childran's lives. Theas paycho~
logical and socisl forces, combinad with the ralatively amsll numbera of these
children and the high coats for thair cers, togathar crasts s very dangarous
situstion: these children ars excaptiot.ily wulnasrsble to ile vagariss of the
politicel proceas. Depandent sa thay ara on atats and fedara). funding and on
fluctustions in markat forces in the privets insursnce industry, snd without a

concerted voics before lagisiative bodies, thera is s grast risk that they will
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be forgotten and buffated by the uncertsintiss of politics.

Thuu, the centrsl concern of wy message today is an appeal to the Congress
to insurs that not only sre programs for these children carefully thought through
snd put in place, but that this is dons in a manner to guarantes that promises
made to them in thedir childhood ars fulfilled ss they grow and become our adult
citizens. If our goal is to give chronical’ly~-ill children and their familiss
the greatest opportunity for development snd productivity, then the cruslsst act
we cane«psrform would be to sract programs which deliver that promiss now and
feil it lstsr, vhen public sttention 1s turned to othsr concorns.

Services for these children and thair familiss sre prasently very fragmwented;
these services vhich chronicelly-1ll and disadled children need most sre not
traditionally the ones psid for or provided by standard privets insurances or
governmental programs. The nesds of thass children and their familiss are lass
often medicsl than thsy srs in ths sreas of socisl and psychological servicss,
sccess to spproprists ancillery tharapiss, svailability of equipment, snd locstion
of competant forms of long-tsrm cass asnagemant which can intslligently interract
with the needs and desirss of the child and the family ss they grov and changs.
Our rsisbursement 6Ystems aras presantly glmost sll orientsd towerd in-patian®
hospitsl cers and focused on psyment for physicisn services and procsdurss, to
ths exclusion of the essential non-physicisn support services. Most of our
programs ars institutionally-orisnted; we srs now only baginning to lesrn how to
look outsida of our clessic institutions to the howes and commnitiss whers
thase children ocught to snd can rsside.

Among the high priorities for children with long~tarm illnesses and

disabilitiss vhich must be addrassed in nev programe and financing sechanisas ars
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the following: firet, provision and peyment for edequete outpatient and home
cere eervices; second, peymant for services delivered by othere than physiciasns
end nursee ecting in traditional roles, such as psychologiats, social workers,
respiratory therapiste, home halpers, and compensation for loet income oppor-
tunities for family wembere; third, Frovieione for availability of and payment
for care in the home through existing federal programs, perticularly Title XVIII,
Title XIX, and Title V. These program changes will, in turn, provide models and
incentivea for the private ingurance industry; fourth, a series of siternatives
tO the very expeneive and intensive tertisry medical care settings in which many
of these children reeide for monthe or even yeare awaiting movement to less
restzictive environments; fifth, programs which allow for contimuoua, rational
Case mansgement, either in the handa of well-informed and empowered parents or
in conjunction with payors and providere who underetand and support th: concapt
of pedistric home care

There are several concerns that I and others who are proponents of home
care have end thees must be remesbered as Prograss ere developed and the pedistric
home care movement ig encouraged: Piret, we muet never allow thase prograus to
be driven by coet or potential cost-savings alone; that home cara is, in fact,
Sometimes leia coetly than hospitel care is ¢ fortunate occurrence. However,
the major reason for children being at home is because 1t is a better place to
be - for growth and development. and for ths !ntartness of their familize;
second, we cannot create progrins which becoms "one-wey streets”; that is, onca
home care is chosen for & child, that <hild ssould not then have difficulty
re-eatering any of the appropriate medicel care or other institurions in which
benefit might b obtained - gither on a short- oy long-term %2sis - as the

O

RIC 50

Aruitoxt provided by Eic:

< SE 5% Vi 2 el

Slamb o el

.

e

Lt T e,

Joorg s




oot K

Aot
L
1G5

ERI

Aruitoxt provided by Eic:

46

child growe, or the femily changes, or the disessse or disebility tekss on nav
sspacte; third, we must be constently on guard sgainet exploitetive entrepre-
nusrielizm. Home cers is being ssen by some ae an sopportunity for grast profit,
particularly s inpstisnt hospitel utilizstion drops snd the hospital industry
shrinke. Prepsration of thess childran and familise for hows cara and thair
succassful maintenancs in the home aatting requirss mstitulous attantion with a
high degrae of professional skill. This planning procsss is vary costly in
tarms of human ~eaources. It is unlikely that pediatric hows care, whan properly
sxscuted, will ba s fertils fiald for largs pcofite; waich leads diractly iato
my next concern; fourth, there is an  'ent and praseing nssd for tha sstsblish-
ment of standards of cere, squipment and coptinmuity in tha burgsoning home cara
indvetry. It would, of course, bs dasirable and approprists for che industry
iteelf to bsgin to develop thoss standards. However, both for reasons of
protaction of the getisnts snd their femiliae 88 well as because of fears of
fiscal abuse, it may be necessary for the appropriats governmental sgsnciss to
take tas initiative in standard-satting., Ome hopes that this can bs dome in
conjunction with the many well-intentioned and cowpetent agenciss snd companiss
in the privete sector alrssdy involved in pediatric home cera.

Finally, we must elwveys maintein our respect for the familise' other
prioritiss. Nevly revised systems must permit e continuous rensgotistion with
the familise snd provide the opportunity for such respite cars or other aseistance
that is necessary to permit the familiss who cars for complex children to attand
to ths othsr children, to their work, thair cerasrs and racrastion.

1 wish to closs with several brief proposals concerning finsncing and
orgsnization of ssrvices to support sppropriats pediatric home cers. I have
slaborsted upor these in my wvrittsn testimony end will be happy to meet and

discuss these with members of the Committss or etaff st soy time: Fir.:, the
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ultinsts goal of ell of us in medicine ~ and all of us as citizens - ghould
bs the slimination of the conditions, congenital malformations and disesses
tiich crippls children. Thia will only be accomplished through continusd bssic
research and the continued support of the rssearch programe of the Mational
Institutea of Heslth and in the other branches of the Yedersl Covernment wi:ich
are dirscted st the primary prevention of dirth defects, reduction of {ufant
morbidity and mortality. and reduction of envi-onmentsl haszards to the unborn
and developing child; thess should contimus to have high priority; second, I urge
initiatives involving BCFA, ths Department of Mealth and Bumen Services -
sspecially its Division of Maternal and Child Bealth ~ and the privats and
philenthropic sectors in the davelopment of Joint demonstration and research
projscts which will addrass the following:
(e) tha development of a multi-level hospital snd f{nstiti~tonal cars syatea
to include tertiary cars, trensitional hospital cars, and home care
Or ressonabls sltsrnatives to home cars, ¢o that the chronically~411
and disstled child can, st any given time, be in the least restric-
tive, most supportive and nurturing end least costly envirommant
appropriate to the child's and family's needs;
(b) demonstration projects vhich permit attempts to shift the locus of
cars into out-pstient rather than in-patient settings and which
allovw the sppropriats raisbursement of non-physicist ss well ss
mad{ 2l servicss;
(¢) demonstration projscts rhich explors diffsrent forms of case manags-
ment snd ths outcomes and costs of esch, to begin tc fdentify the

systeas which will 'nsure the bast continuity of cars for the child
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(d) demonstrstion Projects, possibly ss collaborstions betirsen the private,

public snd philenthropic sectors, which will axplore the possibility

of setting up trust funds for the long-term care of our chronically- ?{

111 snd dissbled children in order that s}l of the psyors may bemefit 2

from the time value Of money invested sgsinst future psyouts. Such i%

trust fund srrangemants must be coupled with sctive and thoughtful ;‘2

case mansgement; the possibilitise here for crestiwe collaborstions ~\:

between Providers snd psyors sre exciting. -3%

1 slso wish to esphasize the importence of the Tizl.c V Crippled Children's ‘«i{‘

and related programs in the future of cere for chronicelly-ill and disabled ‘;;i

children. Our Title V programs provide the one place vhere there is convergence g

of interests both in the orgenization of services snd in the financing opportu- %

nities and mechanisms. 1In addition, in many of our states the Title V programs -‘?

have 8 grest desl of influence on the directions and inclinations of the private 3

sr.) philenthropic sectors. Where those three :an work together, extremaly strong “

prograns for chronicslly-ill children can be realized. 1 would hope thet 4

initistives to bolater snd encoursge the role of the Title V state sgencies would :

carry with them strong incentives to stete legisletures snd executives to work '
slongside the feder.' initistives to bring to fruition the programs which these

children snd their fazilies so badly need. :

1 am greteful for the opportunity to sddress the Committee on this very :,

importent issue for pediatrics, for psrents, for children, snd for our society. -

1 an encoursged by your comcern snd, with you, lock forvard to the time vhen '

we cen gusrantee thet sll children will have the sase opportunities of grovth,

dsvelopment, educstion and joy in the midet of their homes 8nd fanilies thst

<

ve 8ll wish for our own. Children's chronic illness, dissbility, or even
dependency oa complex technology should not, 4n itself, be barriers to thet
sizple ~ but profoundly importent - 4demonstration of the values of our

soclety.
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Senator Hawxins [presiding). Thank you, Doctor.

Mr. Walker.

Mr. Warxzn. I a reciate this opportunity to share with the
committee some of the success we have had with pediatric home
health, and also some of the barriers to success that we have expe-
rienced 25 a pedixtric home health entity. .

Inter. .ountain Health Care is a nonprofit corporation serving 11
States. IHC owns and operates 26 hospitals and affiiix*es with over
100 hospitals, and services. It also owns the largest home
health agency ir e State of Utah.

'I‘hePrimaryChildmn’sMedwaCentarisamemberoftheHiC
family and is a full-service tric hospital serving the inter-
mountain West. Like many o well pped children’s medical
centers and hospitals acroes the United States, Primary Children’s
Ppossesses the latest in medicad technology and life-saving ability.

Childivn who would have died even & short decade 8go are now
being saved, but society and medern medicine, with its high techno-
logical, life-saving measures, have not kept pace with the pnfra.ma
and resources necessery to medically, as well as socially and emo-
tio:;z‘\llly, manage these children once their tragile lives have been
sav

Are we saving these children sim&ly because we have the ability
to do 80, or do we save them with the commitment to alsc provide
them with a reasonable quality of life? Will these children remain
:ﬁtives of institutional care and an extensive burden to society, or

ill they, thro provision of rehabilitation, home health care
and other valuable programs, return to their homes and families to
become productive members of society?

Even er behind the pace of medical technology are Govern-
tgent ?nt% private insuragce re;ua:bursement entitles.fo ':h mﬂclagﬂ)}l-
ities of these programs design primarily to care for .he elderly
and adult populations leave the needy chi}l’d and his or ber family
hoxflless and at the whim of coetly institutional care.

example of this inflexibility can be found in the case of b&hy

irl Smith, who was born prematurely just weeks agr at a Salt

e City hospital. Starding between this infant and the arms of

her nts was a 10-day course of IV antibiotic therapy, after
which she was to be discharged to home.

IHC Pediatric Home Care was contacted in an effort to get the
child home sooner. Medication was to be administered by a home
health nurse twice a day, with a cost to Medicaid of about $65 a
daty;for the 10-day course of treatment.

the State of Utah, twice-a-dahhome health nursing care is
specifically excluded by Medicaid. Therefore, Medicaid elected not
to cover the home health care costs for baby girl Smith, who re-
mained in tke hospital’s newborn intensive care unit at a cost of
approximately $150 ts $300 per day for the prescribed 10-day
course of antibiotic therlals{.

This same senseless inflexibility is still experienced on a wide-
scale basis. Even though in many instances we find fundi for the
chronically ill or handicaned children referred to IHC Pediatric
Home Care, the parents of many of these children find themselves
trapped between the need to provide 24-hour care and the needs of
other family members, including themseives.
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Funding for respite care is still very scarce indeed either from
Government sources or frem the private, third- reimburse-
ment companies. Take, for example, the nts of an infant suffer-
ing from bronchopulmonarz dysplasia. Their child is home with tke
support of pediatric home health services, but they are responsible
for providing respiratory tnerapy treatment every 8 hours, 24
hours a day. No respite funding is available.

For pediatric home care to be successful and truly effective,
family care givers periodically require time to stand aside in order
to regain their perspective on life and the needed strength and en-
durance necessax to continue this oftimes overbearing responsibil-
ity of caring for the chronically ill child at home.

As national pediatric home care policy is developed and adopted,
it needs to incorporate reimbuisement for respite care.

Sceing the need for development of pediatric home health along
the Wasatch Front in Utah, the Primary Children’s Medical Center
and THC Home Health Agency developed as a joint venture IHC
Pediatric Home Tare. The ﬁmﬁ development combines the stre
of an experienced and well-equipped home care organization with
pediatric excellence and caring.

Patients typically seen and cared for by our service suffer from
bronchopulmonaxt:y dysplasia, feeding problems, development delay,
and are at risk for neurological impairment. ¥e also see a large
number of rehabilitation cases, including severe head trauma.

Our pediatric home care team consists of registered nurses, ;l;hys-
ical, occupational, speech and respiratory therapists, as wel’ as
medical social workers, pharmacists and dieticians, all from pediat-
ric backgrounds.

Medica! direction is provided by physicians with pediatric speci-
alities and, of courre, the child’s own attending physician. Services
provided by Pediatric Home Care include skilled nursing, vertila-
tor care, apnea monitoring, hyperalmentation and IV therapy, re-
habilitation, hospice care, and others.

The cost of health care for children can be dramatically reduced
with the approl;:riate application of home health care. In fact, cost
reduction is the principal motivating factor behind the recent
growth in home care interest nationwide.

In the spring of 1984, Primary Children’s Medical Center con-
ducted a cost comparison study 1nvolving patients in the hospital
that could benefit from pediatric home care services. Patients were
reviewed from nearly all service areas ot the hospital, including
infant special care, infectious disease, the medical surgical unit, re-
habilitation, hyperalmentetion, and mtients requiring IV antibiot-
ics, as wel! as ventilator-dependent children.

As a result of this study, it was estimated that third-party payors
combined, including Medicaid, could save as much as $900,000 per
year in hospital expenses if these children were involved in home
care programs.

QObtaining reimbursement has been an uphill battle and has pre-
sented a serious obstacle to the grovision of pediatric home health
services in our community and State. However, we are now in-
ning to realize moderate success in dealing with third-party reim-
bursement as these companies and agencies slowly open their eyes
to the benefit of pediatric home health care.
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Currently, most children referred for services are ap%roved on a
per-case basis for insurance reimbursement. Even though some cov-
erage is available, we still have t’}y;et to see the major policy changes
n to make home health care more readily accessible to
chroni%y ill and handicapped children.

Despite its bleak moments, pediatric home health care has had
an overall positive impact on the communities we serve. Take, for
example, a very young mother living in a home with no telephone
and with a_recently discharged at-risk newborn child. When the
child experienced recpiratory arrest, there was nowhere for the
mother to turn for help.

As she watched her newborn dying before her eyes, the home

care nurse appeared at the door for her regularly scheduled visit
and was able to save the child’s life. We have found that it is not

These children are most certainly at greater risk without the abili-
ty to communicate with the veri sources that may save their lives.

On another occasion, a home health nurse was making a routine
call on a family with a child recently released from a newborn in-
tensive care unit with bronchopulmonary dysplasia. She was evalu-
ating the child’s respiratory status and discovered something was
wrong.

Hospitalization wss recommended and, upon hospitalization, a
lung abcess was found which could have been life-threatening if
left undiscovered and unattended. Apart from the life-saving serv-
ice rendered by this nurse by being availeble to detect this serious
problem, she saved hundreds of dollars in hospital medical expense
by detecting the problem early and limiting the extent of hospitali-
zation.

Another dramatic example of the benefits of home health care is
that of Kurtis, a 12-year-old boy who was struck by an automobile
while riding his bicycle. Just 1 week prior to his accident, Kurtis
had received the Kiwanis Hope of America Award. Now he was
hospitalized with multiple injuries, including severe head trauma,

His course of recovery was slow, with little or no improvement
from day to day. He was admitted to Primary Children’s Rehabili-
tation Center for intensive therapies, and while his medical condi-
tion stabilized, there was still no indication of substantial improve-
ment.

As children typically respond better in familiar surroundings,
the decision was made to discharge Kurtis with pediatric home
care support. Regular nursing visits, along with consistent physical,
speech and occupational therapy, were prescribed. The parents
were taught and carried out a therapeutic treatment program.

With many of Kurtis’ social and emotional concerns laid to rest
by being at home in an environment more familiar, he began to
make slow progress. Today, Kurtis is walking, talking and riding
his bicycle again. Even though Kurtis now receives his theraries
through the hospital’s out-patient services, the provision of ped};at-
ric home care can be attributed with prorroting much of Kurtis’ re-
fc;ove.zl'y,l %nd at the same time facilitating a much less disruptive

amily life.
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It is also responsible for saving thousands of dollars in intersive
in-patient rehabilitation care by enabling early discharge.

In conclusion, as modern medicine continues to expand and de-
velop its life-saving technologies, we must realize that it is not
enough simply to save lives, but we must also bear the responsibil-
ity of adding quality to the fragile lives that we have spared.

Pediatric home care is a modern health care service with roots
that predate institutional-based care. It reflects the modern
achievements of medical science applied in a practical, sensible and
cost-effective fashion. It has been proven to lend much to the stabil-
itlyl,vil t()if;gamilies and quality of life of chronically ill and handicapped
c n.

Pediatric home care is an entity whose time has come, and yet
still faces substantial barriers to making it an option more readily
available to all those who may benefit from its varied and valuable
programs.

I appreciate the committee bringing pediatric home care to light
in this fashion and appreciate the opportuni , of ‘stifying on
behalf of pediatric hore health. Thank you.

[The prepared statement of Mr. Walker follows.]
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DISTINGUISHED SENATORS, MY NAME IS WES WALKER. 1 AM ADMINISTRATIVE DIRECTOR
OF PHYSICAL NEDICINE AND RERABILITATION AT PRIMARY CHILDREN'S MEDICAL CENTER IN
’ SALT LAKE CITY, UTAH AND CHAIRMAN OF THE PEDIATRIC HOME CARE ADVISORY COMMITTEE
FOR INTERMOUNTAIN HEALTH CARE HOME HEALTH AGENCY ALSO LOCATED IN SALT LAKE CITY.
1 APPRECIATE THIS OPPORTUNITY TO SHARE WITH YOU SOME OF OUR SUCCESS AND ALSO SOME

OF THE BARRIERS TO SUCCESS THAT WE HAVE EXPERIENCED AS A HOME HEALTH ENTITY.

INTERMOUNTATN HEALTH CARE IS A NON.PROFIT CORPORATION SERVING 11 WESTERN
STATES. 1.H.C. OWNS AND OPERATES 26 HOSPITALS AND AFFILIATES WITH OVER 100 HOSPI-
TALS, PROGRAMS AND SERVICES. IT ALSO OWNS THE LARGEST HOME HEALTH AGENCY IN THE
STATE OF UTAH.

PRIMARY CHILDREN'S MEDICAL CENTER IS A MEMBER OF THE 1.H.C. FAMILY aND IS A
FULL SERVICE PEDIATRIC HOSPITAL SERVING THE INTERMOUNTAIN WEST (UTAH, IDAHO, NEVADA,
MONTANA, WYOMING, AND PARTS OF COLORADO, NEW MEXICO AND ARIZONA). IT IS THE ONLY
FULL SERVICE PEDIATRIC MEOICAL CENTER BETWEEN DENVER AND THE WEST COAST. LIKE MANY
OTHER WELL £QUIPPED CHILDREN'S MEDICAL CENTERS AND HOSPITALS ACROSS THE UNITED
STATES, PRIMARY CHILDREN'S POSSESSES THE LATEST IN MEDICAL TECHNOLOGY AND LIFE
SAVING ABILITY. CHILDREN WHO WOULD HAVE DIED EVEN A SHORT DECADE AGO ARE NOW BEING
SAVED. BUT SOCIETY AND MODERN MEDICINE WITH IT'> HIGH TECHNOLOGICAL LIFE SAVING
MEASURES HAVE NOT KEPT PACE WITH THE PROGRAMS AND RESOURCES NECESSARY TO MEDICALLY
AS WELL AS SOCTALLY AND EMOTIONALLY MANAGE THESE CHILDREN ONCE THEIR FRAGILE LIVES
HAVE BEEN SAVED.

1 POSE THIS QUESTION: ARE WE SAVING THESE CHILOREN SIMPLY BECAUSE WE HAVE
THE ABILITY TO DO SO, OR 0O WE SAVE THEM WITH THE C . TMENT TO ALSO PROVIDE THEM
WITH A REASONABLE QUALITY OF LIFE? WILL THESE CHILDREN REMAIN CAPTIVES OF
INSTITUTIORAL CARE AND AN EXPENSIVE BURDEN TO SOCIETY OR WILL THEY, THROUGH THE
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PROVISION OF REHABILITATION, HOME HEALTH CARE AND OTHER VALUABLE PROGRAMS, RETURN
TO THEIR HOMES AND FAMILIES TD BECOME PRODUCTIVE MEMBERS OF SOCIETY?

¢ EVEN FURTHER BEHIND THE PACE OF MEDICAL TECHNOLOGY ARE GOVERNMENT AHD PRIVATE
INSURANCE REIMBURSEMEAT ENTITIES, THE INFLEXIBILITIES OF THESE PROGRAMS, OESIGNED
PRIMARILY TO CARE FOR THE ELDERLY AND ADULT POPULATIONS, LEAVE THE NEEOY CHILD AND
HIS OR HER FAMILY HOPELESS AND AT THE WHIM OF COSTLY INSTITUTIONAL CARE.

AN EXAMPLE OF THIS INFLEXIBILITY CAM BE FOUND IN THE CASE OF 8ABY GIRL SMITH,
WHO WAS BORN PREMATURELY JUST WEEKS AGO, AT A SALT LAKE CITY HOSPITAL. STANDING
BEYWEEN THIS INFAHT AND THE ARMS OF HER PARENTS WAS A 10 DAY COURSE OF I.V. ANTI-
BIOTICS AFTER WHICH SHE WAS TO BE DISCHARGED TD HOME. I.H.C. PEDIATRIC HOME CARE
WAS CONTACTED IN AN EFFORT TO GET THE CHTLD HOME SOONER. MEOICATION WAS TO BE
ADMINISTERED BY A HOME HEALYH NURSE TWICE A DAY WITH A COST TO MEDICAIO OF ABOUT
$65 A DAY FOR YHE 10 DAY COURSE OF TREATMENT. IN THE STATE OF UTAH, TWICE A DAY
HOME HEALTH NURSING CARE IS SPECIFICALLY EXCLUDED BY MEDICAID. THEREFORE, MEDICAIOD
ELECTED NOT TO COVER HOME HEALTH CARE CDSTS FOR BABY GIRL SMITH WHO REMAINED IN
THE HOSPITAL'S NEWBORN INTENSIVE CARE UNIT AT A COST OF APPROXTMATELY $300 PER DAY
FOR THE PRESCRIBED 10 DAY COURSE OF ANTIBIOTIC THERAPY. THIS SAME SENSELESS FLEXI-
BILITY IS STILL EXPERIENCED ON A WIDE SCALE BASIS.

EVEN THOUGH, IN MANY INSTANCES, WE FIND FUNDING FOR THE CHROMICALLY ItL OR
HANDICAPPEO CHILDREN REFERRED TO I.H.C. PEDIATRIC HOME CARE, PARENTS OF MANY OF
THESE CHILDREN FIND THEMSELVES TRAPPED BETWEEN THE NEED TO PROVIDE 24 HOUR CARE
AND THE NEEDS OF OTHER FAMILY MEMBERS INCLUDING THEMSELVES. FUNDING FOR RESPITE
CARE IS STILL VERY SCARCE INDEED, EITHER FROM GOVERNMENT SOURCES OR FROM PRIVATE.
THIRD PARTY REIMBURSEMENT COMPANIES. TAKE FOR EXAMPLE THE PARENTS OF AN INFANT
SUFFERING FROM BRONCHOPULMOMARY OYSPLASIA. TMEIR CHILD IS HOME WITH THE SUPPORT
OF PEDIATRIC HOME HEALTH SERVICES, BUT THEY ARE RESPONSIBLE FOR PROVIDING
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RESFIRATORY THERAPY TREATMENT EVERY THREE HOURS, 24 HOURS A DAY, NO RESPITE FUNDING
1S AVAILABLE. FOR PEDIATRIC HOME CARE TO BE SUCCESSFUL AND TRULY EFFECTIVE, FAMILY
CARE GIVERS PERIODICALLY REQUIRE TIME TO STAND ASIDE IN ORDER TO REGAIN THEIR
PERSPECTIVE ON LIFE AND THE NEEDED STRENGTH AND ENDURANCE NECESSARY TO CONTINUE
THIS OFTIMES OVERBEARING RESPONSIBILITY OF CARING FOR THE CHRON]CJ.\LLY ILL CHILD

AT HOME. AS NATIONAL PEDIATRIC HOME CARE POLICY IS DEVELOPED AND ADOPTEO, IT HEEDS
TC INCORPORATE REIMBURSEMENT FOR RESPITE CARE,

SEEING THE NEEO FOR DEVELOPMENT OF PEDIATRIC HOME HEALTH ALONG TRT WASATCH
FRONT IN UTAH, PRIMARY CHILDREN'S MEDICAL CENTER AND I1.H.C. HOME HEALTH RGENCY
DEVELOPED, AS A JOINT VENTURE, 1.H.C. PEDIATRIC HOME CARE. THE FINAL DEVELOPMENT
COMBINES THE STRENGTH OF AN EXPERIENCED AND WELL EQUIPPED HOME CARE ORGANIZATION
WITH FEDIATRIC EXCELLENCE AND CARING. THE PROGRAM WAS INSTITUTEO IN THE FALL OF
1984 ANO EVEN THOUGH WE HAVE BEEN IN EXISTENCE LESS THAN ONE YEAR, WE ARE ALREADY
RENDERING OVER 100 VISITS PER MONTH IN THE SALT LAKE AREA AND HAVE EXPANDED OUR
SERVICES TO THE CENTRAL PART OF THE STATE. PATIENTS TYPICALLY SEEN AND CARED
FOR BY DUR SERVICE SUFFER FROM BRONCHOPULMONARY DYSPLASIA, FEEDING PROBLEMS,
DEVELOPMENTAL DELAY ANO ARE AT RISA FOR NEUROLOGICAL IMPAIRMENT. WE ALSD SEE A°
LARGE NUMBER OF REHABILITATION CASES INCLUDING CHILDREN WITH MODERATE TO SEVERE
HEAD TRAUMA.

OUR PEDIATRIC HOME CARE TEAM CONSISTS OF REGISTERED NURSES, PHYSICAL, OCCU-
PATIONAL, SPEECH AND RESPIRATORY THERAPISTS AS WELL AS MEOICAL SOCIAL WORKERS ,
PHARMACISTS, AND DIETITIANS, ALL FROM PEDIATRIC BACKGROUNDS. MEOICAL OIRECTION
1S PROVIDED BY PHYSICIANS WITH PEDIATRIC SPECIALTIES, AND OF COURSE THE CHILD'S
OWN ATTENDIHG PHYSICIAN. SERVICES FAOVIDED BY PEDIATRIC HOME CARE INCLUDE SKILLED
NURSING, VENTILATOR CARE, APNEA MONITORING, HYPERALKENTATION ANO I.v. THERAPY,
REHABILITATION, HOSPICE CARE AND OTHERS.
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PEOIATRIC HOME CARE IS AN INTENSE SERVICE THAT DOES NOT CONTINUE TO SERVE
PATIENTS AND FAMILIES OVER AN EXTENDED PERIOD QF TIME. ALL TRAINING PROVIDED BY
THE HOME CARE TEAM IS GEARED TOWARD HELPING THE PARENTS LEARN THE SKILLS AND CON-
FIDENCE NECESSARY IN TENOING TE) THEIR CHILD'S UNIQUE MEOICAL AND PSYCHOSOCIAL
NEEDS BEYONO THE ACUTE SCOPE OF CARE.

THE COST OF HEALTH CARE FOR CHILDREN CAN BE ORAMATICALLY REOUCED WITH THE
APPROPRIATE APPLICATION OF HOME HEALTH CARE. IN FACT, COST REOUCTION IS THE
PRINCIPLE MOTIVATING FACTOR BEHIND THE RECENT GROWTH IN HOME CARE INTEREST NATION-
WIDE.

THE AMERICAN ASSOCIATION OF RESPIRATORY THERAPY ESTABLISHED THE AVERAGE COST
OF C'RING FOR A VENTILATOR DEPENDENT CHILD IN THE HOSPITAL AT APPROXIMATELY $271,000
A YEAR. CARING FOR THE SAME CHILO AT HOME WOLLO REQUIRE ABOUT $21,00" PER YEAR.

IN THE SPRING OF 1984, PRIMARY .CHILOREN'S MEDICAL CENTER CONOUCTED A cOST
COMPARISON STUDY INVOLVING PATIENTS IN THE HOSPITAL THAT COULD BENEFIT FROM PEOIATRIC
HOME CARE SERVICES. PATIENTS WERE REVIEWED FROM NEARLY ALL SERVICE AREAS OF THE
HOSPITAL, INCLUDING INFANT SPECIAL CARE, INFECTIOUS DISEASE, THE MEDICAL SURGICAL
UNIT, REHABILITATION, HYPERA‘!.MENTATION AND PATIENTS REQUIRING HOME 1.V. ANTIBIOTICS
AS MELL AS VENTILATOR DEPENDENT CHILOREN. AS A RESULT OF THIS STUDY, I* WAS
ESTIMATED THAT THIR.O PARTY PAYERS COMBINEO, INCLUCING MEDICAID, COULD SAVE AS MUCH
AS $900,000 PER YEAR IN HOSPITAL EXPENSES IF THESE PATIENTS WERE INVOLVED IN HOME
CARE PROGRAMS.

OBTAINING REIMBURSEMENT HAS BEEN AN UPHILL BATTLE AXD HAS PRESENTED A SERIOUS
0SSTACLE TO TRZ PROVISION OF PEOIATRIC HOME HEALTH SERVICES IN OUR COMMUNITY AND
STATE. HOWEVER, WE ARE HOW BEGINNING TO REALIZE MODERATE SUCCESS IN OEALING WITH
THIRD PARTY REIMBURSEMENT AS THESE COMPANIES ANO AGENCIES SLOALY OPEN THEIR EYES
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TO THE BENEFIT DF PEDIATRIC HOME HEALTH CARE. CURRENTLY, MOST CHILDREN REFERRED
FDR SERVICES ARE APPROVED ON A PER CASE BASIS FOR INSURANCE REIMBURSEMENT. EVEM
THOUGH SOME COYERAGE IS AVAILABLE, WE STILL HAVE YET TO SEE THE MAJOR POLICY CHANGES
NECESSARY TO MAKE HOME HEALTH CARE MORE READILY ACCESSIBLE TO CHRONICALLY ILL AND
HANDICAPPED CHILOREN.

DESPITE IT'S BLEAK MCMENTS, PEDIATRIC HOME CARE HAS HAD AN OVERALL POSITIVE
IMPACT ON THE COMMUNITICS NE SERVE. TAKE FOR EXAMPLE A VERY YOUNG MOTHER LIVING
IN A HOME MWITH NO TELEPHONE AND WITH A RECENTLY DISCHARGED AT RISK NEWBORN CHILD.
WHEN THE CHILD EXPERIENCED RESPIRATORY ARREST, THERE WAS MOWHERE FOR THE MOTHER
TO TURN FOR HELP. AS SHE WATCHED HER NEWBORN DYING SEFDRE HER EYES, THE HOME CARE
NURSE APPEARED AT THE DOOR FOR HER REGULARLY SCHEDULES VISIT AND WAS ABLE TO SAVE
THE CHILD'S LIFE.

WE HAVE FOUND THAT IT IS NOT AN UNCOMMON OCCURANCE FOR LOW INCOME FAMILIES,
WITH AT RISK INFANTS AND CHILDREN AT HOME, TO BE UNABLE TO AFFORO A TELEPHONE.
THESE CHILOREN ARE MOST CERTAINLY AT GREATER RISK WITHOUT THE ABILITY TO COMMUNI-
CATE WITH THE VERY SOURCES THAT MAY SAVE THEIR LIVES.

ON ANOTHER OCCASIDN, A WOMC MEALTH NURSE WAS MAKING A ROUTIHE CALL ON A
FAMILY WITH A CHILD RECENTLY RELEASED FROM A NEWBORN INTENSIVL CARE UNIT WITH
BRONCHOPULMONARY DYSPLASIA. SHE WAS EVALUATING THE CHILD'S RESPIRATORY STATUS
AND DISCDVERED SOMETHING WAS WRONG. HOSPITALIZATION WAS RECOMMENDED. UPON HOS-
PITALIZATION, A LUNG ABCESS WAS FOUND, YHICH COULD HAVE BEEN LIFE THREATENING IF
LEFT UNDISCOVERED AND UNATYENDED. APART FROM THE LIFE SAVING SERVICE RENDERED 8Y
THIS NURSE, BY BEING AVAILABLE TO DETECT TH'S SERIOUS PROBLEM, SHE SAVED HUNDREDS
DF DOLLARS IN HDSPITAL MEDICAL EXPENSE BY DETECTING THE PROBLEM EARLY AND LIMITING
THE EXTENT OF HDSPITALIZATION.
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ANOTHER DRAMATIC EXAMPLE OF THE BENEFITS OF HOME HEALTH CARE 1S THAT O° CURTIS,

A 12 YEAR DLD BOY WHO WAS STRUCK BY AN AUTOMOBILE WHILE RIDING HIS BICYCLE. JusT
ONE WEEK PRIOR TO HIS ACCIDENT, CURTIS HAD RECEIVED THE KIMANIS “HOPE OF AMERICA

© AMARD™. NOW HE WAS HOSPITALIZED YITH MULTIPLE INJURIES INCLUDING SEVERE HEAD TRAUMA.
HIS COURSE OF RECOVERY WAS SLOW WITH LITTLE OR NO IMPROVEMENT FROM DAY TO OAY. HE
WAS ADMITTED TO PRIMARY CHILOREN'S REHABILITATION CENTER FOR INTENSIVE THERAPIES
AND, WHILE HIS MEDICAL CONDITION STABILIZED, THERE WAS STILL NO INDICATION OF
SUBSTANTIAL IMPROVEMENT,

AS CHILOREN TYPICALLY RESPOND BETTER IN FAMILIAR SURROUNDINGS, THE DECISION
WAS MADE TO DISCHARGE CURTIS WITH PEDIATRIF HOME CARE SUPPORT. REGULAR NURSING
VISITS ALONG WITH CONSISTENT PHYSICAL, SPEECH, AND OCCUPATIONAL THERAPY WERE PRE-
SCRIBED. PARENTS WERE TAUGHT AND CARRIED OUT A THERAPEUTIC REGIME.

WITH MANY OF CURTIS® SOCIAL AND EMOTIONAL CONCERNS LAID TO REST 8Y BEING AT
HOME, IN AN ENVIRONMENT MORE FAMILIAR, CURTIS BEGAN TO MAKE SLOW, STEADY PROGRESS.
TODAY, CURTIS 1S WALKING, TALKING, ANO RIDING HIS BICYCLE AGAIN.

EVEN THOUGH CURTIS NOW RECEIVES HIS THERAPIES THROUGH THE HOSPITAL'S OUTPATIENT
SERYICES, THE PROVISION OF PEDIATRIC HOME CARE CAN BE ATTRIBUTED WITH PROMOTING
MUCH OF CURTIS' RECOVERY AND AT THE SAME TIME FACILITATING A MUCH LESS DISRUPTIVE
FAMILY LIFE. 1T IS ALSO RESPONSIBLE FC SAVING THOUSANDS OF DOLLARS IN INTENSIVE
INPATIENT REHABILITATION CARE BY ENABL . EARLY DISCHARGE.

14 CONCLUSION, AS MODERN MEDICINE CONTINUES TO EXPAND AND DEVELOP IT'S LIFE
SAVING TECHNOLOGIES, WE MUST REALIZS THAT IT IS NOT ENOUGH SIMPLY TO SAVE L1ves,
BUT WE MUST ALSO BEAR THE RESPONSIBILITY OF ADGING QUALITY YO THE FRAGILE LIVES
THAT WE HAVE SPARED. PEOIATRIC HOME CARE 1S A MODERN HEALTH CARE SERVICE WITH
ROGTS THAT PREDAVE INSTITUTIONAL BASED CARE. IT REFLECTS THE MODERN ACHIEVEMENTS
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OF MEDICAL SCIENCE APPLIED IN A PRACTICAL, SENSIBLE AND COST EFFECTIVE FASHION.
1T HAS BEEN PROVEN TO LEND MUCH TO THE STABILITY OF FAMILIES AND QUALITY OF LIFE
OF CARONICALLY ILL AND HANDICAPPED CHILDREN. PEOIATRIC HOME HEALTH CARE IS AN
ENTITY MHOSE TIME HAS COME AND YET STILL FACES SUBSTANTIAL BARRIERS TO MAKING IT
AN OPTION MORE READILY AVAILABLE TO ALL THOSE WHD MAY BENEFIT FROM IT'S VARIED
AND VALUABLE PROGRAMS.

1 APPRECIATE THE COMMITTEE BRINGING PEDIATRIC HOME CARE TO LIGHT IN THIS
FASHION AND APPRECIATE THE OPPORTUNITY OF TESTIFYING ON BEHALF OF PEDIATRIC HOME
HEALTH. THANK YOU.
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Senator HAWKINS. Thank you.

Ms. Davis. Thank you. It is a privilege to be here. I am Betsy
Davis and I sm vice president of operations of VNS Home Care, a
subsidiary of the Visiting Nurse Service of New York, the largest
and one of the oldest home health agencies in the country.

Maternal and child health/pediatric services is one of four pro-
grams that we offer. You have received my written testimony
which I will now attempt to summarize. Specialized maternity and
iiediatnc staff this will provide approximately 144,00 visits to

,000 children under the age of 21 in the boro of Manhattan,
Queens, and the Bronx. This represents approximately an 80 per-
cent increase of services to this age group over the previnus year.

The infants, children and adolescents we see have a range of dis-
abling conditions ana severe illnesses. They fali probably into four
major groups: first, children and infants with birth defects, inherit-
ed di or some of the problems of ptematurig second, chil-
dren who are survivors of major accidents or di iing acute ill-
nesses; third, children who are the victims of child abuse; and,
fourth, children who are terminally ill.

We see children with diabetes, with cancers of many types,
severe cerebral palsy, progressive muscular dystrophy, malnutri-
tion, mental retardation, organic brauin damage; chﬁdren who are
the survivors of major devastating accidents; children with liver
disease, kidney di ; children with elephant man’s disease; chil-
dren with disease; children with mental illness, congenital
anomalies, amputations, seprosy, rheumatoid a-thritis, severe respi-
ratory disease, seizure disorders; children who are physically and
emotionally damaged by abuse, and the list could go on.

These children require a variety of mechanical aids and treat-
ments, some with complex, custom-made braces with head pins to
support the spine, neck and head to prevent agﬂlgigiation; some
with tracheostomies, some with respirators or Hickman broviacs
for intravenous nutrition, some with gastrostomies. Some require
adaptive feeding chairs, prosthetic limbs, oral prostheses, and a
range of developmental equipment.

any of these children obviously have spent months in the hos-

ital. Once home, these children require constant supervision.

; m.i: require 24-houar nursing care, often provided primarily by the
amily.

The demands, as we know, are not onl' to provide the physical
and emotional care of the child, but to also provide a rehabilitative,
educational, and stimulation program adapted to the child’s devel-
opmental needs and disabilities.

The implications for families are incredible. The mental and
physical exhaustion are inevitable. The disruption of the family
routine and distraction from relationships with other children
within the family create more stress.

Add to all of this the additional financial burdens, already well
documented in testimony, and burdens further compounded by the
gross inadequacies of health insurance coverage for home care
services for children.

Yet, with all of this, families prefer to have their children home.
Children do better at home and society benefits. The present fi-
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nancing system, however, clearly creates disincentives for families
tn continue long-term home care of children with severe illnesses
or disabilities.

Incredibly, we have created a system that would appear to
weaken instead of strengthen the family in its effort to care for a
child at home. As a home care administrator, I see the problems of
a fragmented, inadequate health insurance program for children
creating more difficult barriers for adetﬁl:-ate care than for any
other population group with which we wor.

Lest year, our citizen board of directors raised almost $3 million
for free care for all of our programs, which include hoepice, long-
term care, acute care, and our maternal child health/pediatric

home care Mprogram .
While MCH/pediatric services in our agency represents Just 7
percent of our total visits, 50 percent of these charitable dollars

st:gported care for infants and children whose families had no
other insurance or means for payment.

Coasider for a moment. , a little 8-year-old girl who was in a
diabetic coma for 2 months. en she awakened, she was unable
to move her limbs or speak, but her eyes followed you around the
room.

After 4 months of hospitalization, Sally was discharged h jme to
her parents and siblings. She was totally bedbound, with a feeding
tube and a tracheostomy. She was unable to speak or to move.

A coordinated home care program was begun the day of her hos-
pital discharge. This plan included nursing, spcech, occupational
therapy, physical therapy, and home health aid services.

Now, 15 months later, Sally no longer has any tubes. She is
learning to feed herself and slowly she is relearning to s The
coordination of care and the human dynamics established between
her family and herself and her home care professiorals and para-
professionals could not have been realized in the institution.

Had Sally continued tc be institutionalized, her care would have
cost $280,000. Her home care costs for the last 15 months totaled
$22,000. The institutional costs would have been completely cov-
ered had she stayed. VNS Home Care subsidized a part of her
home care costs until the family was Madicaid-eligible. Her father
has recently changed jobs and now part of her care is supported
through Blue Cross-Blue Shield insurance.

But more than costs, 8 home care ?rogram for children should be
looked on as providing a new type of comprehensive health service
based on. the preservation of the family and defined health care
values, not just as a means of saving institutional costs.

As a society, we have made a conscious choice to continue to pro-
mote and to pay for rosearch and technology that help these in-
fants and children survive in the emergency rooms, the intensive
care nurseries, and the opers.ing rooms. We spend thousands,
sometimes hundreds of thousands of dollars in that initial survival.

It seems to me we have a responsibility to take that survival the
next step and to protect that incredible investment in designing an
organized acute and long-term care home care program which in-
cludes professional and paraprofessional services, includes educa-
tional services, includes respite services and other support services
in assisting families—and I emphasize assisting families, not taking
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over for “a.nilies, but assisting them as they attempt to meet the
children’; medical, nursing, emotional, educational needs and pro-
moting f ne best quality of life possible within a home setting.

for this opportunity.
[The prepared statement of Ms. P wig follows:)

68




[E

64

Tastizony before the

SENATE LABOR AND HUMAN RESOURCES COMMITTEE

June 18, 1988

name is RElizgabeth Davis and I am Vice President of
Operations of VNS Howe Care, a subuidiary of the Visiting HNurse
Service of New York (VNSNY), the largest and ons of the oldest
voluntary home health agencies in the country. Our nission is
and has been to provide home nursing service, other therepies,
and support services for the acutely il1, for recovering and
dying patients of all ages, as vell as for aothers, newborns, and
children who are at risk medically or sccially.

In 1984, VNS Home Care made over 1,250,000 visits to ovar
75,000 patients in the Boroughs of Manhattan, Queens and the
Bronx through orgaaized programs of Acute Care, long Term Care,
Hospice Cars and Msternal thild Herlth/Pediatric Cara. Close to
73,000 visits were made to 10,000 persons under the age of 21 in
that same year. 144,000 visits to over 14,000 persons for this
age group are projected for 1988,

This growth is just one indicator of the commitwent of the
Board to the mission of the MCH/Pediatric program and of the
broad based support from many organizations and individuals in
the community as evidenced by their active participation on the
Agency's Professional Advisory Committee. Please ses listing of
individuals and the organizations they represent attached to this
testinony.

In addition, the Board raised funds to bring on expert staft
and to establish a conprehensive Educatioial program for multi-
disciplinary teams to meet the needs of sicker and dramatically
more disakled children and to provide more support for thair
families. Also significant are the dollars raised to pay for
non-reimbursable home care. Of the $2,700,000 spent last year
for frse care for the financially disadvantageid in all four
programs, hal? of those dollars supported care for intants and
chiidren whouse families had no other means for payment. At our
current rate in 1985, we would almost double that amount for
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subsidized care. We do not have the funds to do so. Table I
shows the sources of reimbursement for services for the 6,258
children scen in the first rive months of this year.

The infants, children and adolescents we see have a range cf
disabling conditions and severe illnesses. We ses children with
diabetes, witr cancers of many types, severe cerebral palsy,
progressive uscular dyatrophy, malnutrition, mental
retardation, organic brain dama e, children vho ars survivors of
major devastatlng accidents, children with liver disease, kidney
disease, children with neurofibramatosis - better Xknown as
Elephant Man's Disease, children with AIDS disease, mental
illness, congenital ancaalies, amputations, le rosy, rheumatoid
arthritis, severe respiratory diseiss, seizure disorders,
children who are physically and snotionally damaged by abuse, and
the 1ist could go on... Those children requirs a variety of
mechanical aids and treatments - soms with complex, custom-made
braces with head pins to support the spine, rsck and head to
prevent asphyxiation, some with tracheostonies, with reapirators
or Hiciman Broviacs (a central venoun catheter into the chest
wall) for IV nutrition, some with gastrostomies, some require
adaptive faeding chairs, prosthetic limbs, oral prostheses and a
range of developmental equipnmenrt.

Many of these children are the survivors of our incredibile
xedical and surgical technology. Many have spent monthe {n
hospitals, ondurin? assaultive intrusive procedures. Many require
constant rupervision; soue reguire 24 hour nursing care, often
provided in great part by family members themselves. The demands
are not only to provide physical and exotional care of the childq,
but to also provide a rehabi’itativa, educational/stimulation
program adapted to the individual child and their developmental
needs and disabilities.

The implications for the family are incredible, the mental
and physical exhaustion are inevitahle, the disruption to the
fanily routine and distraction from relationships with other
children within the family create more stressss.

Add to all that the additional financial burdens of the
direct and indirect costs of caring for an infant or child with
seve ‘e illness or the lifetime disabilitizs; a burden often
comp..nded by loss of income of family menbers who cannot work
or have high absenteeism because they are care providers; a
burden further compounded by the gross inadequacies of health
insurance coverage for home care services: it's a wonder that
families endure.
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However, with all this, families profer to have their
children at home. Children do better at homs, and society
benefits. Yet the present financiny system clearly creates
disincentives for families to continve long term homa care of
children with severe illnesses or disubilities. While certain
professiocnal care services can be reimbursed on a limited basis
in some states through Medicaid and some private insurance
prograns, parents ars offered little or no relier from the burden
of care either through rt services or respits services.
Ironically, monetary h\oontgvu are there for instittional care
or foster home placement. In many states prospect.ve adoptive
parsnts, no matter vhat their levels of incomes, are assured of
receiving "special® rates to provide care for disabled children
until the child reaches 21. In addition, Nedicaid eligibility is
provided for all these children, However, in striking contrast,
children with disabilities living with their natural Parents may
be eligible to raceive SSI payments at levels far below the
allowances for these children living with foster or adoptive
parents.

Incredibly, we have created a system that would appear to
weaken instead of strengthen the family in its effort to care for
a child at home. As a home care administrator, the problems of
a fragmented, inadequate health insurance brogram for children
create more difficult barriers for adeguate care than for any
other population group +ith which we work.

If ve wers to consider just savings cf costs to the system,
home care would usually be the setting of choice.

consider for a moment: Sally, a littls 8 year old girl, who
was in a diabetic coma for 2 months. When she awakened she was
unable to move her limbs or speak, but her eyes were bright as
she followed you around the room. After 4 wmonths of
hoapitalization, Sally was discharged home to her parents and
siblings. She was totally bedbound, with a feeding tube and a
tracheostomy. She was unable to speak or move. A coordinated
home care program was begun the day of her hospital discharge;
3,‘1' plan included nursing, speech, occupational and bhysical

erapy.

Now fiftusn months later, Sally no longer has any tubes, she
is learning to feed hersalf, and slowly she is re-learning to
speak. Her eyes are still bright and expressive.

The coordination of care and the human dynamics established

between her family and herself and her home care professionals
could not have Leen realized in an institution. Had 8Sally
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continuvd to be institutionalized, her care would have cost
286,200 dollars, Her home care cos:s for the last 15 months
total 22,162 dollars. The institutional costs would have been
cozpletily covered, had sha stayed. VNS Home Care subsidized
part of the home care costs until the fanily was Medicaid
eligible. The father has recently chang.d jobs and now part of
Sally's care is supported through BC/BS insurance.

But more than costs, a home care program for children should
be 1looked at as providinq A new type of comprehensive health
service based on the preservation of the family and defined
health care values, not just as a means of saving institutional
costs.

As a society, ve have made a conscious choice to continue to
promote and pay for the research ani technology that helps these
infants and children survive in the emsrgency rooms, the
intensive care nurseries, and the opsrating rooms. We spend
thousands, sometimes hundreds of thousands of dollars in that
initial survivai. It seems to ne that we have a responsibility
to take that survival the next step and to protect that

home program which inciudes professional and paraprofessional
services, respite, and other Support services in varying degrees
in assisting families as they attempt to mest their childrens
medical, nursing, emotional and educational needs in promoting
the best quality of 1ife possible within a home setting.

The interdisciplinary team xodel which actively involves
familjes utilized in Hospice has proven extremely effective
within our MCH/Pediatric Prog”am and could provide a base in
developing an organized system of care.

I look forward to seeing creative legislation that better
supports these amezing children and thair Zamilies.
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TABLE I

Source of Reimbursement by Case, VNS Home Care
January 1, 1985 - April 30, 1985

AGE % AGE % AGE % AGE 13
[+] 1-5 6-14 15-21
VOLUNTEER HOSP. 25 1.2% 46 1.9% 17 5.1% 18 1.3%
MEDICAID 1,064 50.6% 1,619 65.2% 275 82.3% 934 69.8%
BLUR CROSS 14 0.7% 18 0.7% 2 0.6% 7 0.5%
PRIVATE INSUR. 42 2.0% 20 o0.8% 4 1.2% 9 0.7%
FREE/PART TFEE 534 25.4% 521 21.0% 24 7.2% 119 8.9%
PRIVATE PAY a3 1.68% 31 l.2% 12 3.6% 19  l.4%
HEALTH DEPT. 389 18.5¢ 230 9.3% O 0.0% 232 17.3%
TOTAL 2,101 100.0% 2,485 100.0% 334 100.0% 1,338 100.0%
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infant. I am director of a local task force on pediatric respite care
and I have worked for 3 years in the Home Care Program at Chil-
dren’s Hospital N atg:nal Medical Center h('eltie g;.szlhe District.

Our Home Care Program is a unique, multidisciplinary pediatric
program. It was established in 1981 with funds from the Devore-
Stewart Trust. Over the past 3% yeears, the Home Care
has provided nursing, physical and occupational therapy, and social
services to 186 children, most of whom have been multihandi-
capped and very medically involved. Over 75 percent of the fami-
lies in our caseload have had Medicaid coverage.

time we assist the family to stabilize the child in the home environ-
ment, to determine ongoing needs, and to make referrals to appro-
priate community agencies when possible.

I would like to share with you some of the unique features of our
program by illustrating one of our typical cases. We will call the
child Jamie. Jamie was born 3 months prematurely. Because of the
technological and pharmacological advances we khave made in the
care of premature infants, Jamie survived many ups and downs in
the first months of his life.

At 7 months of age, Jamie went home for the first time. Even
then, Jamie went home with multiple problems, including lung dis-
~ase requiring oxygen, a tracheostomy tube and an apnea monitor.
He had feeding problems and very poor growth, a seizure disorder,
a complete cleft palate, and developmental delay.

Jamie’s parents had been instructed in his complex care needs.
They and his 8-year-old sister had rearranged their small apart-
ment to accommodate his medical equipment and supplies. Every-
one was excited to have him finally come home.

Jamie was able to go home in part because our Home Care Pro-
gram was able to provide intensive, home-based nursing, occupa-
tional therapy, and social work services. In providing comprehen-
sive care to Jamie and other children like him, we have discovered
several important factors, many relating tc the need for financial
assistance and other issues which the families in the first panel
today spoke about.

NO. 1! REIMBURSEMENT SCHEMES

In the care of a multihandicapped, very medically involved child
like Jamie, our team members often spend 1 to 1'% hours on each
home visit in order to provide a thorough assessment and to ad-
dress all the problems that can arise.

We are concerned that current reimbursement schemes—that is,
a flat fee per visit—do not encourage agencies to take the time
needed in home visits to multihandicapped children. We believe
that reimbursement schemes need to take into account multiple di-
agnoses and the complexity of care.
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NO. 2. CASE MANAGEMENT

Because our caseload consists of multihandicapped children like
Jamie, our team members generally spend an average of 1% hours
per day in case management tasks. We have found case manage-
ment to be key in ensuring continuity and comprehensiveness of
care, as well as cost-effectiveness.

Case management is currently reimbursable under the Katie
Beckett waiver, and we believe it should become a standard reim-
bursable home care service.

NO. 3: SOCIAL WORK SERVICES

The vast majority of the families we have worked with and, in
fact, at least 70 percent of all families with chronically ill children,
have significant financial problems. Social workers can provide
needed assistance in negotiating tiie maze Jf benefit programs and
in developing funding schemes, as well as vroviding other psycho-
social assistance. We believe social work should be a reimbursable
home care service.

NO. 4: RESPITE CARE

As other panelists have discussed, care for a child such as Jamie
is very demanding for parents and can place a great strain on the
family unit. Qur experience indicates that respite care is an essen-
tial component of effective home care and is far less costly than re-
hospitalization.

Respite care is a reimbursable service under the Medicaid home
and community-based waiver, but it is not widely available. We be-
lieve respite care needs to become easily accessible and a standard
reimbursable service.

NO. 5: TRAINING

We have seen a need for training of pediatricians and communi-
ty health nuvrses and other health providers in care of the multi-
handicapped, chronically ill child, particularly related to high-tech
care.

NO. 6. COST-EFFECTIVENESS

As other panelists and parents have discussed, we have fu.ind
home care to be cost-effective. A case in point is a child we will call
Mary. With problems very similar to those of Jamie, Mary’s hospi-
tal bills averaged $62,463 per month. Her home care costs averaged
$1,500 per month for the first 4 months, dropping to only $1,000
per month as her condition improved.

Another child we will call Peter had even more complex care
and required a ventilator at home. Despite a verly; costly private
duty nursing coverage of 16 hours a day, Peter’s home care costs
averaged $27,000 less than hospital costs each month.

At the Children’s Hospital National Medical Center Home Care
Program, we have again and again seen home care to be a cost-ef-
fective approach to optimizing the potential of chronically ill and
multihandicapped children and their families.
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Thank you for the opportunity to discuss this issue and I encour-
age you to take all the testimony today seriously as you ponder leg-
islation in pediatric home care.

[The prepared statement of Ms. Ahmann follows:]
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70: Committee on Lsbor and Human Resources
U.S. Senate

FROM: Elizabeth Ahmann, RN,MS,FNP

Re: Pedistric Home Care
(Testimony for hearing 6/18/85)

My name is Liz Ahmann. I am s Femily Nurse Pract’tioner; I sm writing s book on
home care of the high risk infant; I am director of s local tssk force on
pedistric respite carc; and I hsve worked for three yesrs in the Home Care Progras
st Children's Hoapitsl Nationsl Medical Center here in the District.

Our liome Care Progran is a unique multidisciplinary pedistric program. It was
estsblished in 1981 with funds from the Devore-Stewsrt Trust. Over the psst 3%
years, the Home Care Program hss providad nursing, physical and occupstionsl
therapy ® and socisl services to 186 children, moat of whom have been multiply
handicspped and very medically involved. Over 75% of the families in our caselosd
have had Medicsid coverage.

The purpose of the Home Care Progran has been to fscilitate the transition between
the hospital and the home and community. Our average length of service has been
six months, during which time we assist the family to stabilize the child in the
home environment, to determine ongoing needs, and to make referrsls to appropriate
community sgencies when possible.

I would 1ike to share with you some of the unique features of our progran by
illustrating one of our typical cases - we'll csll the child Jamie. Jamie was homn
3 wmonths prematurely. B of the technological and phsrmacologicsl sdvances
we've made in the care of premature infants, Jamis survived many ups and downs in
the first months of his 1ife. At seven months of sge, Jamie went home for the first
time. Even then, Jamie went home with multiple problems, including lung disesse,
requiring oxygzen, s trscheostomy tube,and an apnes monitor. He had feeding problenms
and very poor growth, s seizure disorder, s cuaplete cleft pslste, and °

was develpomentally delayed.

Jamie's pstents had been instructed in his complex care needs; they snd his 8 year
old sister had rearranged th.!r smill apartment to accommodate his medical
e uipment snd cupplies. Evervone was excited to have aim finslly come home.

Jamie was able to go home in part becsuse our Home Care Program wae sble to pro-
vide intensive home-based nursing, occupationsl therspy, and social work services.
In providing comprehensive care to Jemie,and other children like him, we have
discovered several important factors.

Number Ooe: Reimbursement Schemes
In the care of & multiply handicapped, very medicslly involved child like
Jamie, we often spend 1-13 hours on each home vigit in order to provide 3
thorough assessment of multiple problems, answer parents' questions, vevieo
care 88 needud, and suggest therapeutic interventions. We have been able to
take the time needed on each visit with Jamie because of our foundation
funding. Current reim! ur-ement schemes, however, are based on & flut fee per
visit. Therefore, home care personnel in an agency dependent on Medicnid or
other insurance reimbuisement may not find it financislly feasable to
provide the type of zare needed by multihandicapped cu.ldren. We believe
that reimbursem nt schemes need to take into account multiple diagnoses and
the complexity of care.
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Nuzber Two: Case Management

Because our caseload consists of multihandicapped children 1ike Jamie, our
team mecbers generally spend an average of 1y hours per day in cage
minagement tasks. These tasks include in-hospital pre~discharge consultation;
liagon with the numerous physicians involved in the care of each child
(related to the child's atatus at hose, clinic visits, emergency room visits,
and rehospitalizations when necesasry); and l1isson with other community
agencies that may be involved with s fanily, such as educational programs,
Medicaid, protective services, a family therapist. These case managenent
tasks sre all necessary to promote communication 8mONg numerous care providers,

ensure continuity and comprehensiveness of care a3 well asz coat
effectiveness, The REACH project in Florids, funded by the Robert Wood Johnson
Foundation sad Florida Medicaid, trained nuraes to serve 88 case managers for
chronically 111 children. Repo tedly, after paying the case mansgere, the
progran demonstrated a 17% reduction in gross health coata, saving an average
of $800 per year per child.By zromoting appropriste utilfzat

ently reimbursable
under the Katie Beckett Waiver; and we believe it ghould become 8 standard
relnbursable home care service.

Number Three: Social Work Services

The vast majority of families we have vorked with, and in fact, according
to Ireys at Vanderbilt, at least 70% of all families with chronically 111
children have significant financial problems. A home care social worker
can assist families in regotiating the maze of benefit programs and in
developing other funding schemes. In addition, chronically 111 or disabled
children and their families are more likely than their 'eal "Wy vorterparts
to have a varfety of psychological .ni sicial problems. A child's adjustment
to chronic impairment, and the ability to function optimally, appear to be
related to family functioning. Home based gocial services, we have seen, can
significantly asgist in o} timizing the functioning of child and family. We
Lelieve social work should be a standardly reimbursable home care service.

Number Four: Respite Care

ERI
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Care for a child such as Jamie is v -1y demanding and can place a great gtrain
on the entire famf.y unit.In a Robert Wood Johnson Foundation funded study
of the Home Care Program population, families were agked what helped them
care for their children at home; a strong theme that emerged wag the need to
have people share the actual caretaking of the child. Based on limited
surveys in the District, funded by the AssociationfOr the Zare of Children's

study also supports the need for respite care. Joyce,et al, in a 1983 study
of families participating in an in-home respite program, found that 307 of
the parents woyld definately be unable to care for their disabled children at
home without respite nnd 88% felt that the service significantly aided them
in avoiding institutionalization of their children. Cohen, in a 1981 stuay,
found that families receiving respite care evidenced significantly better
attitudes toward the disabled child, better ability to cope with the child

in the home, snd better family functioning, satisfaction with life and
hopefulness for the future than did comparable families not receiving respite.

In pany communities respite care is available for the mentally retarded and
developrentally disabled, but not for (! ildren with chronic illness. For
these fanilies, respite is exceedingl “ficult to obtain.
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Number Five: Training and Research

Number Six: Cost Effectiveness

ERIC

Depending on the child's condition and the family's needs, appropriate
respite carc ca. take a variety cf forms. Respite care might be needed for an
occaajonsl bresk (for example, for a parent's own medical nppoint-ent); for
several hours or afternoons a week for psrental relief and time for the
family to relax together; or for occasional weekend or weak-long coverage
toallow family vacations. Reapite care might most appropriately be provided
in the (amily’s home, someons alses home, or in an inatitution. Respite

care might most sappropriately be providad by a trainad lay person, a haalth
aide, or s professional nurse, dapending on the child's condition.

Our experience indicates that respite care, in whatever form is most
sppropriste, is an essentisl component of effsctive home care; and, raspite
is far less costly than rehospitslization. Respite care is a reimbursable
service under the Medicaid Home and Community Basad Waiver, but is not
widely available for the chronically ill. We believe that respite care needs
to become easily accessible and a standard reimburssble service.

%e have aeen that to engure safe, effective and comprehenaive pediatric

home care, severalissues must be addressed. Community pediatricians need
training that will increase their expertise and comfort in providing primery
care fo- the increasing population of children with multiple emd eemplex
impairnents. Community health, and other,nurases providing home care aervices
to children should have pedistric training and need ¢ngoing, updated training
programs that sddress care of the child with high tech care needs. Training
in Canily intervention and in recognizing signs of child abuse and neglect

is important for all home care personnel.

Research about pediatric home care is needed. Ruth Stein, at Albert Einstein~

Bronx “unicipal Hospital has begun to study child and family factors that may
predict the eppropriateness of home care services. Further study should be encouragec
in the areas of evaluating appropriate hospital discharge planning and in
determining wihat makea home care work for which children and families.

We have found home care to be cost effective. A case in point is a child ve'll
call Mary. With problems similar t. those of Jamie,Mary's hospital bills
sveraged $62,463 per ponth, or over $2000 per day. Her home care costs

averaged $1500 per month for the first four months, dropping to only $1000 per
month, or $33 per day, as her condition improved. Another child we'll call Peter
was born with a rare neuromuscular disease making it difficult for him to move
his arms and legs and to breathe without the assistance of a ventilator.
Peter's monthly hospital charges sveraged over $40,000 per month, Home care
costs for Peter (including equipment and supplies, formula, medications,
tranaportation, clinic visits, increased home electrical bills, the services

of our program, and 16 hours of skilled nursing each day at home) hiave averaged
$13408 per month: a savings of § 27000 per month over hospital costs, each
month.

Numerous other programs have also shown home care to be cost effective. Yet,
a 1983 rennaylvania Health Departoent study (reported in CARING, May,1985)
found that 260 ventilator dependent individuals under the age of 2] were in
hospitals. unable to go home because they could not find reimbursement for
home care. The cost of care for theae individuals totalled approximately
$93.6 nillion per year. Home care for the game individucls would have cest
approximately $3.12 million, thus saving over $90 million each year in
Pennsylvania alone. Clearly, home care is cost effective.
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At the Children’s Hospital National Hedical Center Home Care Program. we have
again and again seen home care to be a comprehensive approach to optimizing the
potential of chronically {11 and multihandicapped children. W "wve seen home

+ care, in fact, benefit the entire family. The field of pediatric home care is
3 growing field. It is growing because children and families need it to grow.
Federal legislation must reflect the needs of chronically 111 children and
their faniliea in this very important area.

Senator HAWKINS. Thank you very much; a very interesting

panel.
I have a prepared statement which I would iike to insert in the

record at this point. )
[The prepared statement of Senator Hawking follows:]
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STATEMENT OF SENATOR PAULA HAWKINS
ON
HOME HEALTH CARE POR CHRONICALLY ILL CHILDREN

Mr. Chairman, It is hard to imagine a more frustrating situation
than a parent who wants to be near and personally help care for
their critically 111 child but 1s prevented from doing 8o because
of the provisions in public and private health insurance

programs.

Unfortunately that 1s the situation facing millions of

chronically 111 children today. Our methods of paying for health
care for these children forces many parents to suffer through
needless trauma and separation despite the fact that the
technology that keeps these children alive is flexible enough to

allo¥ them to be cared for in their own homes.

I don't want in any way to be perceived as being critical of the
fantastic care that these children receive in hospitals. The
doctors and nurses who care for these children are dedic. ted to

these children's survival. But interestingly enough, it 18 often
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these heaith profecsionals that are among the first to agree that
these chronically 111 children need tha love, attentisn and

special care that cnly their own families can provide.

Often it takes the dramatic example of one child, and one

dedicated family to propel Congress, the Administration and the
States into long overdue action. In this situation, it took the
heart-rendering tale of 53§1en§eckett to prompt ¢he
Administration to propose and the Congress to enact a provision
permitting the States to apply for a Medicaid waiver for home and
community based care for chronically 111 children. I am delighted
to see Katie here today. She has obviously blossomed under the
loving care of her parents. I hope that Katie's story and the
8tories of Brandon, Robert and Lauren will prompt more States to
participate in th’s waiver program and encourage the States who
are already participating to improve their programs to better

8erve this special children.
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Senator Hawkins. Dr. Kohrman, you have expressed concern
about fraud in the home care industry. How can unscrupulous en-
trepreneurs best be prevented from exploiting these sick children
and their families?

Dr. KourMAN. I am not as concerned about outright fraud as I
am about irresponsibility. You have just heard very e oquently how
meticulous and expensive in human resources preparation for
home care is.

As the director of a hospital, I get up to three notices a week ofa
new home health care agency spﬁ:ﬁin up in the Chicago area.
Many of these are simply individu eclaring thermselves to be
home health care agencies, who hope to be reimbursed under what-
ever reimbursement mechanism exist but who are in no way quali-
fie¢ to develop this kind of a meticulous program. I am much more
concerned about that.

My reference to fraud and abuse was because I think the Con-
gress and the regulatory agencies, particularly HCFA, are appro-
priately concerned about maintaining control over the funds they
administer. We are all very aware of some abuses in some Federal
programs; 1 wanted mostly to signal my recognition of that con-
cern, and to recognize that whatever programs are developed, that
in this kind of a burgeoning industry there are going to be some
fringe activities, as with Medicaid and others.

1 do not think that the abuses invalidate the programs, but I do
think that those of us who are responsible should recognize the
need to build safeguards in as we develop new programs.

Senator HAWKINS. You proposed a new trust fund for chronically
ill children. Do you think the expenditures could be contained by a
prospective or capped payment mechanism?

Dr. KoHrMAN. Th-re is a significant difference between prospec-
tive and capped, I do not want to answer both of those simulta-
neously. Let me take the first; there is a significant time value of
money, and my insurance industry colleagues have pointed out to
me that if you have $! million indemniiy that has to be pa ed
anyhow under a major medical policy, and if the payout on that
can be extended from, say, 2 years, to 20 years, you buy annuities
for that $1 million something, over $600,000.

The difference between the purchase price of those annuities and
the actual indemnity of the company represents cost savings, which
then could be significantly applied to the care of these children and
the maintenance of a trust fund.

I would be very anxious to see some kind of private-public ven-
ture, possibly initiated by HCFA research and demonstrution
projects, that will begin to explore the possibility of purchasing an-
nuities or setting up trusts for each of these children as they enter
the system in anticipation of the future payouts. I think there
might be significant savings for all involved, Senator Hawkins.

Senator Hawxrns. Thank you.

Mr. Walker, some critics of home health care say if the services
are expanded that the care provided by the families would simply
be replaced by very expensive teams. In your experience, have fam-
ilies abandoned their responsibility to home care professionals?

Mr. WALkER. Our experience has been that the families have
been most supjortive and most willing to assume as much care of
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their child as possible, once they have been taught by the home
care team how to do that.

It is not our intent as a pediatric home care agency to provide
care forever for these families. Rather, we attempt to wean them
off of dependency on the home care team as time goes by and they
are able to learn and pick up and instigate treatment t emselves.

Senator HAwKINs, Tlga.nk you. '

. Davis, the visiting nurse associations are known to provide
excellent home care. at efforts tx)ﬁ visiting nurses do you know
of to help families assume responsioility for basic health care?

DAvis. I am sorry; I missed the last part of that question.

Ms. Davis. What we are attempting to do is create coordinated
team approaches to health care which very actively involve the

family and the patient. One of the models that we have begun to
:duild on in maternal child health is the hospice model of coordinat-
te 1

8 are also concerned about the issues of immunizaticn, of nu-
trition, of more adequate Prenatal care. We know in New York
State, for example, and particularly New York City, that the inad-
equacy of prenatal care and Poor nutrition are more the problems

that can lead to Frematurity and low birth weight infants,
Part of our role is to work with other agencies and with health

are attempting to raise thoge children and need help in basic pre-
ventive skills, nutrition and so forth.

Our role is multifaceted, It includes Primary prevention, educa-
tion, fostering good nutriticn, as well as the Provision of treatment
gervices. It is also to offer a coordinated team approach involving
families in managing their own care. We do offer a range, from
prevention all the wg through terminal illness care.

Senator Hawxkins. How does the income of a visiting nurse com-
pare to that of a hospital nurge?

Ms. Davis. Their individual salaries,

Senator HAWKINS. Yes.

S. DAvis. They are com arable. In New York
to have our salaries be sliggtly above the hospital
to recruit staff and in recognition ot the kind of res

as. Some of the issues for us, particularly in New
the need to provide services in unsafe areas. We ha
ices for statf in the high-crime, high-drug areas. Safe
times makes our recruitment a little more difficult.

Senator Hawkins, Is there enough difference to make home

nursing attractive to nyrses?

s. Davis. Salary may be g part of the attraction, although in
some States we known that salaries of community nurses may not
comparable to hospital nurses. The People who are attracted into

you are referring to?

City we attempt
nurseg 1in o:};ier
ponsibility they
York City, are
ve escort serv-
ty issues some-

84




80

home nursing are also people who need to function independently,
have sound judgment, are able to work in a coordinated way, and
are able to draw on community resources.

I think one of the things we value articulariy as a VNA is our
ability to use other resources to help families—for example, church
g1 ups—which was draw upon to provide support during a termi-
nal illness. They may even provide 24-hours assistance.

So the kind of work that attracts this kind of nurse has some dif-
ferences than that seen in a hospital. We do have to offer intensive
training for our staff, particularly in this whole area now of high-
tech services. And we have added specialty staff—pediatric nurse
practitioners as well as physicians and psychologists—in our Ma-
ternal Child Health Program, and do offer a 24-hour service. Com-
munity nursing has it unique fractures and it does require updat-
ing and on-going education.

e do attract some staff from hospitals who have worked in in-
tensive care nurseries. They are interested in trying to move that
kind of care out into the communities.

Senator Hawxkins. Thank you.

Ms. Ahmann, who should do case management? Should that be a
new type of grofessional or is it the home care nurse? Is it the
social worker?

Ms. AsMANN. This is a very good question, and I think one issue
is that more research needs to be done to look at thc best case
management approaches. On our team, the professsionals involved
inlproviding direct services have taken on the case management
role.

For example, if the child’s major problems are medical nursing, a
nurse will be the case manager. If the child’s major problems are
rehabilitation and therapeutic in nature, the physical or occupa-
tional therapist will be a case manager, and so on.

1 know there are other programs that are proposing to provide
solely case management services and not direct services. I am no*
personally as familiar with those, but I think that it would be im-
portant to look into different schemes and have some evaluation of
the most optimal approach to case management.

Senator HAwxINs. As we expand home care services, do we run
the risk of complicating the current system if the number of care
givers is expanded?

Ms. AamAaNN. Could you repeat that? 1 did not hear the entire
question.

Senator Hawkins. As we expand home care services, will we
complicate the current system if we have more options in the
number of care givers?

Ms. AHMANN. Could you clarify what you mean by the current
system?

Senator Hawkins. Well, whoever does it now.

Ms. AHMANN. The current home care system?

Senator HAWKINS. Yes.

Ms. AuMANN. | think to some extent the current services being
provided to families do include the services that I have talked
about. The reimbursement schemes do not always make those serv-
ices available. Is this what you are referring to?

Senator HAwWKINS. Yes.
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Ms. AnMaNN. I think that we will not complicate the care pro-
vided by making available reimbursement for case management,
making more widely available respite care, making more widely
available reimbursement for a variety of social work functions.

ly do need in the home.

Senator Hawkins. Senator Dodd, this is the conclusion of our
second panel.

Senator Dodd has joined us. We welcome you.

Senator Dopbp. Thank you very much, Madam Chairman, and let
me apologize to the first panel for not being present during your
testimony. I appreciatc the witnesses being here, particularly the
children, this morning.

Madam Chairman, I have an opening statement which I would
ask unanimous consent be made a part of the record, if I could.

Senator Hawkins. Without objection.

[The prepared statement of Senator Dodd follows:]

86




E

82

STATEMENT OF SENATOR CHRISTOPHER J. DODD
LABOR AND HUMAN RESOURCES COMMITTEE
JUNE 18, 1985

I WOULD LIKE TO THANK THE DISTINGUISHED CHAIRMAN AND RANKING
MINORITY MEMBER OF OUR COMMITTEE FOR ORGANIZING TODAY'S HEARING ON
HOME HEALTH CARE FOR CHRONICALLY JLL CHILDREN. THIS IS A VITALLY
IMPORTANT ISSUE NOT ONLY FOR THE COURAGEOUS CHILDREN AND FAMILIES
REPKESENTED HERE TODAY, BUT FOR THE MILLIONS OF CHRONICALLY ILL
CHILDREN THROUGHOUT OUR NATION. INDEED, BECAUSE WE WILL BR
CONSIDERING PRIVATE AND PUBLIC POLICIES WHICH ALSO AFFECT HOME
CARE FOR THE ELDERLY, THE TERMINALLY ILL, AND OTHERS, TODAY'S
HEARING CAN HELP PROVIDE A CONCEPTUAL FRAMEWORK FOR THE DEVELOPMENT
OF COMPREHENSIVE NATIONAL POLICY IN THIS AREA.

OVER THE PAST FEW YEARS, HOME HEALTH CARE HAS PROVEN TO BE A
HUMANE, RESPONSIBLE, AND COST-EFFECTIVE ALTERNATIVE TO HOSPITALIZATION
AND OTHER FORMS OF INSTITUTIONALIZED CARE. AS SEVERAL OF OUR WITNESSES
WILL INDICATE HERE TODAY, MANY IF NOT MOST CHRONICALLY ILL CHILDREN
CAN BE TREATED SAFELY AND MORE INEXPENSIVELY IN THE HOME ENVIRONMENT.
WHILE THESE CHILDREN OFTEN DO NEED COMPLICATED MEDICAL AND THERAPEUTIC
SERVICES, RECENT ADVANCEMENTS HAVE MADE IT POSSIBLE TO PROVIDE SUCH
CARE AT HOME. MOREOVER, CHRONICALLY ILL CHILDREN TYPICALLY RESPOND
BETTER TO THERAPY IN THE FAMILIAR AND COMFOKTABLF HOME ENVIRONMENT,
THANKS TO THE LOVE AND NURTURING WHICH ONLY PARENTS CAN PROVIDE. IN
MY VIEW, IT MAKES LITTLE SENSE TO HOSPITALIZE OR INSTITUT1.JALIZE A

O
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CHRONICALLY ILL CHILD WHEN SAFE AND COST-EFFECTIVE HOME CARE IS ALSO
AVAILABLE.

UNFORTUNATELY, IN TOO MANY CASES, PUBLIC AND PRIVA.TE REIMBURSEMENT
POLICIES EFFECTIVELY RULE OUT THE HOME CARE OPTION EVEN WHERE THE SAME
CARE WOULD BE COVERED IN AN INSTITUTICNMALIZED SETTING. AND YET,
WITHOUT SOME FORM OF FINANCIAL ASSISTANCE » NO FAMILY CAN AFFORD TO
PROVIDE THE CARE AND SUPERVISION NECESSARY TO SUSTAIN A CHRONICALLY
ILL CHILD AT HOME. THE UNWANTED RESULT IS THAT MANY FAMILIES HAVE TO
MOVE FROM STATE TO STATE, PARENTS HAVE TO CHANGE JOBS, AND CHILDREN
HAVE TO BE MOVED FROM ONE INSTITUTION TO ANOTHER, SIMPLY TO GET THE
FINANCIAL ASSISTANCE AND SUPPORT FOR HOME CARE SERVICES WHICH THEY
NEED AND DESERVE,

THE LIVES OF CHRONICALLY ILL CHILDREN AND THEIR PARENTS ARE
DIFFICULT ENOUGH WITHOUT HAVING TO FACE THE UNNECESSARY HARDSHIPS
CREATED BY THESE RESTRICTIVE AND ANTIQUATED REIMBURSEMENT POLICIES.
I BELIEVE THAT FEDERAL POLICY IN THIS ARFEA CAN HELP TO ASSURE THAT
QUALITY HOME CARE 1S AVAILABLE TO THESE CHILDREN, WITHOUT REQUIRING
OF THEIR FAMILIES THE UNREASONABLE SACRIFICES WHICH SEVERAL OF OUR
WITNESSE! HAVE HAD TO ENDURE. I HOPE 'E DIALOGUE ESTABLISHED
DURING TODAY'S HEARING WILL HELP GUIDE US AND OTHER PUBLIC POLICY
MAKERS TOWARD THE REALIZATION OF THIS GOAL.

8§
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Senator Dopp. Let me just paraphrase some of my own thoughts
on this. First of all, I commend the committee for holding this
hearing because it is an issue that there should not be a great deal
of debate on, at least when it comes to the conclusion.

It seems to me we have drawn that conclusion in a number of
instances; the Ronald McDonald Houses, for instance. We just
opened up another one in New Haven, CT, which I was pleased to
be at the ribbon-cutting ceremony for.

The notion of families being with their children in times of crises
is one that we have endorsed at that level. I am on the board of
directors of a group of ncople that the chairperson knows well, the
Alpha and Omega family of Connecticut and the Rosseau family,
which have adopted critically children—mentally retarded, and so
forth—and maintained them in a home environment.

Even though these are adopied children not with their parents,
and so forth, maintaining the home environment has, without any
question, made it possible for these children to live far fuller lives
than they ever would have. In faci, in most cases I suspsct, that
they would not have lived at all.

So, again, the conclusion of providing that kind of a setting, it
seems to me, we have already decided makes a lot of sense, and the
question now really becomes how do we make it possible for fami-
lies that do not have the resources of a private foundation that can
afford the ki..ds of care that these children are receiving.

Let me ask you, if I can, Dr. Kohrman and Mr. Walker, I guess,
particularly at the outset, we seem to have kept wmore than apace
with the technology of how to keep a child alive—last week, the
septuolets in California where the whole Nation wes riveted for a
week watching that story unfold, and the loss of several of those
infants and the technology that managed to save the lives of sever-
al of them who are now heading home, I guess, or will be shortly.
A couple of those children—one of them mey end up heing a criti-
cally ill child.

I suspect there will be nowhere near the attention on what hap-
pens to those children once they are home that there was when
they were in the hospital. I am not criticizing the fact that we have
done a lot to keep these children alive, but have we not managed to
maintain the same kind of cutting edge, state-of-the-art, if you will,
technology in home care for critically ill children that we have to
keep them afive in the first place?

It seems to be a contradiction. Explain that.

Dr. KoHrMAN. It is a very complicated answer and I am not sure
I know the whole answer. Part of it, I think, has to do with some-
thing I mentioned in my testimony. These children do not fulfil!
our visions of idealized childhood. They are not always pretty and
bright and mobile.

Some of the psychological and social factors are not different
from those that affect the handicapped and disabled in general,
who have only been recently “let out of the closet,” within vur own
adult lifetisnes.

I think the second issue and one that you touched on is very im-
portan . here has ot been attention to the development of simple
technology for the care of people at home. We all have a technophi-
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lia; we are very excited about the dramatic high-intensity technolo-
gy that keeps these people alive.

One of the reasons, of course, is—and I hate to sound cynical, but
I think it is true—that there i8 no market for that simpler equip-
ment. There is not much incentive to development low-tech, simple,
easily reparable, low-volume equipment for the support of people at
home because, frankly, there is no profit in it.

And as 1 have stated in my written testimony, I think the Con-
gress may very well have to deal with that problem in the same
way it did with the Orphan Drug Act. You may have to provide
some inwntives for development of that simpler technology, be-

would also cc;mmend to your attention, in that regard, a recent
CTA report, “Technolog and Handicapped Persons” that pin-

ty, and what goes on in the day-to-day lives of these kids i3 neither
very media exciting nor is it very attractive nor does it have those
kinds of peaks that seem to attract our attention.

As we heard this morning, it is a slow, plodding, daily, ?rinding
process both for the children and particularly for their amilies;
there is not much you can talk about in a 10-second snatch on the
evening news.

Senator Dopp. Well, we know that, painfully.

Mr. Walker, do you want to comment?

Mr. Warker. T would agree totolly with what Dr. Kohrman has
mentioned here about the simplified equipment n to care
for these children at heme. I might add to that that even though
there is technology to save children’s lives, the very technology
that does save their lives often causes the Problems that we deal
with in a home care situation—for example, the bronchopulmonary
dysplasia problem created in a newborn intensive care unit by
overoxygenizat' :n, caused by the ventilation systems, in combina-
tion with the premature condition of the child.

But I think by and large the problems that we ex rience in our
agency with high techx?;ﬁ)gy are a result of the neege for simplified
equipment that families can learn to run themselves at home that
i8 not as costly as the large respiratory units, for example, that you
would find in a hospital setting.

Senator Dopp. Let me ask our two witnesses here something, and
any of you can comment on this. If you want to pick up on this
first question, I would ask you to comment on that as well if you
would like,

Today, we are focusing on reimbursement and I would like to
know, in addition to doctors, and go forth, what ic reimbursable to
these families. Byt another part of the question is a lot of times, it
seems to me, we focus on thoge kinds of questions and not the kind
of questions where existing resources are available, what efforts
are made to reach out, to make sure that people are aware of what
is available to them in a community.

How much investment ig made in that part of the program, to
the ertent that you may argue that these are not adequate reim-
bursements? Are they keing taken advantage of, to the extent they

30 -
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exist, by people who have families tnat have these kinds of situa-
tions, and if not, why not?

Ms. Davis. I think the complications of working through the
system are the major barriers for families. The families that we
have heerd from this morning are obviously very competent, per-
sistent, well put together, and are able to manage and work
through the system.

Senator Dobp. Right.

Ms. Davis. We find one of our major jobs as visiting nurses, is to
try to act on behalf of families when they do not have the capacity
to do that.

Particularly complicated sometimes are the single-parent fami-
lies, whe also have some of these very disabled, ill children and
who are trying to also manage them at home. So part of our job is ‘
to improve access to and information from the health and welfare ‘i
system. ’

We feel that network building is a very important part of our ;
services for these children. Our professional advisory committee |
has representatives from approximately 25 or 30 other organiza- .
tions representing interests and concerns of mothers and children
who are active in New York City and who provide valuable re-
sources.

The financial barriers are difficult to overcome. While we have ,
certain advaniages in New York City through the Medicaid Pro- R
gram, the process and the forms that have to be filled out, the ap-
pearances tha families have to make at the welfare office in order
to gain those services—oecomes very complex and very time con-
suming. .

Private insurance coverage—you have to go to an insurance com-
pany and be able to ﬁrove that your services will cost less, and
again that takes a highly motivated, able family to do that. We do
have to function on behalf of some of our families.

We haven’t made much progress in private insurance coverage
for these childen. Less than 2 percent of what we provide in our
Maternal-Child Health Program is covered through private insur-
ance.

As health care providers, one of our major tasks is to try to put
together these resources, build networks in order to help families
access these services more readily.

Senator Dopp. Well, is that geing done? I mean, you just de-
scribed a process very guickly that sounds to me like the average
person would goes bonkers ’crfying to figure that one out.

Ms. Davis. Right. Cur staff also goes bonkers in trying to work
through that system as well. It is being done and I think gains are
being made. We are finding that in the city of New York that the
Medicaid process is being simplified. The system has been reorga-
nized partly at least in response to recognizing the value of moving
children and adults outside of institutions and trying to maintain
them in their homes.

I think progress is being made. I saw one 12-page form that we
used to have to fill out for Medicaid-eligibility that has been re-
duced to four pages. That is a major accomplichment.

Senator Dopp. This is in New \gork?

Ms. Davis. Yes.
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Senator Dobb. Is that going on in other states as well?

Ms. Davis. I am also recently from the state of Vermont. I know
there, that the funding for Medicaid for home care of these chil-
dren is very difficult. It is inadequate and the resources are not
enough to provide the care at home fur these very disabled chil-
dren.

I thirk it is happening to a lesser degree in cther States in the
country than perhaps in New York.

Ms. AxmaNnN. I have several comments in response to both of
your questions.

Senator Dobpp. Yes.

Ms. N. With regard to the first issve you raised on why
are we not more aware of the problems of children at home, I agree
with the comments the other panelists made, and I would also like
to add that there are many children who still are not able to be at
home with their chronic disabilities in large part because of reim-
bursement and funding difficulties.

I think the latest igsue of Caring, May 1985, the journal of the
National Association of Home Care, had a report on a study in
Pennsylvania. Over 100 childen under the age of 21 were remain-
ing in hospitals; they could have been provided care at home, but it
had been impossible to figure out funding schemes to get them
home. I think that study was in 1983.

The cost savings, if they had been at home, would have been, in-
credible-—some $90 million in the State of Pennsylvania alonc. Ve,
the numbers of children going home with multiple and very ccm-
plex problems is still small because the barriers, financial in pa,-
ticular, to getting them home are very high.

You also asked about available community resources and wheth-
er these are being used. In large part, the programs that I am fa-
miliar with that are assisting children and families in the home en-
vironment make wide use of networking and a variety of communi-
ty resources.

There is a problem, though, that some of the resources that fami-
lies most need are hard to access, may be relatively unavailable,
and are difficult to fund. Some of those kinds of services would be
case management, which is one role that health care providers cen
take in terms of helping families access programs, but case man-
agement is not a standard reimbursable service.

Respite care is relatively inaccessible and unavailable for chron-
ically ill children. Some educational services are lacking. Social
work services are reimbursable only for certain types of problems.

So one problem that we have to look at is how to make available
the kinds of services that these families need, and when they are
available how to help families access them.

Senator Dopp. Thank you. Yes; Doctor, you wanted to comment.

Dr. KonrMAN. Yes. I 'would like to make two important com-
ments that should not be lost from the record. I am, as all of you,
in awe of the competencies and the accomplishments of tho parents
we see here with us today.

Seventy percent of my clients—I run one of the few hospitals for
chronically ill children in the Unitea States—are one-parent, fami-
lies. Tne problems that the families we have seen today face and
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have overcome are absolutely insoluble for most families in the
inner city of Chicago, New York, Los Angeles, or Washington.

There is a very important connection between poverty and the
provlems we are seeing; we cannot let that escape from these hear-
ings. The urgent fact is that the single largest group of new tech-
nology-dependent children coming into the system are the products
of extreme prematurity and very low birth weight; those are prob-
lems of the inner city and of the poor in our couniry.

So we can anticipate that the greater burden is going to be on
those families with the least resources to cope with it. Thus it is
not sufficient to use these idealized situations as the models on
which to look at legislation.

The second point that I want tc make, of equal importance, is re-
lated to the issue of rationalization of existir g resources. There are
many urder utilized resources in our health system; I am sure the
Senate and this committee are very aware of overcapitalization in
the hospital industry and maldistribution of the resources we have.

I would like to emphasize the need to look at regionalization of
our existing resources and the development of a series of stepped
resources so the children can be where they need to be.

We need not only the tertiary care, intense hospitals. We need
transitional care resources, group home resources, and respite care
resources, which can be organized in a way that will distribute the
costs and the care more appropriately to the needs of the child and
{he family at the time, rather than distributing them all, as has
been traditional, into our major hospitals, which are the most
costly part of the system. I would urge that any legislation look at
that distribution as well.

Thank you.

Senator Dopp. Thank you very, very much.

Senator NickLes [presiding]. Thank you, Senator Dodd.

Senator Pell, did you have any comments or questions?

Senator PELL. Thank you very much, Mr. Chairman. I would like
to congratulate the chairman of the committee and the members of
the majority side who are conducting this hearing.

We all know that costs, both the financial and the emotional
costs, of hospital care and institutional care are astrrnomical. I am
looking forward to reading what I have not heard from these wit-
nesses as to how these high costs can be reduced.

In this regard, at this time I would ask that the full text of my
statement be inserted into the record as if read.

Senator NickLes. Thank you, Cenator Pell. It will be.

[The prepared statement of Senator Pell follows:]

PREPARED STATEMENT BY SENATOR CLAIBORNE PELL

Mr. Chairman, 1 would like to commend you for convening this hearing to focus
tihe commttee's attention on the very important issue of home health care for chil-

ren.

As we all know the costs, both the financial and the emotional costs of hospital
care and mstitutional care are astronomical. In many instances, as I am sure these
witnesses will explain, these high costs can be greatly reduced.

I have long believed home health care is an option that would ﬂ'eatly benefit our
citizens, both young and old, who need long-term health care Home health care
would reduce signi 1cantl¥; both the financial and emotional costs of hospital care I
believe we must ensure that the barriers and obstacles placed n the paths of home
health care are eliminated.
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Many of Federal and State health care programs focus of inhospital care. I believe
we must alter our focus from long-term hospital care as a solution to the problems
of the chronically ill to home health care as a way to better meet the needs of the
chronically ill. Currently, it is the exception rather than the rule for patients, espe-
cially children, to be directed to home health care agencies.

This policy, I believe, is inconsist.at with our Nation’s need to reduce the cost of
health care; to find more personal, alternative forms of health care; and to addrees
the indiv.dual needs of chronically ill children and older Americans.

I hope, Mr. Chairman, that this hearing will reveal the enormous value of home
health care to the individuals who very much need theee services. We also need to
focus our attention and interest in providing quality care and reducing the high cost
ofourhealthcamsystem.Ihopeaﬁerth.ishearingwewillallagreeupontheneed :
to eliminate the barriers to previding quality home health care. -

Senator PrLL. And also T would like to congratulate Ms. Davis on
her organization, the Visiting Nurses. I think, to my mird, of the
various groups that I have seen and been exposed to in my State,
at least, you do a better job of home care than any other and de-
serve a great deal more support than you are getting, and it would
save the taxpayers a great deal of money if more reliance was
placed on you and your expert abilities.

Ms. Davis. Thank you, Senator.

Senator NickLes. Thank you, Serator Pell.

To all of our panelists, we do appreciate your input and exper-
tise, and also the wonderful job that you are doing in helping chil-
dren throughout the country. Thank you very much.

Our next panelists—we will kind of juggle the schedule to accom-
modate the schedule of Carolyne Davis, who is the Administrator
of the Health Care Financing Administration, and also Dr. Vincent
Hutchins, who is Division Director of Maternal and Children’s
Health, Health Resources and Services Administration.

Dr. Davis, I understand that you have a time constraint, and so
welfare trying to accommodate that. We do have one other panel as
well.

I want to thank you both for coming today. It is always a pleas-
ure to hear testimony from you and to work with you on legislative
matters. You have proven that through effective Federal leader-
ship, triumphs of social policy are fully achievable without concom-
itant increases in Federal bureaucracy.

Dr. Davis, I would particularly like to highlight a recen. New
York Times editorial which, without objection, I will insert into the
hearing record.

[The following was received for the record:]
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treated. If hospitals treated & patient for less than
the typical cost, they could kuep the difference —
but had to absorb any overnm.

Some analysts predicted the new policy would
{ail because it applied only to Medicare. They
feared that hospitals would simply pile additional
biils on private insurers. What the critics failed to
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Senator NickLEs. The editorial, entitled “Health and Federal
Leadership,” praises the Reagan administraticn for its efforts to
tame health care cost inflation, for its implementation of the pro-
spective payment system, and for its work with employers and pri-
vate insurers.

The result, according to the New York Times, is “big news * * *
America has profoundly improved the efficiency of medical care de-
livery.” The credit certainly belongs to President Reagan and Ms.
Heckler, but to an enormous extent it belongs to the tireless efforts
of Dr. Davis.

So, Dr. Davis, I am particularly grateful that you have ¢* - -

your travel plans so you could be with us today and we =, . .2
your comments.

STATEMENT OF CAROLYNE K. DAVIS, ADMINISTZATOR, HEALTH
CARE FINANCING ADMINISTRATION, ACCOMPANIED BY
ROBERT WREN, DIRECTOR, OFFICE OF COVERAGE POLICY;
AND VINCENT L. HUTCHINS, DIRECTOR, DIVISION OF MATEZR-
NAL AND CHILD HEALTH, HEALTH RESOURCES AND SERVICES
ADMINISTRATION, DEPARTMENT OF HEALTH AND HUMAN
SERVICES, ACCOMPANIED BY MERLE McPHERSON, DIVISION
OF MATERNAL AND CHILD HEALTH, BUREAU OF HEALTH
CARE DELIVERY AND ASSiSTANCE

Dr. Davis. Thank you very much, Senator Nickles.

First of all, { would like to apologize to Katie Beckett because I
am going in front of Katie and Katie has heen very patient all
morning here, so we will try to be very brief.

Senator NickLEs. Thank you.

Dr. Davis. Mr. Chairmaz. I am very pleased, however, to be here
to discuss home and community-b. care under the Medicaid
Program, primarily the part that is focusing on the assistance that
we have been able to offer to the chronically ill children.

I am accompanied on my right by Mr. Robert Wren, who is the
Director of the Health Care inancing Administration’s Office of
Coverage Policy.

As you well know, until recently there has been little flexibility
in the Medicaid rules for States to provide the noninstitutional
types of long-term care services, particularly if they are ncnmedi-
cz:lhservices, that are needed in order to maintain a disabled person
at home.

Furthermore, the Social Security income eligibility rules further
restricted the States from providing those kinds of Medicaid serv-
ices outside of an institution. All of us, of course, well remember
November 1981 when President Reagan in a press conference spoke
of Katie Beckett from Cedar Rapids, IA, who was ai that point res-
pirator-dependent and had to remain inside an institution in order
to retain her Medicaid eligibility.

Needless to say, we immediatel began to look at that particular
issue, and as a result of that we did develop a waiver policy for the

SSI deeming requirement An intradepartmental board was estab-
lished in ezrly 1982 to review similar cases that would be submit-
ted by the States on an individual basis, and to look, then, at how
we could apply the new SSI deeming rule to those cases.
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The new deeming requirements now allow that individuals who
were institutionalized can be treated at home for less cost and yet
maintain their Medicaid eligibility.

Now, the board was created on a temporary basis to make case-
by-case decisions based on the State’s documentation of the antici-
pated savings to Medicaid and an assurance, also, that there would
be a continued high-quality medical care provided in the home.

Another approach that has been developed was through what we
refer to as the section 2176 program that the Congress passed in
the Omnibus Reconciliation Act, which authorized further develop-
ment of & home and community-based waiver program.

Under that program, the Secretary can waive certain Medicaid
requirements and allow the States to provide cost-effective Medic-
aid coverage in a very broad array of home and community-type
services which the individual may need in order to avoid institu-
tionalization.

Within section 2176, there is a provision, also, to allow the States
to cover individuals at home who, like Katie Beckett, would nor-
mally have qualified only when they were in an institution.

Then in 1982, with the Tax Equity and Fiscal Responsibility Act.
States were allowed to waive their deeming requirements for the
disabled children under 18 who could be cared for in a less costly
home environment.

So, with those new options available to the States, we thought
that the tenure of the review board would need to be extended only
through December 31, 1984, excopt for requests that were pending
at that time at the end of December 1984.

As of June of 1985, the board had approved 180 individual cases
and disapproved none, and there are still some pending. To assist
the States, however, in using their section 2176 waiver process, we
in the Department established a very streamlined procedure in
which the States may request what is known as a model waiver.
That is either in addition to or in lieu of the larger home and com-
munity-based waiver program.

The model waiver, of course, is limited to 50 cases of blind or dis-
abled children or adults who would otherwise be eligible for Medic-
aid only when they were institutionalized. The States must offer,
however, at least one home and community-based service, and pri-
marily they offer case management, which we have heard spoken
about today as to how important it is. And then they also must
make available all the other services that are included within their
State plan.

To encourage the States to participate in the mnodel waiver pro-
gram, we have sent instructions to our State Medicaid agencies on
exactly how that waiver process works. In fact, the model waiver
application is almost a fill-in-the-blank form at this point.

We have held workshops at each and every one of our State Med-
icaid directors’ conferences on the model waivers. And, in addition,
both former Secretary Schweiker and Secretary Heckler have re-
minded the Governors several times now of the availability of the
waivers and have urged them to pursue the waiver option.

Eerlier in today’s testimony we saw and heard some heart
wrenching examples of families with technology-dependent chil-
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dren who look forward to a time when they can live more inde-
pendent from their specific disability and the hospital.

I want to divert from my testimony 1 minute to mention some-
thirg very positive that Secretary Heckler is doing for technology
dej endent people. She is in the process of establishing the “Nation-
al Initiative on Technology and the Disabled.” This initiative was
inspired by President Reagan’s establishment of the “Decade of the
Disebled” in 1982. With the cosponsorship of the Department of
Defense, NASA and other Federal agencies Secretary Heckler, Sec-
retary Casper Weinberger and Administrator James Beggs are in-
listing the support of the aerospace and defense industries to lend
their technological inventiveness and engineering prowess to find
new ways to help the 41 million people in our country with disabil-
ities gain more hope and freedom. For those who are interested I
have more information with me and will be happy to share it with
you. The Department of Health and Human Services is with Secre-
tary Heckler’s leadership continuing to look for new and better
ways and alternatives to help people with disablities like the kind
we see here today.

Our staff in HCFA work with the States to 2ssist them in devel-
oping those waiver proposais, too. Most recently in May, I was
pleased to approve a model waiver for chronically ill children in
the State of Minnesota, and that program was able to go into oper-
ation immediately dus in large part to the fact that the staff
worked with the State people for over 50 days in order to have an
acceptable waiver application.

As of this date, Minnesota has only one institutionalized child at
home and three others are awaiting certain kinds of electrical
mcdifications to their homes so that they can be returned there,
and those costs will also, in terms of the alterations, be borne
undcr the waiver program.

Once a waiver is granted, it is effective for 3 years and then the
States with an approved model waiver can renew it, upon request,
for an additional 3-year period of time, subject, of course, to our de-
termination that they have met all the statutory requirements.

As of May 31, we have had u total of 30 model waiver requests
that have been received from some 19 States, and those model
waivers are targeted to the severely disabled children who do live
at home with their parents in the majority of cases.

A few States have specifically used the model waiver to permit
children who are currently living in the institutions to return
home without the loss of their Medicaid eligibility program.

Four of the programs cover case management services only. In
those particular cases, I think that the model wziver is primarily
used as a way to carget the group with the access to the normal
range of services inside the States Medicaid Program.

The remaining 14 in the model waiver program provide a variety
of home and community-based services, in addition to the normal
Medicaid services, and those kinds of extensive benefit packages
seem to reflect the severity of disability of the persons that are
being targeted in the particular model waiver program. And it indi-
cates, too, I think, the high level of supportive care that is some-
times required to keep those individuals at home.
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Then there are an additional 14 States that have larger, what we
call regular, section 2176 waivers which also cover the Ketie Beck-
ett-type cases and which involve an institutional deeming process.

So for all of the waivers, including the model waiver, I think that
the major issue in terms of approvability has been the issue of cost-
effectiveness and the issue of guarantee of quality of care.

We have been interested, in our Office of Demonstration and
Evaluation, in doing a very thorough evaluation of the impact on
the program and our evaluation program, begun in late 1983, is
scheduled to be completed in September of 1986.

But as I sat here today and looked at the evidence of the people
who have been helped already by the various program efforts, Mr.
Chairman, it is very clear that the flexibility that the Federal Gov-
ernment has been able to provide in the various States has indeed
?e;an welcomed and put to good use, and for that I am quite grate-

ul.

But I am also hopeful that we will be able to improve upon what
we have accomplished to date so that wnore of the chronically ill
children can remsin at home rather than be separated from their
families aud cared for in an institution.

I would b¢ happy tc answer any questions.

[The prepared statement of Dr Davis and questions submitted by
Senator Pell with responses follow:]
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MR CHAIRMAN, 1 AM PLEASED TO BE HERE TODAY TO DISCUSS HOME AND
COMMUNITY-BASED CARE UNDER MEDICAID, FOCUSIN® PARTICULARLY ON THE
ASSISTANCE WE HAYE BEEN ABLE TO OFFER CHRONICALLY ILL CHILDREN
THROUGH THE SEVERAL OP1IONS THAT ARE AVAILABLE TO THE STATES.

I AM ACCOMPANIED BY ROBERT WREN, DIRECTOR OF THE HEALTH CARE
FINANCING ADMINISTRATION'S (HCFA) Ofrice oF COVERAGE PoLicY IN
THE BUREAU OF ELIGIBILITY, REIMBURSEMENT AND COVERAGE.

BACKGROUND

As You KNOW, PAYMENTS FOR INSTITUTIONAL LONG-TERM CARE SERVICES
UNDER MEDICAID ACCOUNT FOR AN INCREASINGLY LARGER SHARE OF THE
MEDICAID BUDGET. IN 1483, PAYMENTS OF ALMOST $14 BILLION IN
FEDERAL AND STATE FUNDS REPRESENTED 43 FERCENT OF ALL PROGRAM
coSTS. By 1490, THESE PAYMENTS CAN BE EXPECTED TO DOUBLE, IF
CURRENT UTILIZATION TRENDS CONTINUE.

UNTIL RECENTLY THERE WAS LITTLE FLEXIBILITY UNDER MEDICAID RULES
FOR STATES TC PROYIDE NON-INSTITUTIONAL LONG-TERM CARE SERVICES,
PARTICULARLY NON-MEDICAL SERVICES NZEDED TO MAINTAIN DISABLED
PERSONS AT HOME, ELIGIBILITY RULES FURTHER RESTRICTED STATES
FROM PROVIDING MEDICAID SERVICES OUTSIDE OF AN INSTITUTION.

THIS PARTICULAR PROBLEM WAS EMPHASIZED WHEN IN A NOVEMBER 148(
PRESS CONFERENCE PRESIDENT REAGAN SPOKE OF A LITTLE GIRL, KATIE
Beckert FROM CEDAR RAPIDS, IOWA, WHO WAS RESPIRATOR-DEPENDENT AND
HAD TO REMAIN IN AN INSTITUTION IN ORDER TO RETAIN THE MED(CAID
ELIGIBILITY THAT PAID FOR HER CARE, KATIE BECKETT QUALIFIED FOR
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MEDICAID BECAUSE HER PARENTS' INCOME WAS NOT DEEMED AVAILABLE TO
HER IN AN INSTITUTIONAL SETTING. HOWEVER, SHE WAS READY TO 60
HOME ACCORDING TO HER PHYSICIAN; hER PARENTS NATURALLY WANTED HER
AT HOME; AND THE COST OF TREATMENT AT HOME WOULD BE SUBSTANTIALLY
LESS THAN 1T WAS IN THE BOSPITAL. BUT ONCE SHE LEFT AN
INSTITUTIONAL SETTING AND RETURNED TO LIVE WITH HER FAMILY, THE
FAMILY'S INCOME AND RESOURCES WOULD MAKE HER INELIGIBLE FOR
MEDICAID, WHICH WAS THE ONLY MEANS BY WHICH THE FAHILY COULD
AFFORD HER CAKE.,

As A RESULT, THE DEPARTMENT OF HEALTH AND HUMAN SERVICES IN EARLY
1982 ESTABLISHED AN INTRA-DEPARTMENT BOARD, TC REVIEW SIMILAR
CASES SUBMITTED BY STATE MEDICAID AGENCIES AND TO APPLY NEW SSI
DEEMING RULES TO THOSE CASES. THESE NEW DEEMING REQUIREMENTS
WERE AIMED AT ALLOWING INDIVIDUALS WHO WERE INSTITUTIONALIZED TO
RE TREATED AT HOME .-OR LESS COST AND TO RETAIN THEIR MEDICAID
ELIGIBIL'TY, THE BOARD WAS CREATED 0" A TEMPORARY BASIS AND WAS
TO MAKE CASE-BY-CASE DECISIONS BASED UPON A STATE'S DOCUMENTATION
OF ANTICIPATED SAVINGS TO THE MEDICAID PROGRAM AND AN ASSURANCE
OF CONTINUED HIGH QUALITY MEDICAL CARE FOR A DEINSTITUTIONALIZED
PATIENT,

STATE OPTIONS FOR HOME-BASED LoONG TERM CARE

AS ANOTHER APPROACH TO THE PROBLEM OF MEDICAID'S EMPHASIS UPON
INSTITUTIONAL CARE, CONGRESS IN SECTION 2176 OF THE OMNIBUS
BUDGET RECONCILIATIUN ACT OF 148], P.L. 97-35, AUTHORIZED THE

102

RIC

Aruitoxt provided by Eic:




Vg

HoME AND COMMUNITY-BASED AND MODEL WAIVER PROGRAM. IT AUTHORIZED
THE SECRETARY TO WAIVE CERTAIN MEDICAID REQUIREMENTS TO ALLOW
STATES TO PROVIDE MEDICAID COVERAGF OF A BROAD ARRAY OF HOME AND
COMMUNITY-BASED SERVICES OTHER THAN ROOM AND BOARD WHICH AN
INDIVIDUAL MAY NEED TO AVOID INSTITUTIONALIZATION OR TO BE
DEINSTITUTIONALIZED., SECTION 2176 ALSO CONTAINED PROVISIONS
WHICH ALLOWED STATES TO COVER PEOPLE AY HOME WHO, LIKE KATIE
BECKETT, WOULD NORMALLY MAVE QUALIFIED ONLY IF IN AN INSTITUTION.

THEN, IN 1982 WITH THE ENACTMENT OF THE TAX EQUITY AND FISCAL
RESPONSIBILITY ACT, P.L. 97-248. STATES WERE ALLOWED, AT THEIR
OPTION, TO WAIVE DEEMING REQUIREMENTS FOR DISABLED CHILDREN UNDER
18 wHO COULD BE CARED FOR AT LESS COST AT HOME THAN IN AN
INSTITUTION,

WITH THESE NEW OPTIONS AVAILABLE TO THE STATES: THE TENURE OF THE
REVIEW BOARD WAS EXTENDED ONLY THROUGH DECEMBER 31, 1984, EXCEPT
FOR REQUESTS PENDING BEFORE THE BOARD AT THAT TIME, AS OF

JUNE 7, 1985, THE BOARD HAD APPROVED 180 CASES AND DISAPPROVED
NONE. DURING ITS EXISTENCE WE HAD THE OPPORTUNITY TO WORK WITH
INDIVIDUAL STATES TO DEVELOP AN APPROPRIATE HOME AND COMHUNITY-
BASED OR MODEL WAIVER ALTERNATIVE,

IN ORDER TO ZNCOURAGL GREATER CTATE PARTICIPATION WE ALSO SENT
INTRUCTIONS TO STATE MEDICAID AGENCIES Oii KOW THE WAIVER PROCESS
WORKED. WE HELD WORKSHOPS ON MODEL WAIVERS AT OUR STATE MEDICAID
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DIRECTORS' MEETING. IN ADDITION, BOTH FORMER SECRETARY SCHWEIKER
AND SEC..ETARY HECKLER REMINDED THE GOVERNORS OF EACH STATE
SEVERAL TIMES OF THE AVAILABILITY OF WAIVERS AND URGED THEM TO
PURSUE THE WAIVER OPTIONS SO THAT STATE PROGRAMS COULD BE IN
PLACE BEFORE THE TERM OF THE FEDERAL BOARD EXPIRED.

SECTION 2176
To ASSIST STATES IN USING THE SECTION .176 WAIVER PROCESS TO
AVOID UNNECESSARY INSTITUTIONALIZATION, THE DEPARTMENT
ESTABLISHED A STREAMLINED PROCCIURE UNDER WHICH STATES MAY

+ REQUEST WHAT IS KNOWN AS A “Mope. WAIVER”, IN ADDITION TO OR IN
LIEU OF A FULLER HOME AND COMMUNITY-BASED WAIVER. COVERAGE UNDER
A MODEL WAIVER IS LIMITED TO 50 CASES OF BLIND OR DISABLED
CHILDREN AND ADULTS WHO WOULD OTHERWISE BE ELIGIBLE FOR MEDICAID
ONLY IF INSTITUTIONALIZED,

ELIGIBILITY IN MODEL WAIVER PROGRAMS IS NOT RESTRICTED TO JuST
THESE GROUPS. PERSONS WHO ALREADY MEET MEDICAID ELISIBILITY
CRITERIA QUTSIDE OF AN INSTITUTION CAM ALSO RECEIVE HOME AND
COMMUNITY-BASED CARE IN MODEL WAIVER PROGRAMS. HOWEVER,
ELIGEBILITY IN MODEL WAIVER PROGRAMS IS RESTRICTED TO PERSONS WHO
MEET MEDICAID CATEGORICAL CRITERIA FOR BLINDNESS OR DISABILITY;
AGED INDIVIDUALS ARE NOT ELIGIBLE UNLESS THEY ALSO QUALIFY AS
BLIND OR DISABLED, '
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UNDER A MODEL WAIVER REQUEST, STATES MUST OFFER AT LEAST OME HOME
AliD COMMUNITY-BASED SERVICE, SUCH AS CASE MANAGEMENT, AND MAKE
AVAILABLE THOSE SERVICES NOW INCLUDED IN THE STATE PLAN: STATES
WITH APPROVED MODEL WAIVERS MUST ASSURE THE SATISFACTION OF ALL
THE OTHER STATUTORY AND REGULATORY REQUIREMENTS OF SECTION Z176.

SECTTON 2176 WAIVER REQUIREMENTS

To BE GRANTED A MCRE BROADLY BASED HOME AND COMMUNITY-BASED
KAIVER OR A LIMITED MODEL WAIVER, STATES MUST MEET CERTAIN
REQUIREMERTS INCLUDENG:
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HECESSARY SAFEGUARDS HAVE BEEN TAKEN TO PROTECT THE
hEALTH AND WELFARE OF BENEFICIARIES, INCLUDING ADEQUATE
STANDARDS FOR ALL TYPES OF PROYVIDERS OF SERVICES UNDER
THE W IVER.

THERE WILL BE FINANCIAL ACCOUNTABILITY FOR FUNDS SPENT
UNDER THE WAIVER, AND THt STATE WILL PROVIDE FOR AN
INDEPENDENT AUDIT OF TS WAIVER EXPENDITURES IN MOST
CASES AS WELL AS AN INDEPEKDENT ASSESSMENT OF EACH
WAIVER PROGRAM THAT EVALUATES THE QUALITY OF CARE
PROVIDED, ACCESS TO CARE, AND COST EFFECTIVENESS:

THE STATE WILL PROYIDE FOR AN EVALUATION (AND PERIODIC
REEVALUATIONS) OF THE NEED FOR THE INPATIENT SERVICES
FOR INDIVIDUALS WHO ARE ENTITLED TO AND REQUIRE THE

- LEVEL OF CARE PROVIDED IN A SHNF OrR ICF;
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INDIVIDUALS LIKELY TO REQUIRE SNF OR ICF LEVEL OF CARE “RE
INFORMED OF FEASIBLE ALTERNATIVES AVAILABLE UNDER THE WAIVER
AND ARE GIVEN THE CHOICE OF INSTITUTIONAL OR NON-
INSTITUTIONAL SERVICES;

THE STATE WILL PROVIDE ON AN ANNUAL BASIS INFORMATION ON THE
IMPACT OF THE WAIVER,

STATES, AS PART OF THEIR WAIVER REQUESTS, ESTIMATE TOTAL
MEDICAID COSTS, FOR ACUTE AS WELL AS LONG-TERM CARE UNDER
THE WAIVER YERSUS WITHOUT THE WAIVER AND ASSURE THAT TOTAL
MEDICAID COSTS WILL NOT INCREASE AS A RESULT OF GRANTING THE
WAIVER,

THE AGENCY'S ACTUAL TOTAL EXPENDITURES FOR HOME AND
COMMUNITY=BASED SERVICES PROVIDED TO WAIVER RECIPIENTS WILL
NOT FOR ANY WAIVER YEAx EXCEED THE AMOUNT THAT WOULD HAVE
BEEN INCURRED BY MEDICAID ABSENT THE WAIVER.

ALL FACILITIES COVERED BY SECTION 1616(E) OF THE Act (1.E.,
THE KEYS AMEMDMENT KEGARDING BOARD AND CARE FACILITIES) IN
WHICH WAIVER SERVICES ARE PROVIDED ARE IN COMPLIANCE WITH
STATE STANDARDS ESTABLISHED PURSUANT TO THAT SECTION.

ASSURANCE OF COMPLIANCE WITH A DATA COLLECTION PLAN DESIGNED
HHS ON THE IHPACT AND COST OF THE WAIVER.
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HCFA WORKS WITH THE STATES TG ASSIST THEM IN DEVELGPING THEIR
WAIVER PROPOSALS. FOR EXAMPLE, I WAS PLEASED TO APPROVE ON MAY
13 A MODEL WAIVZR FOR CHRONICALLY ILL CHILDREN 1% THE STATE OF
MINNESOTA, THE PROGRAM WAS ABLE TO GO INTO OPERATION IMMEDIATELY
AND ¥AS ACTUALLY EFFECTIVE APRIL 1. THIS WAS DUE IN LARGE PART
TO THE FACT THAT MY STAFF WORKED WITH THE STATE FOR OVER S50 DAYS
IN ORDER TO HAVE AN ACCEPTABLE WAIVER APPLICATION. AS OF THIS
DATE, MINNESOTA HAS ONE FORMERLY INSTITUTIONALIZED CHILD AT HOME.
AND THREE GTHERS WAITING FOR CEFTAIN ELECTRICAL MOD!FICATIONS TO
BE MADE IN THEIR HOMES BEFORE THEY CAN RETURN THERE. MOST OF THE
COST OF THESE ALTERATIONS WILL BE BORNE BY THE WAIVER PROGRAM,

THE ACTUAL PROCESS wE FOLLON PRGVIDES THAT WAIVER REQUESTS ARE
DEEMED APPROVED UNLESS THE DEPARVMENT, THRouGH HCFA, DISAPPROVES
OR REQUESTS ADDITIONAL INFORMATION WITHIN 90 DAYS OF RECEIPT,
OMCE GRANTED, WAIVERS ARE EFFECTIVE FOR THREE YEARS. UNDER THE
STATUTE STATES MUST FILE AWNUAL REPORTS ON THEIR WAIVER PROGRAM
RECIPIENTS AND EXPEND:TURES WHICH ARE USED FOR PROGRAM MONITORING '
PURPOSES. ANMJAL OVERSIGHT REVIEWS OF APPROVED WAIVERS ARE ALSO
CONDUCTED AS PART OF THE MEDICAID STATE ASSESSMENT REVIEW
PROCESS. WAIVERS ARE MONITORED JOINTLY BY HCFA CEMTRAL AND
REGIONAL OFFICES.

o 107
ERIC

Aruitoxt provided by Eic:




O

.

103

WAIVERS MAY BE RENEWED, UPON REQUESY, FOR AN ADDITIONAL THREE-
YEAR PERIOD, SUBJECT TO A SECRETARIAL DETERMINATION THAT FOR THE

PREVIOUS THREE-YEAR PERIOD, THE STATE MET THE NECESSARY STATUTORY
REQUIREMKENTS,

RAH

0 As oF MAY 31, 1¥85, A TOTAL oF 3U MODEL WAIVER REQUESTS
HAD BEEN RECEIVED FROM 19 STATES.

0 THE MAJORITY OF MODEL WAIVERS ARE TARGETED TO SEYERELY
DISABLED CHILDREN LIVING AT HOME WITH THEIR PARENTS. A
FEW STATES ARE SPECIFICALLY USING MODEL WAIVERS TO
PERMIT CHILDREN CURRENTLY LIVING IN INSTITUTIONS TO
RETURN HOME WITHOUT LOSS OF MEDICAID ELIGIBILITY.

0 FOUR PROGRAMS PROVIDE COVERAGE FOR CASE MAHANGEMENT
SERVICES ONLY. N THESE STATES, THE “ODEL WAiVER IS
PRIKARILY BEING USED AS A WAY TO PROVIDE THE TARGET
GROUP WITH ACCESS TO THE USUAL RANGE OF SERVIFES IN THE
STATE’S MEDICAID PLAN.

0 THE REMAINING FOURTEEN ACTIVE MODEL WAIVER PROGRAMS
PROVIDE A WIDE ARRAY OF HOME AND COMMUNITY-BASED
SERVICES IN ADDITION TO THL LSUAL MEDICAID SERVICES.
TH1S EXTENSIVE BENEFIT PACKAGE RIFLECTS THE SEVERE
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DISABILITY OF PERSONS BE:NG TARGETED IN MODEL WAIVER PROGRAMS AND
THE HIGH LEVEL Or SUPPORTIVE CARE REQUIRED TO KEEP THEM AT HOME.
ANOTHER 8 STATES HAVE LARGER NON-MODEL WAIVERS UNDER SECTION Z176
WHICH COVER KATIE BECKETT-TYPE CASES (I1.E., INSTITUTIONAL
DEEMING) UNDER A PROGRAM OF HOME AND COMMUNITY-BASED CARE.

MAIVER PROGRAM EVALUATION

FOR ALL WAIVERS, INCLUDING THE MODEL WAIVERS, THE ISSUE OF COST
EFFECTIVENESS 1S OF GREAT CONCERN, COST INCREASES CAN OCCUR
UNLESS WAIVER SERVICES ARE CAREFULLY TARGETED, THE SUPPLY OF
LONG-TERM CARE BEDS IS CONTROLLED, AND FUTURE TRENDS IN NURSING
HOME UTILIZATIOM AND EXPENDITURES ~nc ACCURATELY PREDICTED. THIS
1S ONE OF THE AREAS THAT OUR OFFICE OF JEMONSTRATIONS AND
EVALUATION 1S STUDYING IN A THOROUGH INDEPENDENT EVALUATION OF
THE IMPACT OF THE SECTION 2176 WAIVZR PROGRAM., THE EVALUATION
STUDY WAS BEGUH IN ¢ATE 1983 AND IS SCHEDULED TO RUN THROUGH
SEPTEMBER 1986,

CONCLUSTON

As 1 SIT HERE TODAY AND SEE EVIDENCE OF THE PEOPLE WHO HAVE BEEN
HELPED BY OUR EFFORTS, IT IS CLEAR THAT THE FLEXIBILITY GIVEN THE
STATES HAS BEEN WELCOMED AND PUT TO USE. FOR THAT, I AM VERY
GRATEFUL., I Ai HOPEFUL THAT WE WILL BE ABLE TO IMPROVE UPON WHAT
WE HAVE ACCOMPLISHED SO FAR*SO THAT MORE OF OUR CHRONICALLY ILL
CHILDREN MAY REMAIN AT HOME RATHER THAN BEIHG SEPARATED FROM
THEIR FAMILIES AND CARED FOR IN INSTITUTIONS.

I WwiLL BE HAPPY TO RESPOND TO ANY QUESTIONS YOU MAY HAVE.
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QUESTIONS FOR CAROLYN K. DAVIS FROM SENATOR PELL

Fiom your testimony on 18 June 1985 before the Labor and Human
Resources Committee, it appears that a State, to obtain a more broadly
based home and community-based health care waiver or even a limited
model wa‘ver, must meet a great number of specific requirements. Do
ou not believe that these complex regulatory requirements discourage a
State from expanding its health care coverage to include home health
care? Could you explain the purpose  behind these regulatory

requirements?

In order to receive a Mediczid hame and community-based (HCB) waiver,
the statute requires that the States provide specific statutory assurances
satisfactory to the Secretary. These inciude assurances regarding
safeguards that have been taken to protect the health and welfare of
beneficiaries; requirements to comply with a data collection plan;
informing bencficiaries of choice; an assessment of need for level of care;
and requirements for financial accountability for funds spent under the
waitver. In addition, the States must assure that, for a given fiscal year,
expenditures for Medicaid services provided to individials under the
program do not exceed either on an average per capita or aggregate basis
amounts the State reasonably estimates would have been expended for
medical assistance to these individuals absent the waiver. A formula for
the provision of this assurance is provided in regulations.

To implement these requirements, the program issued interim final
regulations jn late 1981. Our final regulations, jssued in March of this
year, are based in large measure on our initial experiences in working
intensively with the States to enable them to develop waiver programs
approvatle under (he statute. They include some sigmificant changes in
requirements, procedures, and documentation designed to help us improve
our oversight role, thus, maximizing the likelihood that statutorily
required assurances aimed at preventing program cost increases and
assuring the health and safety of beneficiaries will be met.

These new waiver program requirements are not meant to harm the
program, impede its operations, or discourage States from participating.
They are required to avoid significant unexpected increases i program
dollars, and potential problems related to quality of care. These
requirements help insure that aggregate Med.caid costs will not increase
while enabling frail and disabled beneficiaries to remain at home and
receive necded services.

States requesting limited "model waivers” may still use an abbreviated set
of pre-printed forms through which review of their request 1s expedited.
These forms are being revised to reflect the new rcgulat. y requirements.

i
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While some Statcs have expressed concern about the new rules, there is no
evidence at all to indicate that the remarkable enthusiasm States have
shown for the waiver program since its inception has diminished in any
way. Forty-six Stc.es are currently operating 104 separate regular and
model walver programs. An additional 29 applications are under review.
Since publication of the new regulations on March 13, the Health Care
Financing Administration (HCFA) has continued to receive requests for
new walvers as well as requests for renewals of currently operating
programs. In addition, on May 1, HCFA advised all States of fin
additional assurances and information required for all approved waiver
programs. As of July 5, 1985, we had received State responses on 54
existing approved waivers. This immediate response cleariy indicates that
the new regulations have not caused a decline in State interest in
participating in the waiver program.
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During the 18 June 1985 hearing, a number of the witnesses, specificall
those who provide home healt care, testified that there were a number
of disincentives to home health care. One of those disincentives iies with
our agency. That disincentive is your agency's failure to alter its focus
on in-hospital care. Gener that focus has n_to provide immedjate
reimbursement for in-hospital care but to thwart t ocess of

rentursmg home health carc services or to E{-ov:ae different levels of
services to children with disabilities w are living with their parents.
Could you please explain why vour agency has fai1e§ 10 _encourage home
health %1‘ Tevel 'f 1 bled ch

alth care by providing the same level o services for disable

Y pi g children
hvmg at home with their parents, or zj providing the same level of

services for home health care providers an J recipients?

The Health Care Financing Administration administers two distinct
programs authorized under the Social Security Act -- Medicare (Title
XVHD) and Medicaid (under Title XIX).  Medicare is a Federally-
administered hospital and medical insurance program covering hospital,
physician, and other medical services for persons aged 65 or over, disabled
persons who cannot engage in gainful employment, and most persons witi
end-stage renal disease. Medicaid is a State-administered Federally-
matched medical assistance program providing services for certain low-
income individuals and families who, in general gain eligibility for
Medicaid because they are receiving cash welfare payments under either
the Aid to Families with Dependent Children (AFDC) program or the
Suppl2mental Security (SSI) program for aged, blind or disabled
individuals.

While both Medicare and Medicaid offer home health care benefits, they
are not comparable and should not be confused. Medicare's extenrded care
benefits, for skilled nursing facility level of care and home health agency
services, were designed as short-term post-acute care benefits. This is
not true of Medicaid, which has become the single most significant source
of public funding for the costly medical and long-term care needs of
chronically ill, disabled children and adults living both inside and outside
of institutions providing all level of skilled and intermediate care.

As indicated elsewhere in these responses 0 your questions, HCFA can
and is taking steps to insure greater uniformity in intermediary decisions
affecting home health coverage and reimbursement for Medicare
be ficiaries. This same uniformity, however, cannot be mandated for
the Title XIX Medicaid program, under which each State administers jts
own program within broad Federal requirements and guidelines. These
requirements allow States considerable discretion in determining income
and other resource criteria for eligibility, covered benefits, and provider
payment mechanisms. As a result, although each State is required to
provide certain basic services to all its Medicaid recipients, the
characteristics of Medicaid programs vary considerably from Sta * to
State.

That HCFA cannot, by law, mandate uniformity of Medicaid home health
coverag> does not in any way mean that we have not acted to encourage
the States to develop programs which permit families who wish to care
for their disabled children at home to do so under certain circumstances
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with Medicaid assistance. In fact, the general availability of home health
services under Medicaid is not at issue in cases similar to those
highlighted in the June 18th hearing, because all States must offer home
health services (as defined in Medicaid regulations at 42 CFR 440.70) to
all Medicaid recipients who are entitled to skilled nursing services under
their State plans and almost every State makes SNF services available to
disabled children.

The issues raised for Medicaid by these cases are twofold. The first
involves a question of basic Medicaid eligibility for persons with family
incomes too high to qualify outside of an institution for SSI payments, on
which Medicaid eligibility for the disabled is normally based. The second
involves the fact that providing for the long-term care needs of disabled
or frail elderly persons in huome settings often requires the provision of
personal care and support services that are not strictly medical in nature,
and which are, therefore, not generally covered by any private or public
health insurance program, including Medicaid.

My testimony outlined the multiple options which have been made
available tv States since 1981 to provide individualized long-term care
services at home under Medicaid to chronically ill children and adults.
These include establishment of our interim intra-Departmental board to
provide case-by-case waivers of deeming requirements, enactment of the
Section 2176 waiver program, cdevelopment of the streamlined "model
waiver™ to facilitate approval of limited waivers involving institutional
deeming for disabled children and adults, and enactment of Section 134 of
TEFRA which permits States the option of waiving SSI deeming
requirements to provide Medicaid at home for children under 18 who
would otherwise be elig.ble only if institutionalized.

We have encouraged State participation in the Section 2176 waiver
program in a number of ways. First, HCFA published interim rules for the
program within only 60 days after its enactment to expedite its
implementation. Further, we published a set of forms for States wishing
to apply for 2176 "model waivers." These forms were designed so that
States could basically "fill in the blanks® and HCFA could promptly
process the waiver requests. We have also made the waiver program a
topic at all of our Medicaid Directors Conferences since 1982, and
encouraged participation by States through letters from both former
Secretary Schweicker and Secretary Heckler.

Substantial staff time in HCFA has been allocated to the waiver program.
In fact, we believe that many waiver requests would not have qualified
technically without the time and expertise devoted by HCFA staff to both
waiver applications and renewals.
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At this time, only 16 States still do not have programs in place which
waive SSI institutional deeming rules to address the long-term home care
needs of chronically ill disabled children. These States have not applied
for a regular or model home and community-based waiver for this group,
nor have they adopted a Section 134 amendment to their State plans. we
expect that some of these States, which have made use of the intra-
Departmental board, will begin to apply for model waivers now that the
board's tenure is expiring.

The popularity of the waiver program with the States so far, is convincing
evidence that the proper incentives for State participation appear to be
already largely in place. In the absence of solid evaluation data, we would
be very reluctuant to recommend any significant program changes at this
time that would jeopardize the opportunities for flexibility which the
program now affords the States.
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1 understand from your testimony that your agenc has worked with a
number of States to expand their options in t me health care arena.

Could you explain what your future plans are to encourage the utilization
of home health carc, generall and could you outline, s ciﬁcalizz what
future actions you will ﬁ taking _concerning _increasing State

participation?

The Department continues to make vigorous efforts to encourage
Medicaid hoine and community-based waiver use. States may receive
technical assistance from HCFA at any stage of the waiver submission
and review process. The nitiative for any waiver request, however, must
com= from the State, which we believe is in a better position to judge the
appropriateness of community versus institutional placement for the
Medicaid clients it serves.

At this time, we believe that the best way to encourage States to move
more Medicaid clients out of long-term care institutions into community-
based care is to continue to offer them the opportunity that the waiver
program now provides and to give them sufficient time to see some solid
results from their own and othe- States' initial waiver efforts. We expect
that our own ongoing waiver program evaiuation, which will be completed
in 1986, may help to pinpoint more specific ways to aid States which
choose to emphasize deinstitutionalization under their waiver programs.

We are also, through our demonstration authority, conducting a number of
home health and community-based cara projects that cover a myriad of
such services for a wide spectrum of Medicare and Medicaid beneticiaries.
As a further demonstration of our interest in home heaith care, we cre
participating with the Department in the National Channeling
Demonstration which is designed to determine whether the long-term
needs of the elderly impaired can be met in a cost-effective way through
a community-based system of case assessment, care planning, and care
management.

We believe that these types of projects, along with the waiver program
evaluation, will help us to address more specific recommendations for
increased State participation.
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4.Q. Have the administrative costs assoclated with Medicare and Med;caid
increased or decreased with the expansion of Federal relmburcrryent to
home heaith care Eovnaers‘i it aamflmstratfve costs have l'ncreaseal could
Jou please explain the reason fcr the increase?

A. HCFA does not collect administrative cost data for ejther the Medicaid or
Medicare programs by type of provider. Therefore, it is not possible to
associate administrative cost fluctuations in either program with
increased program expenditures for services provided by a single category
of provider (in this case, home health agencies).

Overall, rates of increase in administrative costs for both the Medicare
and Medicald programs have remained relatively stable since 1981,
reflecting only expected intlationary increases for each program,

5.Q. As I understand, one of the very real problems confronting home health
care Eoviders is their financial insecurity. As I understand further, this
ihan insecur; tF s,. in large ?rt! cause { §our agencgs atlure to
establi ear and meaningful reimbursement elines. Indiv [
Eovnae home health care to both chronicall -ﬂi children and adults cannot
rely on your agency ¢r the local fiscal l'ntermealary to grant or den
reimoursement in a consistent manner, Wil our agency b= asaresﬂn this
matter in the near future? Kna, will these guidelines & appﬂcasle to both
Medicare and Medicald

Medicare and Medicaid cases?

A. The Congress, in the Deficit Reduction Act, instructed HCFA to reduce
the number of Medicare home health intermediaries to no more than ten.
This should encourage more uniform Coverage and reimbursement
decisions.  We have already published a draft notice announcing
tentatively the ten intermediaries selected. We intend to finalize the
Rotice in the fall and begin moving freestanding home health agencies to
their new intermediary at the end of this tiscal year.

In addition to the reduction in the number of Medicare intermediaries for
freestanding home health agencies, HCFA is instituting a new reporting
form to assist in coverage decisions. This new form, to be completed by
home health agencies, will provide better information for our
intermediaries to make uniform coverage decisions. We should begin
utilizing this form in September 985,

In regard to your question about uniform guidelines for Medicare and
Medicaid, it is important to remember that Medicaid is a State-
administered program. Although HCFA approves State plan amendments
and wawver requests, we are not involved in establishing reimbursement
and coverage instructions ysed by the States to pay individual bills. Thus,
across a number of States, coverage and reimbursement guidelines may
differ radically. However, because of the State-specific nature of the
Medicaid program, more consistent guidelines cannot be mandated.
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6.Q. What are your agency's specific plens to assist in reducing the cost of
health care for chronically 1l children and adults?

A. HCFA intends to continue efforts to encourage States to avail themselves
of the wome and community-based waiver program. We believe that this
program has the potential for reducing the cost of health care for those
individuals who otherwise would have been institutionalized.

However, our con:prehensive evaluation of the HCB program will not be
completed until 1986. Because of that fact and because of our 10-year
experience with related demonstrations showing the difficulties with
predicting cost-effective home care service strucCtures, we feel that it is
premature to recommend specific strategies for reducing Medicaid costs
in this area. We expect that this thorough evaluation will produce the
kind of careful analysis needed to suggest specific recommendations for
reducing costs while maintaining appropriate and, quality alternative
services.

Senator NickLes. Thenk you, Dr. Davis.

Senator HATCH.

The CHAIRMAN. Well, Dr. Davis, thank you for being here. I just
have a couple of questions. Based on your experience with the
model waivers, what are really the most common reasons why
States do not qualify for such waivers?

Dr. Davis. I think the major problem as we have worked with
the States has been to get them to be able to make a correct esti-
mate of the expenditures that would be used within the inodel
waiver. That has been primarily the activity where the State
people and my staff have engaged in day-to-day conversations as
we have moved through the process.

The CrairMAN. I see. Now, I am anxious to implement changes
in national policy with regard to home care to make it available to
all chronically ill children, and I understand that it is your position
that it is essential in order to dec so that we provide that it saves
money rather than costs additional money because of the deficit
problem:s that we have today, and I know that is the position of the
administration.

Now, if you were in my position, what one legislative provision
regarding home health care would you want to push to provide
home health care for children?

Dr. Davis. I think, Senator, it is a little difficult at this point to
put my finger on a specific activity. We have been trying, as I said,
to encourage each of the States to develop either a regular home
and community-based program waiver or = model waiver. All but
two States and the District of Columbia have now done so.

We work very actively with the States. I have about 10 full-time
equivalent staff people working with the States as we ury to work
through the approval process. And as [ indicated earlier, we have
developed almost a fili-in-the-blank model forr, but we do find that
it still is somewhat problematic in terins ot vne ass2c<ment process
of what the costs would be.
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Sometimes those costs a-e difficalt to estimate, and I think that
has been one of the major issues. But, second, and equally impor-
tant, we have to make cer ain that we guarantee that the quality
of care that is provided in the home is going to be equivalent and
appropriate for the individuals.

e are still doing the evaluation. It would be a little premature
for me, I think, at this point to give you— —

The CHAIRMAN. Well, we would like whatever help you can give
us because we do want to do this in this Congress.

Dr. Davis. We would be happy to work with your staff in provid-
in%fl‘urther information.

e CHAIRMAN. Senator Nickles.

Senator NickLes. Thank you, Senator Hatch.

Just one quick question.” For the next el, Dr. Davis, we are
going to have, as you know, Katie Beckett's mother, and aiso Ruby
Gaines, who is also the mother of a respirator-dependent child.
ans t;w Stace of Oklahoma 1 of those 19 States, do you happen to

ow’

Dr. Davis. No, it is not.

3enator NICKLES, Pretty much the same question that Senator
Hatch asked—why would a State not—it seems to me like they
would like to have that flexibility. It seems to me like they can
save money and that they would provide becter care, and it weuld
be home health care instead of institutional care.

So why would a State nat opt?

Mr. WreN. The State of Oklahoma, Senator, does have a regular
home and community-based services waiver that has Leen ap-
proved, and they have a requ:st in for another regular waiver. But
the State of Oklahoma has nut requested a model waiver, as was
pointed out.

Senator NicxrLes. OK. They have not requested a model waiver,
but they did request the 2176 standard waiver?

Dr. Davis. That is correct, and the children can be served within
that regular waiver program. I think that is an individual States
Jdecision as to whether they simply want to file for a larger waiver
request which encompasses the aged as well as the children.

nator NickLes. Is the 2176 the broader——

Dr. Davis. It is a more co.nprehensive waiver rogram.

Senator NICKLES. And have they utilized that? Are a lot ~f Siates
using that?

Mr. WREN. Yes, they have. We have had requests from 47 differ-
ent States for the regular waivers, and for the regular waiverr we
kave approved 88.

Senator NicxLEes. You approved what?

Mr. Wren. Eighty-eight waivers from some 44 different States.

Senator NICKIES. Are those broad waivers on like individual
cases or are they broad waivers for the States programs where the
State could automatically place these individuals in home health
care in lieu of institutional care?

Dr. Davis. It is the latter.

Senator NickLes. The latter?

Dr. Davis. Yes. They make an estimation of how many individ-
uals they believe can be served within the State, but it is far more
than in the model waiver, which is limited to 50.
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Senetor NickLes. I see. Do you feel like these progranys are, one,
better health care and, two, cost-efticient?

Dr. Davis. We do not approve of them unless they are cust-offi-
cient, and I think one of our major concerns is to make certain
that they are substitutional for the care that would have been
given in an institution.

Clearly, I think from the group of individuals you have seen here
today, it does represent a very important component. I think the
growth and development aspects can easily be identified as being
perhaps better in a home environment than they are in an institu-
tion.

Certainly, being a former pediatric nurse myself, I recognize that
while institutions can give very fine care, there is no substitute for
the family itself. We have tried, as I indicated, to stimulate interest
in model waivers among the State Medicaid programs. They even
at one point had Julie Beckett herself come and talk with the Med-
icaid Program people. So I think we have been very active in en-
couraging that particular program.

Senator N1ckues. Well, I commend you for it and I hope that the
States throughout the country will take advantage of that, and I
hope that you will continue to make it easy for the States through
their applications. And through your statement, I was taking that
you are, and again I compliment you for it and I appreciate your
statement today.

Thank you very much.

The CHAIRMAN. Well, thank you so tnuch. We know you have to
catch a plane, so we will excuse you while we turn to Dr. Hutchins.

Dr. Davis. Thank you, Senator.

The CrairMAN. Thank you for being here.

Dr. Hutchins, I have to limit you to 5 minutes. You have an ex-
cellent 27-page statement.

Dr. HurcHins. Yes.

The CHAIRMAN. We clearly Jo not have time to hear it all, so if
you could keep within 5 minutes and summarize, we ave going to
put your com:plete statement in the record, and we will for aii wit-
nesses.

Dr. Hutcuins. Thank you, Mr. Chairman.

The Caamman. Thank you so much.

Dr. HurcHins. We in the Public Health Service are grateful for
this opportunity tv appear with our colleagues from HCFA in pre-
senting testimony to you about our efforts in support of effective
health care for chronically ill and handicapped children.

In your letter of invitation, you asked that we discuss SPRANS
grants. For those who are not up to date oz Government acronymns,
SPRANS stands for special projects of regional and national signifi-
cance. These project grants are funded from a congressionally man-
dated setuside of moneys from the Maternal and Child Health
Service’s block grant enacted in August of 1981.

These special project grants are made for a variety of purposes
and are intended to support and enhance the service del.very pro-
grams at the State and community levels. Grantees include health
departments, voluntary agencies, professional groups, research cen-
ters, universities, and the like.
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Before discussing current SPRANS activities, I believe it would
be useful to discuss some of the background relevant to today’s dis-
cussion, as well as the ways in which we look at our responsibilities
gnd our approaches to the needs of chronically ill and disabled chil-

ren.

We view our Federal agenci; rule as one of support—providi
consultation, training and technical assistance to State and local
health agencies, to education and other health-related groups, to
health professional organizations, to volunteer and parent groups,
and to other Federal agencies.

We feel our (i)rime responsibilities are to support and assist with
the design and development of a child-centered, family-oriented,
community-based, State-coordinated. regionally organized health
services delivery system for chronicaily ill and disabled ckildren
and their families.

This year, 1985, marks the golden anniversary of the assage of
Public Law 74-271, the Social Security Act of 1 35, which resulted
in a 50-year commitment to the health and well-being of mothers
and chil¢ en.

Although one of the principal foci of title V of the Social Securi-
ty Act-—section 504, coincidentally—in 1935 was directed origi ’l{y
to children with orthopedic handicaps, State crii:pled clﬁf’ dren’s
programs have extended their concerns to Shysically disabled, sen-
sory-impaired, developmentally delayed, and chronically ill chil-
dren.

This comprzhensive approach, 50 years in its development, is one
which fosters the movement of children from institutions to the
least restrictive, most appror: iate setting for their development.

The concept of community-based services is certainly no current
fad in health care. The goal of family-oriented, communit -based
services is to recogirize a child as a local citizen with the rights and
responsibilities of living, playing, growing, and developing in his or
her own community.

When we restore children to their own families, schools and com-
munities, they actively participate in the intellectual, social and
recreational activities of their peers and receive health care from
their own physicians.

Several events over the past decade have contributed to renewed
interest in the gervice needs of children and youth—the emergence
of Dr. Haggerty’s concept of the new morbidities, p. e of Public
Law 94-142, the report of the study by the Vanderbilt Institute on
the Chronically Il Child, the report of the Select Panel for the Pro-
motion of Child Health in 1980, and the Surgeon General’s Work-
shop on Children with Handicaps and Their Families in 1982,

While participants from that workshop focused on the extensive
problems of the ventilator-dependent child, the findings were ex-
trapolated for their implications for all children with disabilities.
Recommendations were given to the Surgeon General and many of
the SPRANS grantees that we are reporting about this morning in
the longer testimony are actually addressing six of those seven rec-
ommendations through Projects supported by the Division of Ma-
ternal and Child Health.

Given this conceptual framework, background and the 50-year
commitment, the Division »f Maternal and Child Health has devel-
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oped initiatives to address issues of regional and national signifi-
cance in eight major areas relevant to this population: one, commu-
nity-based services; two, early identification and intervention;
three, youth in transition, the adolescent disabled youth; four,
family enhancement; five, bemophilia regionalized programs; six,
issues around financing of care for disabled and chronically ill chil-
dren; seven new and emergent issues for special goi',aulations; and,
lastly, the future of crippled children services to children with spe-
cial needs.

'All of these are closely related and the aim is to build an ongoing
system of family-centered care at local and State levels. Beginning
with the projects on ventilator-dependent children that were a
direct outgrowth of the surgeon generals children’s workshops and
proceeding through the others, I will mention them briefly. Refer-
ences to them are in the main text.

We are currently funding three grants on ventilator-dependent
children in the States of Illinois, Louisiena, and Maryland, and
some of those you have heard from this morning. All three of these
are focusing on transfer of children from institutional settings to
homelike settings through the use of multidisciplinary teams.

Families are the most important support system for children who
are chronically ill or disabled. Since most health care is provided
b% the family, families need to be encouraged to participate in all
phases of their children’s care and to serve as a resource for the
health care team.

The issue of case management has come up this morning. The
optimal case manager is the parent, and the professional case man-
ager must be supportive of the parent in that role as the case man-
ager. It is they who hove the res nsibilities of the child and who
have to work their way through the system. The most we as profes-
sionals can do is assist that process.

There are a series of projects on_financing. A project in Massa-
chusetts as an example is Project Serve, looking at reorganization
of the crippled children’s program in Massachusetts.

Early identification is an important issue, and auother project in
Massachusetts is working through Children’s Hospital of Boston
aud Wheeling College to Icok at followup of infants treated in new-
born intensive care units within the six States of the New England
area.

We are collaborating with the Departnient of Education on youth
with disabilities—the problems of these children as they move to
adult life and adult needs. Although we are concerned about the
lack of resources for children, it is even worse as these kids move
on into adult life and encounter educational as well as social,
health, and vocational problems.

In addition to the projects mentioned there is the central issue of
the future direction of services to be provided through State crip-
pled children’s services. The National MCH Resource Center at the
University of lowa is conducting a project that is examining the
history of governmentally supported programs for children v-ith
specialized health care needs and is analyzing the following issues:
services needed and the best methods to provide them; the barriers
for obtaining these services; the organization of governmentallf'
supported programs providing services at the State and local level,
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with consideration of the feasibility of creating community-based
networks of integrated services, and the financing of these.

Mr. Chairman, we beiieve that the SPRANS projects that we
have the privilege to administer are making a substantial contribu-
tion to today’s movement in support of care &t home for chronically
ill and disabled children.

We appreciate your invitation to describe these activities to you
and your committee. Now, I would like to introduce to you Dr.
Merle McPherson, who is accompanying me today. Dr. McPherson
is chief of Habilitative Services Branch and she ig responsible for
the administration of the projects described and fo- maay of the
leadership efforts that these projects represent.

If you have questions about these pregrams or related activities,
Dr. McPherson and I will be happy to try to answer them.

[The prepared statement of Dr. Hutchins follows:]
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Mr.. Cusirman and Members of the Committes:

. . ;
We in the Public Heslth Service sre grateful for the opportunity to join our
collesgues from the Health Care Financing Adwinistration in prasenting
testinony to you about our efforts in support of effective health cara for
chronically i1l and handicapped children. I am accompanied by Dr. Merle
McPherson, of tbe Division of Muternal and Child Health, Bureau of Health
Care Delivery and Assistance. In your letter of invitation, you asked that
we discuss "SPRANS" grants. Por the benefit of thosa not up-to-data on
government acronyms, SPRANS stands for Special Projects of Regional and
Rational Significacce. These grants are project grants, funding for which
comes from a congressionally mandated set-sside of monias (tha law ssts asida
between 10 and 15 percent) from the Maternal and Child Health Services Block
Grant enacted in August of 1981. Thesa special project grants are made for a
variety of purposes and are intended to suppoTt and enhanca the service

delivery programs st the State and community levels.

Grantees include heslth deps tents, voluatary agencies, professional groups,
resesrch centers, universities and the like. Administration of the SPRANS
grants is the responsibility of the Division of Maternal and Child Health in
the Bureau of Health Care Delivery and Assistance, Health Rescurces and
Services Adninistrstion. Before discussing curreat SPRANS activity, however,
I believe thst it will be usaful to discuss the bsckground for today's
efforts as vell as the ways in which we look at our responsibilities and our

appriaches to the needs of chronically i1l snd disabled children.
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Conceptual Framework

We view our role, as a Federal agency, as that of a support organization,
providing consultation, training and technical assistance to State and local
health agencies, to education and other health-related groups, to health
professionsl organizations, to volunteer and parent groups, and to other

Federal agencies.

He feel prime responsibilities are to support and assist with the design and
development of a child-centered, family-oriented, ccmmunity-~based,
State-coordinated, regionally-organized health service delivery systems for

chronically ill/disabled children and their families.

The year 1985 marks the golden anniversary of the passage of P.L. 74-271:

The Social Security Act of 1935. Crippled Children's Services, one of the
principal foci of Title V of the Social Security Act, was directed originally
to children with orthopedic handicaps, but State Crippled Children's programs
have extended their concerns to physically disabled, sensory impaired,
developmentally delayed and chronically ill children and their families.
Along with extending the populations covered, has been a concomitant effort
to deviae a comprehensive approach that is child-, facily- and home-centered,
rather than disease centered. This comprehensive approach, S0 years in its
development, is one which fosters the wovement of children from institutions
to the least restrictive, most appropriate setting for their development. As
often as possible that setting should be their own homes and cared for in

their own communities. The concept of community-' ased services is certainly
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no curredt fad in health csre. The gosl of family-orientec, communi ty-based
services is to recognize the child es a loc’l citizen with the rights and
responaibilities of living, playing, and growing in his o;m and communities
they actively participate in the ictellectual, social, end recreational
activities of their peers, end receive heslth care from their own :
physicisns. To be effective in both cere and cost, services must be: ¢
*  Pamily- end child-centered in approsch; ?
*  Developmental in focua;
* Interdisciplinary in acope; K
*  Individuslized, sctive, snd ongoing in nsture;
*  Lesst restrictive in environment ;

* Comprehensive, continuoue, and coordinsted in execution.

History of Efforts

Several events over the past decsde have contributed to renewed interest in

the service needs of children and youth with chronic illness and to the needs

Y

and strengths of ‘heir families. One of these events was the emergence of
the concept of the "New Morbidity"; in addition, there were: the psssage of
P.L. 94~142, the Education of All Hendicepped Children's Act of 1975; the
report of the study conducted by the Vanderbilt University Institute for
Public policy Studies on Chronicelly Iil Children; the report of the Seleat
Panel for the Promotion of Child Heslth in 1980; the Surgeon General's
Workshop on Children witn Hendicaps end Their Pamilies in 1982.

In 1975, Dr. Robert Gizz~vtv. one of the foremost leaders in child heslth,
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noted thst the social environment in which a child lives is a major
determinsat of his health snd the csre he \:ill‘receive. ihc "New Morbidicy"
is charscterized by children's behsvioral and psychosocisl problems and
fanily stress. Dr. Haggerty described it as being beyond the boundariss of
trsditionsl medicsl care. The "New Morbidity" will requiza, Dr. Haggerty
maintained, extension of the pediatrician into the community in collaboration

with many other disciplines.

In the ssme yesr, Congress passed the Education of all Hsndicapped Children's
Act (P.L. 94-142). Ensctment of this lsw marked the culmination of a
"revolution” in educationsl opportunities for hsndicapped children. More
recently sttention is bzing given to those children with health impairnents
such as diabetes, hemophilia, rheumatic diseases &ad cystic fibrosis, who do
not require specisl educstion, but who do require related services. The
concept of individual csre plsns, fostered by F.lL. 94-142, has become
accepted in all human servicese. Unquestionably, zppropriate collaboration
swong the sgencies an? among providers of human services - heslth, education
snd socis] services, in response to chese plans, is resulting in much wore
effective services for the patients and fewer complexities for the psrents.
Providing the lesst restrictive environment for children consistent with
their special reeds is snother lesson from P.L. 94~142. This philosophy hss
opened the normal clsssroom to children with disabilities and chronic
illness. However, Ve must not interpret "least restrictive cavironment" to
sesn "normal.” Universal mainstresming is as appropriste as blsnket

institutionalizstion for disabled children. The essentisl questions
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should be, ia the child being given rsery opportunity to lesrn or develop
igherent gbilities and have ve, a8 & responsible .ocie:y,.rcnoved all
barriers and placed the child in the ®ost opportune getting for davelopment
to occur? The Select Psnel for the Promotion of Child Health issued its
report in 1980. The chairperson, Lee Schorr, in her transmittal letter,
3sid: "ot only is the family the primary unit for the delivery of health
services to infants and children, but the fanily environmeut is probably the
greateat influence on s child'e hesith.., From conception on, a child is
dependent upon his or her mother snd other family members not only for the
physical necessities of life fool, shelter, clothing and protection from harm
- but also for the emotionsl support and intellectusl stimulstion needed for
healthy growth snd development. It requires no great expertise to recognige
the importance to sny child of s secure, loving snd stimulating family
environment... Our groving recognition of the paychological and socisl
componenta of health haa enhanced our swareness of the family's
importance... The fanily is not only the principal influence upon & child's
development, it is also the intermediary between the child and the outaide
world, including the health care system... Health providers can support
encourage and enhance the competence of parents in their role a3 caregivers,

or they can directly or indirectly undermine and denigrate ic.”

Four themes emerged from the Select Panel's veview of the heslth care needs
of children with chronic illress: Firat, the necessity for coordinstion of
care vith elimination of duplication snd unnecesaary categorical

restrictions; second, the requirement for more training of professionsls st
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all levels; third, the need to support and expand prevention and early

identification efforta; fourth, the neceasity to secure wore paychosocisl and

financisl support for familiea of chronically ill children.

Since the late 1970°s the Vanderbilt Inatitute for Public Policy Studies has
been examining the themes ¢nunciated by the Select Panal, as well as other
issues, through their Chronicslly I11 Child project. It is important to note
thst this project was furded jointly by the Departments of Education and
Health snd Human Services in the public sector and by the Robert Wood Johnson
Foundation, in the private sector. The Vanderbilt investigstors identified
certsin basic principles that should underlie policy conceraning chronicslly
ill children, including:

%  "Children with chronic illnesses snd their families have specisl
needs which merit attention, beyond that provided to the heslth needs of
able-bodied children.

*  Families hsve the centrsl role in csring for their own members and
the goal of policy should be to enable fsmilies to carry out their
responsibilities to nurture their children snd encourage their most effectiva
developaent .

*  Policy should encoursge professional services of s highly ethical
nature. Key elements include truth telling, confidetiality, msin:enance of
dignity and respect for fsmily preference, professionals’ recognition of

limits of their own effectiveneas, and emphasis on collaboration.”

The Surgeon Genersl's Workshop on Children with Handicape snd Their Psmilies,
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in Decembar 1982, gave prime consideration fo high technology, its
contributions, its complications and its high cost. )
The nnjor objectives of the Surgeon General's Workshop were:

* To develo} strategies to reccgnize the comprehensive services and
long-term sssistsnce needed by children with disabilities;

* To address the burdens and challenges faced by the families of these
child-en;

* To stimulste the provision of resources for these special children in
their communities;

* To address the burdens and chzllenges faced by the families of these
children; and

*  To stimulate the provision of resources for these specia. children in

their communities.

While Workshop perticipants focused on the extensive problems of the
ventilator-dependent child, the findings were extrapolated for their
implications for all children with disabilities. Seven recomzendations were
presented to the ‘vrgeon General:

*  Define the Sccpe of the Problem

*  Develop Model Stsndards

* Develop Systems of Regionalized Care

* Improve Financing of Care

*  Identify Areas of Abuse Potential

* Incorporate Into Training Curricula Principles of Care for Children
with Disabilities

* support in the Care of Children with Disabilities
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The Surgeon General's Workshop and the recommendations that emanated from it
stimulsted a vsriety of sctivities and projects designed to address and
inplement them. SPRANS grants have been nnrd'ed to orznn.intiom that
sddressed six Of the seven recommendations and the Division of Maternal and
Child Heslth continues to work with the Surgeon General to improve the
delivery of services and to develop and disseminate information about
available services for chronically ill and disabled children and their

families.

As President Desgan noted in his Child Health Day, 1984, messsge: "Taere
...are severely handicapped infants who require not dnly the love and support
of their families but who must have the help of wmany groups in their
communities~—doctors, hospitsls, health departments, providers of heslth

care, and others—if they are to thrive.

During the coming year, it is my hope thst we can contir.e to demonstrate
what a free, energetic, and enlightened society can do cooperatively to
protect and iuprove the health status of our Nation's most vital asser, out

children.”

SPRANS Experience

Civen this conceptual framework, background ard 50-yesr comnifment, the
Division of Maternal and Child Heslth hss developed initiatives to address
issues of regional and national significance in eignt major areas: )

Community-~Based Services Developaent; (2) Early Identification an
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Intervention for high~risk infants and those with disceraible hendicaps; (3)
Youth ia Trensition/The Adolescent disabled Youth; (4) Family Enhancement;
(5) Hemophilia Regionslized Program; (6) Hnl;xcing of Cn;:e Lor
Disebled/Chronicslly 11 Chiidren; (7) New and Emerging Issues for Special
Populations; and (8) Puture of Crippled Children's Services to Children with

Speciul Needa.

All ere closely linked aand the aim is to build an ongoing syatem of
fsoily—centered care at lorsl and State levels. Beginning with the projacta
on Ventilstor-Dependeat children that were a direct outgrowth of the Surgeon
General's Workshop and sre representative of new and emerging issuee for
special populations and proceeding to discuae those projecta related to
Finsncing Health Cere, Community-Based Services, Rarly ldentification and
Intervention, Youth in Yransition, Hemophilia, Femily Enhancement and Puture
of Crippled Children's Servicea, let me describe a fev projects and offer to

provide the committee with additional information, if requeated.

Ventalator Dependent Projects

The Division of Haternal and Child Heslth funded three grants to develop
systems of regionalized care focusing on ventilator-dependent children. The
grants were awarded to Illinois, Louisiens, and Maryland. All three projacte
focus on the trensfer of children from institutfonal settings to home-like

settings through the use of wultidisciplinary teams,
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The projects sre concerned with providing comprahensive, cost-effactive,
continuous csre to children with high-technology needs. Thay require
extensive collaborative effort by tertiary, intermediary, and primary care
sgencies. all three projects emphssize the need to develop and sustsin a
compunity-bssed support system. The Marylsnd projact combines local, Btate,
and regionsl orgsnizstions to ectsblish a private, non-profit organizstion to
facilitate the discharge of ventilator—dapendent children to their perents ov
gusrdians for care st home. Collsboration may involve coopsration of
tertiary pediatric emergency medical services, local fire dapartment and
voluntary ambulsnce aervices, or parental training provided by community

sgencies and privste practitioners.

Thase projects sre collaborsting in developing educational materials for
fanilies snd professionsls; in developing forms to collect similar dsta on
the number of children who are technology dependsnt, helping to define the
scope of the problem; and in providing information about some of the
long-term conaequences of dissbling conditiona on these childrea snd their
familics. The University of Chicsgo received a SPRANS grsnt to avsluate the
economic snd psychcsocial impscta on families of caring for their
ventilstor-deperd nt children at home sad to determine the sppropristeness of
the three State programs for use in communities with other types of

chronically ill/dissbled children.

Financing Heslth Care Projects

Problems related to financing care were cited in Lhe report of the Surgeon

Ceneral's 1982 Workshop on Children with Hendicsps and Their Families,
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mentioned earlier. These problems were cited as unfortunata aide effecta of
recent impiovementa in health care. We have diacovered that today'a
aophisticated technology ia not only coatly, but asema to requira that
children be kept in institutiona, away from their families and homea. 1he
Division of Materral and Chiid Health haa encouraged, aupported and initiatad
PHS activitiea in collaboration with other ageaciea in tha Pxacutive Branch,
including HCFA, and in the private tector to addreas the racommendation to
improve the financing of care that exanated from the Surgeon General'a

Workshop.

Presentationa in & 1985 meeting of an ad-hoc group on financing health care
for chronically ill and disabled children focuaed on 10 SPRANS projecta which

related to various aspecta of the financing iasue.

The projects, by State, include:
. Developing a Computeriszed Information Systea [California)

. Evaluation of Utilization, Expenditures ad Sources of Payment for

Care of Chronically I11/Disabled Children and Their Families
[california)

+  The Network of Servicea [Diatrict of Zolumbia]

+  Case Management Consultation Evaluation [Plorida)

. Standards of Care [lowa]

+ FPuture Directions of Care in CCS [Iowa)

+ ldentification of Daca Keeda [North Carolina)
Coordination of Care |New York])

- Eatizatea of Coata of Care for Six Conditiona [New York]

+ Pinaccing Nutrit.onal Scrvicea [Utah)
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Our expectstion is that our continuing activities related to Financing Haalth
Care of Children with Chronic Illness and Disabiing Ccmdi'tionl will focus on
five relsted aress: (1) The impact of Diagnosis Related Groups [DRG] s,

(2) Dpats Reeds; (3) Lisison with Health Care Financing Administration
[HCFA); (4) Liaison with Privata Insurars; and (5) Puture Roles for Stata

Crippled Children's Servica [CCS] Programs.

Community-Bssed Projects

The purpose of the Network Projact of Georgetown Univarsity Child Development
Ceuter project is to provide key assistance to States in implementation of
policies snd programs to facilitate local coordination efforts for children
with dissbilities and chronic conditions and for thair familias. It is the
culnination of & number of Federal interagency efforts simed st improving
comprehensive care across agency and professional lines. At the Federal
level, it includeo colleboration with the Office of Special Education and
Rehsbilitstive Services; the Health Care Financing Adminiatration; the
Headstart Bureau of the Administration on Children, Youth and Femiliea; tha
Adoinistretion on Developamental Disebilities; and the National Institute of
Mentel Heslth. Curreatly 31 States ars a part of the network with Technical

Assistance and consultation provided to education, heslth and mental health

O
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sgsacies ss well ss to pudlic snd privsts voluntery groups. Cslifornis
recently hosted & meeting of 7 western Ststes from the nstwvork. Ivo major
problens discussed were (1) how to get psychosocisl services to childrsn in

locsl comunities snd (2) hov to finsnce this cars.

In Iovs, the "Networking of Services for Hendicapped Children" projsct is ons
thst wes estsblished to develop in-state rsgionsl networks of csre for
children with chronic conditions. Progranms formerly sdministized by ths
Federsl government sre now Stste—directed with and rsceive sppropriste input
from their communities. Regionsl nstworks sre intended to coordinats
svsilsble services needed by chronicslly i1l children and their fanilies.

The progrsa has begun with the initistion of s dets/information system to

facilitste intersgency communication snd evslustion of csre delivery systems.

The project will incresse knowledge concerning the needs for ssrvices and
cutcomes of services, will creste s more effec.ive method for provision of
services through inter-orgsnizstional cooperstion, end will demonstrste s new
model for collection snd snslysis of multisgency dats used for evsluation snd
plsoning. The next phsse of this grent will be speat in consolidsting
support uervices for chronicslly ill children, in developing s continuing
education prograz for Network Integrated Evalustion snd Plsoning Clinics, snd
in providing multiprofescional sgency medical counseling snd trestment
services for sdolescents. A study of wmethodology snd spprosches euployed
vill be published at the end of the second yesr of grsnt support for

disser.instion to Ststes outside the demonstration region.
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Project SERVE was funded through a SPRANS ¢ :nt to the Massachusetts

Tri-Agency Project for the Development of Polity and Program Stretegies for
Handicapped Children and Their Families. It is & program devised by thrae
orgsnizations: Vivision of Family Health Services Massachusetts Department

of Public Health; the University Affiliated Program fn the Boston Children's

Hospital, and the D-partment of Maternal and Child Heelth and Aging in the

Harvsrd School of Public Health to design and implement & State-wide
comprehensive system of care for handicapped and chronically i1l childran and

their families. The tasks at the initiation of Project Serve were needs

assessment and policy analysis and implementation of a comprehensive system
through consultation and technical assistance to the Division of Family
Health Services. The most recent phase of his project has involvad the .

development of strategies for alternative models for financing and for health

care delivery. Project Serve was formulated es a review of the operetion of
the State Clinic system, and is to assist the Division of Family Health
Services in defining its present and future role in aervice delivery to this

population.

In addition to the intentions stated above, Project Serve will develop -
linkzzes with other public and private service providers and will help to

devise strategies to implement alternative models for financing and delivery

of health-care services for chronically ill children in the State of

Mussachusetts.

Another iuportant program is the '"Comounity Health Care for Children with

Chronic Conditions" project, centered at the Gillette Children's Hospital in
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8t. Psul, Minnesota. This prograe is an intardisciplinary, multifacility
project to stimulate the development of comprehensive comwunity-based
servicea for this population. The progran smphasizes three approaches: (1)
The development of a regional consortium composed of professional
disciplines, institutions, and public and voluntary categorical disease

a ccies. Tha consortium is a study group for exploration and fscilitation
of cooperative efforts, (2) The diversification of community-based activities
by programs with expertise in chronic disease, and (3) The analysis of
current patterns of health-csre financing. Addressing as it doea effective
regionslized syateas of health care, community aupport aystems, and improved
@¢ nods of financing of health csre through documentation and analysis in
order to develop comprehensive State csre~financing plans, this project ia

expected to produce findings of major, national significance.

Another project is the "Coordination of Cire for Chronically I11 Children,"
conducted by Health Research, Inc.. and the Nev York State Department of
Health in Albany, New York. The general purpose o¢ this progrsm is
coordination of care among medicsl entities snd voluntary support
organizations and the delivery of specialized team care for various chronic
illnessea of children. The progran will establish demonstration prcjects as
cocrdinated, comprehensive service model, and vill see to the coordination of
pians in the Department of Health and other agencies. Importcatly, it will
establish a data system of numbers of children, age, condition, and location
of care. Regional workshops throughout the State snd feasibility grudies on

the nsture snd scope of the prodlem will be sdditicnal methods of procedure.
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Early Identification and Intervention

Early identification and intervention for high-riak infants and thoae with
diacernible handicepe ie vital for effective care-giving and favorable
outcome. Working cloaely with the Office of Special Education and
Rehabilitation Servicea/Special Education Program, the early intervention

progrem for children, birth to three yeara of age, ia of importance in the

planning, development, implementation and eatablishment of appropriate health

and education servicea for children with, or et riak of, diaabling conditions

and chronic illnesses. Informal and formal networke and collaborative
efforta among Frderal, State and local governments; private and voluntary
organizationa; private practitionera and parenta aerve as effective
mechaniams for reaching goala in thia area of concern. SPRANS projecta in

thia category include:

Project ACCESS, in Haasachusetta, has worked with the aix New England
States to examine acceas to follow up and Early Intervention eervicea for
infants at riak once they leave neonatal intensive care. We are sharing
information and knowledge gleaned from the project with many other States,

including the Statea of Oklahoma and Utah.

Another exemplary project ia "Project 0-3," & SPRANS grant to the National
Center for Clinical Infant Programs that provides a mnchaniam for aelected
STates to improve aervicea .or at-riak ond disabled cniluren and their

families in the firat three years of life. It provides a
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framevork for trsining; shsring of information end experiencs among Ststes;
development of materiels snd concepts relevsnt to the current needs of Stste
programs; snd consultation services to sddress specific issues rgised ty
Stetea. Working initislly with 10 selected Statss: Main2, New Jerssy,
Maryland, North Csrolina, Ohio, Texas, Iows, Utsh, Hswsii, and Wsshington,
the project is designed to have s nationsl impsct on improving services to
this specisl populstion of children. Its interdisciplinary steff has become
8 nstionsi resource snd petwork for information sad assistsnce to heslth
profeasionsla, psrents snd policy makers conceined with the needs of dissbled

snd st-risk infents, toddlers and their families.
Youth in Trsnaition

In recognition of the fsct thet pedistric needs sre different from adult
needs, the Depsrtments of Heslth erd Human Services and Educstion a
collsborated to convene a conference on, "Youth snd Dissbility: The
Transition Yeara." This project wss developed in response to & pressing need
for the proviaion snd coordination of heslth/educstion/vocstionsl and gocisl
servicea for adolescents with chrenic disessee or dissbilities. The gosl vss
to identify major bai. -s to service and to develop strstegies for
overcoming them through research/policy/legiclstion and progrsmming. The
proceedings of this conference were summarized in the March, 1985 issue of
the Journal of Adoleacent Heslth Csre, snd focused on looking at long term
care problens in moving from child to sdulthood snd st snswering the
questions, "Hov csn we mske children more nelf-nufficien;/employlble, and

thus svoid long-tern dependency costs?
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Hewmophilia ss a Midel Program

In 1975, Congress astablished the comprehensive hemophilia diagnosis and
treatment center program, providing direct federal funding to support tha
development of 22 comprehensive hemophilia centars and 60 affiliatas. With
support from the Division of Matarnsl and Child Haalth, tha natwork of
centers has expanded and it now provides a strong ragional structura. Nov
SPRANS grant supported, the impict of thesa prograas has baan dramatic.
Over 9500 hemophilis patients (nearly S0X of tha total hemophilia populaticn)
are nov gerved by these centers, providing multidisciplinary sarvicas
including psychosocial, financial snd vocational counsaling, in addition to
medical, dental and orthopedic care.

We believe that this Federal investment in comprehensive care programs that
promote home infusion has paid off by reducing disability, unemployment and

the cost of medicsl care for hemophilic patients.

Family Enhancement Projects

Pamilies are the most important support syster for children who are
chronically i1l or handicapped. Since most health care is provided by the
family, families need to be encouraged to perticipate in all phases of their
child's care and to serve as & resource to the health care tesm. Each SPRANS
project supported by Division of Maternal and Child Health acknowledges the
importance of a psrent professional partnership in the habilitation of

infants and children with chronic iilnesses and is asked to teke identifiadble
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steps to enhsnce the participstion of psrents. A workshop on, "Families As &
Criticsl Factor in Prevention," conducted by tne Universipy of Pittsburgh,
set s course of sction for improving fsnily involvement end {mproving
psychosocisl services in Title V programs. As s part of the followup, s new
policy statement on family participstion is being prepsred by DMCH snd will
be disseninsted widely. This ststement will emphssize the following
principles snd spprosches:
knovleige, development and use of faaily strengths
consideration of fsmily needs balsnced with pstient paads
unbissed snd complete information shsring sbout resources, prognosis, and
pros snd cons of trestment choices
connecting snd helping to meintsin the comnection of parent to parent
netvorks,
Therefore, services should be orgsnized so that they:
a) recognize the unique strengths of individual families;
b) incorporate child snd family developmental services within the heslth
care system;
c) facilitate the family's involvement in planning, implementing, snd
evaluating those services; and

d) remove obstacles in the current delivery system.

The DMCH is carrying out this family initiative through the following
projects and activitics:
Maryland Division of Crippled Children's Services - developaent of s model

parent counseling and education project in preventive heslth services and
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esrly intarvention for children at risk for devalopmental dc¢lay due to

medical or psychosocial fsctora.

.
.

Focus Inc.., Jonesboro, Arkansas - a model project in a rural area
denonstrating competency-based patenting skills for handicapped and apecial

needs mothers wor™ing with handicapped children.

Colorsdo Department of Heslth - to increase the accurate identification of
and intervention with those fumiliea with handicapped children most in need

of psychosocial intervention.

University of Californis, San Francisco - development of a regional network

of services for families with chronically ill children, including pareat

support groups, s family assessment teanm and education workshops for children

and families.
Other activities to promote the family initiative include:
B interagency collsboration with OSERS natio.al network of psrent
information centers
B sn interdisciplinary, interagency advisory panel, including pareat
representstives, on fsmily psrticipation and psychosocial issues in
the Division of Maternal and Child Health
. psrent and psychosocial initiatives in the hemophilia prograz with
epecial focus on AIDS, snd

. psrent and family activities with the juvenile arthritis groups.
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Future of Sarvicas to Childran with Special Neada

. -
.

In sddition to the projects mentioned in this testimeny is the cantral isaue
of the future directions of aervices to be provided through Stata Cripplad
Children's Services. The National Maternal and Child Bealth Resource Center
of the University of Iowa is conducting a project which ia examining the
history of governmentally supported programs for childran with specialiszad
heslth csre needs and is analyzing the following issuas:

. the aervices needed and the best methods to provide them;

. the barriers to obtaining these services;

+ the orgsnization of governmentally supported programs providing
services at the State and local level with consideration of the
feasidbility of creating community-based networks of integrated
services;

. the financing of these services.

This project and its multi-faceted report will deal with the major problems
of the State Crippled Children's Programs--the lack of coordination between
Stste Crippled Children's Frcgrsms, as well as the fragmentation of services
for handicapped and chronically ill children; the problems of casefiniing and
serving remote areas; inadequate reporting systems; and the funding of healti.
related services in the face of increasing medical care costs. A national
report will be published to eauaciate goals and objectives and %o furnish
guidance to State Crippled Children's Program sdministrators, to State and
local public policy makers, and to other organizations, groups, and
individusls responsible for or interested ir the delivery of services to

these children.
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This repoit will syntl eize the knowladge snd informetion we ars geining from
many of the sforementioned SPRANS efforts in the hope of ?rovidiny answers to
the complexities nf organizing snd providing servicas to children end to
their families in their own homes snd communities. .
In our discussion todsy, we heve focused upon & number of sctivities which
illustraete our sctivities snd concerns with raspect to chronicelly ill end
hendicapped children, Other current projects include & reseerch project
which seeks to discover improved methods for insuring heslthy growth and
development in low-birth weight infents; e group of intevdisciplinery
treining projects vhich prepsre heslth professionsls to dssl vith very
couplex child developoentsl problems; as wsll ss projects supportive of
regionalized systems of perinstsl csre, sdolescent heslth, nutritional

services, snd meny other progrems.

Rather then summarizing the sccomplishments of SPRANS projects, or reststing
our philosophy snd goals, I woule 1ike, briafly, to describe for you the
history of Jonathsn, Jonsthsn's s%ory is one of success - and of the very
hard road one sometimes has to trsvel to achieve it. I think sleo thst it
illustrates in s very resl way, the complexities, the difficulties~~ snd the
opportunities thst we encounter when we desl with the reslly tough problems

of chronic illness snd severe hendicaps in infents and small children.

Jonathan: A Success Story

A case study of a family-oriented, comaunity-bssed epprosch to deliveriag
conpreheneive services serves to illustrats both the complexity snd the
efficacy of using such an spprosch to provide needed csre for chromicslly i1l

and disstled youngsters,
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Jonathsn wes born at a gestationsal sge of 28 wesks (3 months befors tera),
After five months in the Neonstal Intensive Cars Unit at tha toiversity of
Weshington in Seattle, he was discherged home to Jeffsrson County Weshington,
As part of a SPRANS grent on Early Intervention to ths Weshington Srate
Heslth Depsrtment, Jonsthan and his family ware provided the dsvslopmentally
focused services of a clinicel nurse specialist from the Jafferson County
Heal Department. A member of a teas composed of naonstologists,
neurologists, ophthslmologists, nutritionists, pediatricians, nurses, gocial
workers, physical therapists, snd other health

professionsls responsible for cverseeing Jonathan's welfare. Although

Jonsthan hed gained enough weight (discherge weight of 5 1bs. 1 oz.) snd his
clinicel status wes iz roving, his 1ist of health problems wes long:
prematurity, retinopathy of prematurity, interstitial respirstory distreqs
syndrome, potentisl seizures, patent ductus arteriosus, necrotizing
entercolitis, and sn ileostomy. His pavents came to Seattle vherc the
Neonatsl Intensive Care Unit was located snd lived there while Jonsthen was
hospitelized. They were both young snd the father made & mesger living by

seazonal fishing.

After discherge, the family wes seen frequently by the nurse, The esrly
contacta were focuied on Jonathsn's survivel. he was fed through a tude.

h.s nights and days were ti.e sawe, the parents hed to feed him every three
hours arcund the clock. Due 0 his fregile stite, he coutracted pneumonia
and was rehospitalized st the pediatric nospital in a distent city. %1% i
time, the nuree was in contact with 4]l secvices used (pediutric ceare,

ophthalmology, neuroloyy, gastroente :iowy, wn.tritiop end CCS).
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Three months after initial dischsrge, when Jonathsn wss 8 months old, the
nurse and physicsl therspist instituted » home-bssed inte;;'vention program.
They taught the parents hoe, to position Jonathan snd to do psssive range of
motion, since Jonsthan had abnormal muscie tone. Otservations made it
increasingly clesr thst Jonsthsn would probahbly be diagnosed as having
cerebral palsy. This is a common aftermath of intercranial hemorrhage in

premature basbies.

After several more bouts of ear infections, trestment with antibiotics and
ear tubes finally sawv Jonsthsn into a wellness period. Jonathan wss well
enough by 9 months after coming home to get the immunizations that usually

start at two months.

The developmentsl intervention continued on a weekly basis through the first
yesr. During this time Jonsthan wss growing, and making developmental
progress. The psrents werc finally able to resume a more normal life. The
father returned to wvork, howeser, his fishing job kept him awvay for weeks at
s time. His absence shifted the whole burden to Jonathsn's mother. Finally,
the nurse was able to sacure vouchers from the State vhich would pay for
respite csre. This care for several hours or even a day at a time was
extremely important for the mother's physical and mental well being. At one
point, wvhen the respite care vas not svailable, due to a licensing problem
with the respite care home, the mother ssid, “Tell them I'll commit suicide

if 1 don't have some relief.”
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Cereful monitorisg of growth continuad, particularly weight snd hesd gixs.
Finally, st sbout une year, ths ophthalmologist gave ths family £o74 news.
The retinopathy of prematurity had resolved. Jonsthsn still had axtremely
vesk eye muacles, thst the ophthslmologiat wae hopefutl would normalized by

four jears of gge.

‘he psrents were fast losing tolsrsnce for the rate of Joncthan's prograss at
the end of the firat year. As thuy saw othar childrsn walk snd talk, thay
needed extrs support to express snd desl vithL their dissppointment gnd
snger. During this period they cancelled visits. Parsistent efforts by the
nurse and physicsl therspist finally helped the parents continue their

important role as the daily caregivers and dev .cpzental interventioniats.

Through the Stata of Washington, it was passible to enroll Jonathan in o
center-bssed Early Interveation prograxz, seversl days a veek. The parants
drove a total of 120 milea esch time to take Jonathsn to the facility.
Finally s olay group at the local Junior College accepted Jonathan. Hare
Jonathan and hie family vere able to continue with developmentsl guidance;
hovever, the nev progranm sgain prompted the parenta to desl with their anger
snd frustration vith Jonathan’s problems. The normality of other children
ves difficult to accept. Agsin, the nurse lictened gnd counsellad the

parents.

Jonathan then developed septicems, during his second year of life, from an
upper respiratory infectiou snd had to be sirlifted to a larger mediczl

center. He had geizures st this time and was followed sgain by the
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neurologist snd put on medication. Tha parents were naar despair. They
sought the advice of a caturopath. He con‘inc,d them to take Jonathan off
phencburbitsl and to give oral calciuw. After much conn&it.tioﬂ with a
autritionist at the State University’s SPRANS supported Child Developaent and
Mentsl Reterdstion Center, and with the attencing neurologist, the nuree was
able to bring the parents enough informstion to help them accept the
prescrioed treatnent and not abandon it for the nsturopathic treatment.

The consistent work of Jonsthan's parents snd the extensive and sophisticated
care from many, many health professionals now is paying off. At Jour yesrs
of age his develo-_eutsl progress continues. Be is in a normal 3-5 year
pre-school group. The lstest prediction is that while he will continue to
have a significsent motor problem, he is expected to aventually walk and
attend a regular school program. Jonethan's parents have become strong

sdvocates for him.

Jonathan's is a success story wricten by hit parents and the many health care
professionals on the tean. It demonstrates once again as President Resgsn
ssid, "...What a free and enlightened society can do to protect and improve

the health status of our Nation's wmost vital acset, var children.”

O
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The CuARMAN. Thank you very much. Dr. McPherson, thank
§ou very much for being here. I was going to recognize: you before.

ou do a great deal of good, very effective work in the area of
SPRANS grants. We appreciate that.

Let me just ask one or two questions. Based on your experience
so far witk 'PRANS grants, what specific new Federal health legis-
lation would you recommend or would be most likely ia be helpful
in helping these children?

Dr. Hurcuins. I think the financing needs are very important,
and I thought it was interesting this morning when you asked the
parents what their most pressing need was, that it was financial
assistance which was identified.

There is an implication in that answer that the services are out
there to purchase. We have some concern ts.at, while they may by
there, they are not always readily accessible sr are not coordinated
in a very effective way. As a result I think, in addition to the fi-
nancing of the services, the need to have the services put together
at the community level to 813)])0!‘13 the families it «ne second most
pressing need within this field.

The CHAIRMAN. OK, thank you. Critics of expanded home health
care services cite concerns that we will create an opportunity for
more abuses in federally funded entitlement programs.

From your research, can you recommend how fraud and abuse
can be limited or how excessive costs can be limited?

Dr. HurcHins. I think what we have learned over the last few
years is that the involvement of parents in program planning and
evaluation and administration is one of the main efforts that is
going to keep all of us honest in many ways—ways even, that are
beyond the use of funds.

The CriAlRMAN. Well, thank yuu.

Senator Nickles.

Senator Nicktes. I do not have any questions, Mr. Chairman.

The CHAIRMAN. Well, thank you so much, Senator Hutching—I
called you a Senator. We are demoting you. [Laughter.]

Dr. Hutchins and Dr. McPherson, thank you so much. We appre-
ciate you being here today and appreciate this testimony.

Dr. HutcHins. Thank you, Senator.

The CHAIRMAN. Thank you for being with us.

We will now turn (o our last panel and I want to thank Ms. Julie
Beckett and her daughter, Katie, for being willing to wait this long.
Our third panel will begin with Ms. Julie Becket:, who will share
with us her experiences in obtaining a Medicaid waiver for home
health services for her daughter, Katie.

We are also going to hear from Ms. Debbie Berry, a nurse in
Oklahoma. Ms. Berry is accompanied by Ms. Ruby Gaines, whose
son, Marvin, is currently respirator-dependent and receiving home
care services.

I went to thank you for coming from Oklahoma to be with us
today. We understand that Senator Nickles has been tremendously
helpful and supportive to you in obtaining the attention that
Marvin Gaines has needed, and we are very proud of him and
proud of the work that he does on this commitee.

Is Ms. Beckett here? She is coming in, I see.
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Senator NICKLES. Mr. Cbsirman, I might add while we are wait-
ing for the Becketts that Debbie Berry had contacted our office
concerning the plight that Marvin Gaines found himself in. Heisa
quadraplegic from a bicycle accident. The young man is now 15
years old. I have a 15-year-old as well, 0 I am more than sympa-
thetic with your plight.

I am impressed with Ruby Gaines, Marvin’s mother, who is with
us as well, and very impressed with Debbie Berry’s efforts to help
some of the youngsters and p=ople who find themselves institution-
alized return to the family environment.

I am pleased to hear Dr. Davis say that HCFA is working to help
make exceptions, and I want to make sure that those exceptions
are being granted, I guess, in our State and other States to where
we can help these children return to a home environment.

And to the Becketts, I want to thank them because they were
leaders nationally in helping to get some of these exceptions made.
So I compliment them because through their efforts and their
story, they have helped a lot of youngsters threaghout the country.

The CHAIRMAN. Well, thank you, Senator. I appreciate you help-
ing me with this hearing because I could be yarked out of here any
minute because I have been trying to alternate between two hear-
ings, both of which are extremely important to the country, to me,
and I think to you.

Ms. Beckett, it is great to see you again. I will never forget your
testimony out in £alt Lake City; it meant so much to me then. And
it is great to see Katie here with us, too. So we will begin with you.

If you could pull that one microphone over so we can hear you,
we will take your testimony fivst.

Thank you again, Senator, for helping me with this hearing. If
you could finish up, I would appreciate it.

STATEMENT OF JULIE BECKETT, CEDAR RAPIDS, 1A; AND DEBBIE
BERRY, OKLAEOMA CITY, OK, ACCOMPANIED BY RUBY
GAINES, OKALHOMA CITY, OK

Ms. Beckerr. Well, thank you, Senator Hatch. { also appreciate
being able to address this committee again. The last time that I
was asked to speak to this particular committee, Senator Hatch
wrote a wonderful poem about Katie and about Mark and about
our kind of children. And I would like to thank the Senator, also,
and let him know that it is framed and sitting at home on the wall.

The CHAIRMAN. That may be the only poem of mine that has
ever been framed. Thank you so much.

Ms. BeckerT. Thank you, Senator. I will begin by reading my tes-
timony.

Members of this commitiee, we appear before you today as a
family—a typical, all-American, middle-class family. You may say
not so typical, but on the outside, on the surface, that is how we
look; mother and father, fairly intelligent, college educated, broad
range of interests, in fa..ly good physiral shape; daughter, 7 years
old, second-grader, Brownie, pretty, intelligent, inquisitive and
rambunctious.

The CHAIRMAN. Mr. Beckett, do you agree with all those?

Mr. BECKETT. Yes.
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The CuaIRMAN. I am sorry I did not recognize you. I get so domi-
nated by Katie that I fail to recognize you every time we have a
hearing, and I apologize.

Mr. BeckerT. I am used to it.

The CHAIRMAN. You are used to that. Go ahead.

Ms. BECKETT. Something is different. She has a funny necklace
on and she carries a bag. I think it is a gym baﬁ, not a purse. Those
who look more closely can see the love and the caring shared by
this family, but few people can see the sadness, for nowadays there
is little sadness.

Thefy surround themselves with happy things—time shared, as
most families do, with picnics, travels to grandparents’ houses, les-
sons to be learned, television shows to be watched, prayers to be
said, and vacations to go on.

But are you getting the real picture? Why is she wearing that
necklace? Let me give you some reasons. She cannot breathe while
she sleeps without a mechanical device to help her. She needs
three treatments a day which mom and dad perform to keep her
lungs clear. A machine follows her wherever she goes and a person
who knows how to operate it.

Finally, that little gym bag is filled with catheters, gloves, sy-
ringes, food, medication and, most importantly, a gastrostomy tube,
a trach, and an ambu bag.

You see, she is what the experts, the professionals, call a medi-
cally fragile or a medically vulnerable child—words that every
time I say them seem more and more unusual. Oh well, then she is
not your typical middle-class American child? Do not count on it.

Today, because of all the new things introduced in our lives in
the last 30 to 40 years, along with the successes come some of the
failures. Along with the good comes some of the bad-—more severe
illnesses, more complex illnesses, and new and wonderf .l ways to
treat them.

Our societg is changing; our society has changed. It is coming of
a}gle and we have to prepare for it. You are the people to help that
change.

We are still the typical middle-class American famil , but we
nave been given a reprieve. We went through the sadness, the
heartache, the illness, and we are fighters. We met the dr on, we
looked him in the eyes, and we have defeated him, maybe. My
father always says give yourself an out.

This whole trip was almost canceled because that evil thing
called infection came to call on us a week ago. But as I said before,
we are fighters; clarified, Katie is a fighter and she has two good
fgeople in her corner who gear up every time something looks

unny.

It takes a simple call to the doctor’s office and the force is with
us, never discounting the Hail Marys and the Our Fathers that fly
off in between.

But let us get back to what makes us different. We are not so
different. We want our child to grow up in the most normal faghion
possible, in her home, in her bedroom, in her classroom, in her
Brownie day camp—all things provided because people ramed
Ronald Reagan, George Bush, Richard Schweiker, but most as-
suredly Tom Tauke, Jane Hart and Hazel Wharff, one of our dear-
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est friends, and a man that few people will remember as being in-
strumental in our getting home, Daniel Schorr. Interesting?

I wil! never forget when he stood up at the end of that news con-
ference and clarified what the President had said before about
hide-bound regulations, because I knew that would seal our pack-
age home. And I will never forget meeting one of the six men who
worked for 72 hours to find that little section in the Omnibus Rec-
onciliation Act of 1981 which would apply to our case—our friend,
Fred Abby.

I can never express how grateful we are to each and every one,
and to the hundreds of others who have the same opportunity be-
cause the door was open and caring people like Surgeon General
Koop, Margaret Heckler, Dr. Carolyne Davis, Dr. Merle McPher-
son, Dr. Vince Hutchins, Camille Cook, Bob Wren Bob Wardwell,
Dan Converse, Fred Abby, Michael Batten, and Fundred of others
were waiting to help, not to hinder.

These people, especially the last four, have done more to help the
model waiver and the home and community-based waiver succeed,
and certainly they have been successful. But there is still a long
road to hoe.

I cannot speak today without mentioning the people whe have
tried so hard, but they are too many in number Some of them,
however, are here and shnuld be recognized; Tammy West and
Patti Bearpaw, who, ag mothers, fought for the waiver in New
Mexico; Marguente Nikol, who unfortunatel{ could not be with us
today because of her very sick child, who almost solely convinced
the State of New York, the Governor, the State Medicaid director,
the whole social services system, that childre. in New York can
live outside a hospital if they had a waiver.

Helen Clark, a mother who would not relinquish her hold on the
Texas Medicaic Department until they finally gave in and applied
for the waiver.

Bette Wingel, who lived desperately for years until they were fi-
ga}ily able t) secure an individual waiver for their late daughter,

udy.

And Karen Shannon, my ally and my friend, who helps more
people by support and by utilizing the resources she has, who has
helped to develo& the Maryland waiver and the entire SPRANS
grant project in Maryland. Unfortunately, they did not let her run
it or we would have more kids home. She is the founder and direc-
tor of SKIP.

These people are recognized as SKIP—Sick Kids (Need) Involved
People. They are here to support the thousands of children still in
desperate need of our support.

Has the waiver been effective? As I speak around the country, a
resounding yes comes to the fore, but is it enough? What do fami-
lies need? What do these taxpayers need? There are more families
than you can count who have insurance—insurance that will run
out soon.

Have you ever been in a situation where someone who is ill eats
%6) hundreds of thousands of dollars every year? Hopefully not.

ell, we have, and we prepared for it. We carried good insurance—
million dollar policies that ran out in a very short period of time.
Then what is the answer?
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The answer lies in a cooperative effort. Public and private
funders, State insurance commissioners, major self-insurance com-
panies must come w§ether to meet and solve the problems piagu-
Ing a great number of families in our situation.

The Medicaid system cannot encompass all these children, and
they should not have to. We work hard to pay taxes, but we also
continue our health insurance and we deserve an even break just
like everybody else.

We must, as a society, produce a new alternative to health cover-
age for the technology-dependent child and his or her family. We
are not unique anymore. Our numbers are growing in leaps and

unds.

As ‘;:arents, we want to share the responsibility for our children
and their lives. It is frightening as a parent to have a child with a
wonderful potential for a successful life facing no health insurance
coverage whatsoever. You would not live without it. Why should
they have to?

y build a society dependent on welfare? Do we not already see
the ramifications for that? These parents and the professionals who
care and develop programs for them want to voice their needs, and
we can as a society do more to move ahead. Understanding has
begun amongst our peers, amongst the health care professionals,
even amongst the funders and, believe me, not without a lot of
sweat and tears.

I went on my own and with others to educate many persons from
the Health Insurance Association of America, Bilue Cross-Blue
Shield, American Hospital Association, many Members of Con-
gress, many members of HCFA, both State and Federal agencies,
and many members of HERSA, just to name a few.

We have agreed we cai help, we can work together, but we need
the opportunity to come up with a solution. The Fedzral Govern-
ment's responsibility should be to provide a forum for this and in-
centives to achieve this.

Until this meeting, this consensus, this forum takes place, we
must support what we have. The waiver program can and should
continue. The successes of Dr. Davis, Fred Ab%};, Dan Converse,
Bob Wren and Michael Batten must be saluted. They have done ev-
erything to convince the States that the waiver programs will help
these children. The States who have complied and those who are
complying should be saluted, and those States who have not should
be convinced to help.

It should not be more co. ly. How can it possibly be when chii-
dren are at home and being cared for by their parents, even if
those parents have help in the home? Room and board alone save
many dollars.

Help us. We will continue to educate, but you must help us.
These are not the only problems which face our new generation.
Quality assurance guarantees, professional training are among
others, but those are being dealt with, again, through education—
our educating them. But without the financing, we cannot do any
more. We must settle this problem which can be resolved.

Help us. We will do it; we must. They are our children, the hope
gor the future. The future lies in their hands. Let us prepare them
or it.
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I would like to conclude my testimony this morning. I have pre-
ed a few recommendations for the committee. One, I believe the
individual waivers need to be reinstated to handle cases which
need immediate attention. Some of these families do not have long
periods of time before their little ones are reinstitutionalized sfter
private insurance has run out.

I believe a person should be designated within the Department of
Health and Human Services to handle these particular cases.

Two, I also feel the role of Congress and the Federal Government
in weneral is to provide an incentive to the States to apply for
mode} and home and community-based waivers. I feel that seat belt
regulation laws have worked very well with such incentives, and I
feel that suck iuvcntives to save family lives are just as importast.

And last, and probably most important—I cannot stress this
enough—I feel a task force, a commission, must be established,
bringing public and private funders together in a cooperative effort
to come up with new alternatives to funding health care for this
medically fragile, technology-dependent societgé

From this, I feel an information base can reached to provide
reduced health care costs for chronically ill persons across the
board. This collaboration between the public and private sectors is
the only way we can face the problem of financing care for this
new generation.

I thank you.

The CHAIRMAN. Well, thank you, Ms. Beckett. You were, as you
were last time, very eloquent, and we appreciate the recommenda-
tions you have made to the committer.

Ms. BeckeTT. Thank E;u.

The CHAIRMAN. Ms. Berry, we will turn to you now, and we are
happy to have f'ou here as well, Ms. Gaines.

Ms. Berry. 1 would like to begin by saying I appreciate the o
portu. *y to be here. I appreciate Senat~ ickles’ office and
the work that he has done to help Marvin and other kids in the
State of Oklahoma, and also in allowing us to be here today to
speak with you.

I am a registered nurse at a hospital in Oklahoma. I deal specifi-
cally with ventilator-dependent cﬁildren. I think because of the
recont advances in our medical technology that we will continue to
see children such as these livini(}onger than we have in the past.

We have children that are born ({)rematurely that are living
today because of equipment, drugs an knowledge, who would have
not been here too many years ago. We have high spinal cord injury
patients, trauma patients, that would not be alive today without
the use of some sort of mechanical ventilation or other sorts of
interventions.

I think we will continue to see advances and as the advances con-
tinue, we will also see an increase in the number of these technolo-

-depencdent patients. However, our support resources have not

ept pace with our advances in medica} technology.

I was once talking to a man who works with handicapped chil-
dren and he said we are saving children, uut we are saving them
for what? And he is right. There is more to life than just being
alive. We have to ensure that these children’s needs—their ermo-
tional, their psychological and their social needs—are attached to.
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At this point, we still have too many chronically ill or disabled
children confined to extremely expensive institutions. We are will-
ing to spend a quarter of a million dollars a year per child to keep
them in an institution, but fyet we have no mechanism for them to
be cared for at home—at a fraction of the cost.

These emotional and psychological needs can only be met for the
child by the family in the home setting, but here, too, these fami-
Elw need support. This is too much for one family to have to do

one.

Ina hosFital, a child is cared for by three shifts of nurses, with
support of respiratory therapists, occupational therapists, and
physical therapists. In the home setting, as it is now in many cases,
the family is the sole provider of care.

This is a physically exhausting and demanding job. It is a 24-
hour-a-day job and it is never done. And it is not to say that these
families do not ex to make sacrifices. All families have sacrific-
es in their lives, but we are talking about care for a child that is
ongoing, and a lot of times it is demeaning and it is drudgery and
e workta]' king abo behind hild and getting

e are not i ut j ind your child an i
physically exhausted as you watci him master riding hlgs‘e bike
down the street. We are talking about the basic care that is re-
quired just for these children to be alive. It's rot to say that these
families do not find joy and pleasure in their child and in their
child’s achievements, because they do. Along with the hard work
comes rewards—for both the families and the children.

I am here today with Ruby Gaines. Ruby’s son, Marvin, as Sena-
tor Nickles said, 1s a 15-year-old who, last April, wae popping whee-
lies on his bicycle, like most 15-year-olds have done at some time.
Unfortunately for Marvin, he fell and hit and suffered a high
spinal cord injury. The injury was so high that not only does he not
have any movement or sensation below his neck, but he is also
unable to breathe on his own.

He is confined to an electric wheelchair, which allows him some
inde%endence, and he is also confined to a mechanical ventilator

hich he requires 24 hours a day. Currently, Marvin is at home.
He is cared for mainly by his family, with 2 days a week for 2 tp 3
hours of outside nursing assistance. Even with this assistance it is
too much for a family to do and remain intact.

These families like the Gaines need some form of respite care,
which is usually not available—either because we do not have the
nursing support or we have no formalized respite program.

The hospital cost for Marvin for his 8 months was $194,000,
which is not at all uncommon for patierts with these needs that
spend that length of time in the hospital. His home costs are ap-
proximately $200 a month for supplies; nursing care, if he were to
have the amount of nursing care required to help this family,
would be approximately $800 a month.

For this fraction of what we are paying in hospital expenses,
many of these children like Marvin could be well cared for at
home. The families could have the support that they need and the
children could continue to grow and develop as they should.

Marvin has been a unique adolescent. He returned to school in a
wheelchair, which would be difficult to do for any adolescent. He
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has gone to a new school because that was the only school that was
as accessible as needed for him.

The family has done without things. The other family members
have done without time that they deserve so that the family could
care for Marvin.

We need to have some sort of oria.nized funding so that these
children can be cared for at home. Like someone mentioned earlier,
these fragile children are oftentimes falling through the cracks,
and that is the case more often than not, I am afraid.

We have programs that are being deveioped or that already
exist, but often their existence is not known or because of their
maze of personnel and paperwork are too difficult to access for
many. At present there exists no coordinated program to provide
care for these chronically ill children. In Marvin’s case, we at-
tempted to call different organizations for assistance and each time
you called you could get a different answer. We did go to individ-
uals for contributions for supplies and equipment we needed. Also,
the VNA, which is assisting the Gaines, is donating some of their
time as well.

This family and a group of individuals that I work with perse-
vered to try to get through the maze and to find the rescurces that
were available and %ité them available for Marvin. But not every
family is capable of this or is sven willing to try.

Some families find that it is easier to just leave their child in the
hospital where it will be paid for. So, the way the system. as com-
plex as it is, and in some cases inadequate—the way the system
exists today, we, in essence, penaiize these families who want to
remain intact and care for their children at home and to remain
functional, healthy families.

Thank you for the opportunity to be here today.

The CHAIRMAN. Well, thank you.

Senator Nickles.

Senator NickLEs. Just kind of a quick question. Has the State of
Oklahoma qualified—are you receiving some Medicaid reimburse-
ments today for Marvin?

Ms. BErRry. For his equipment and supplies; the crippled chil-
dren’s program in the State of Oklahoma has covered most of
those. But even so, as it is right now, for a family of five making
$1,100 a month, their spend down is $470 that they must pay out of
pocket for medical expenses. And it is impossible for a family of
five to live on not much more than $600 a month.

Senator NickLes. You mentioned a fund where they were being
reimbursed. Was that under Medicaid?

Ms. BERRY. Yes.

Senator NICKLES. How much is that reimbursement per month?
Do you know?

Ms. BERRyY. It is coverinF their supplies.

Senator Nickres. In dollar terms.

Ms. BERRY. Probably not more than $200 a month. '
RSlt)aq’ator NickrLes. Not more than $200 a month, is that right,

uby?

Ms. GAINES. Yes,

Senator NickLes. Now, the cost—and I saw Marvin in the hospi-
tal—you mentioned was $194,000 for, what, about 8 months?
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Ms. BERRY. Yes.

Senator NICKLES. So you are running over 320,000 a month,
almost $800 a day, I guess, that would be the expense. That is just
a guess; $300 a day; is that close?

Ms. Berry. Yes.

Senator NICKLES. And the family, I know, wanted him to return
home, and so you went to a great deal of expense and effort and
everything to get the home fixed.

Mr. i , 80 you will know, Marvin is a quadraplegic; he
has no movement below his neck. Is that correct?

Ms. BErrY. That is correct.

Senator NICKLEs. And when he was in the State institution, basi-
cally, I am going to say the Government, either a combination of
the State or Federal taxpayers, was picking up the expense. So
they moved him from an institution that was costing in excess of
$800 a day into a home environment so he could be with his family
and his friends and go to school, and so on, and the reirabursement
is something like, what, $200 a month?

Ms. Berry. Correct.

Senator NICKLES. Mr. Chairman, there are some real inequities
to go from $20,000 per month to less than $200 a month. I mean, I
think that is something that we need to take a look at, and I will
try and help you in that regard.

Ms. Berry, you also mentioned that there is another quadraplegic
in Oklahoma. Have they received a waiver to date?

Ms. Berry. No, sir.

Senator Nickres. What is the situation? Is this an individual
that is in the hospital, a quadraplegic wanting to go home and
looking at the same financial situation as Marvin and Marvin's
family did?

Ms. Berry. Right

Senator Nrckres. Oklahoma has not received the model waiver.
Would that help if Oklahoma used that program?

Ms. Berry. I think that there would be more services provided tc
the 50 individuals, but even that, with having to go back and
renew it every 3 years—we still are lacking in a weil organized pro-
gram that would help these children.

The Gaines were doing better than some families because they
did have insurance with her husband’s work, but unfortunately
some insurances have limits and his was $100,000, which spending
just a few months in the hospital will quickly exhaust.

Some of these families do not even have any insurance to begin
with, so there is nothing to buy the home equipment with. And the
equipment that we are talking about and the supplies—those are
the basic necessities for getting these kids home.

We still do not have a program that would cover devices, envi-
ronmental control systems, that would enable the quadraplegic
children to be more independent. These are just the basic necessi-
ties for their day-to-day survival.

Senator NickLes. I understand that.

1 might, Mr. Chairman, if you do aot mind, ask the Becketts—
you helped lead the fight to see if we could not get some reimburse-
ments for home health care, I guess, instead of institutionalization.

Q
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The reimbursements that we are talking about for Marvin
Gaines seem very low. Have you had better success, possibly, in
your State of Iowa as far as the reimbhursements are concerned.

Ms. Beckerr. Well, there are a number of States around the
Nation that have been able to access various services for these chil-
dren and get them reimbursed. Some States do provide some type
of nursing care; some of them provide various therapies that are
included, all of that reimbursable.

I know that at this point there are a number of services that can
be reimbursed under Medicaid, but it is up to the States to decide
which ones they wish to reimburse. For instance, I know a bill was
put on the flcor by Congressman Wyden the other day about respi-
ratory therapy getting covered.

Well, when I talked to the people in the Government about it, I
asked, is respiratory therap;/ actually covered in the States, as well
as covered under home health csre services? But, see, if it does say
respiratory therapy, that does not mean the State has to provide
respiratory therapy.

We are talking about, you know, respiratory therapists whe are
qualified to provide that kind of service.

Senator NickLES. So there is a great deal of—

Ms. Beckerr. So there is a great deal of variance across the
States as to what kinds of services can be reimbursed. Oklahoma is
going to be different from lowa. lowa has a model waiver and has
attempted to apply for cur home- and community-based waivers,
all of which were denied mainly because they could not show that
there would be cost effectiveness; there would not be a limitation
or a reduction of nursing care beds.

Because it was not just hospitalization children getting out of
hospitals—not just institutions, but hospitals—then it is difficult to
show that kind of cost-effective care. With Katie’s care and with
the number of cases that you have seen this morning, all of them
are mainly coming out of intensive care situations where the inten-
sive care is extremely expensive.

That is why one of the recommendations that I put forth is to
examine what kinds of cost effectiveness can come out of technolo-
gy-dependent children becuuse of their dramatic increase.

If we provide services for the technology-dependent child as
home health care services, those services then are going to be de-
signed within a State to be accesseu by other populations, and
should be accessed by other populations. But Madicaid cannot be
forced to pay for everybody who is ot already a Medicaid recipi-
ent.

Not everybody is going to qualify under Medicaid, and then those
services are not necessarily covered. You see, it is all very compli-
cated and you almost have to have a game plan ahead of you for
that particular State when you go to action to work on something.
That is what SKIP really does. We work very closely with the
States to find out what they do have provided, and then how can
we turn that around to make the child accessible to thos2 kir.ds of
services.

Senator NickLes. Well, I appreciate your comment. And, again,
Mr. Chairman, thank you for your indulgence.

159




155

Debbie Berry and Mrs. Gaines, I again will repeat il seems to me
like we have some work to do as far as the program 1n Oklahoma.
And I think, Ms. Gaines, you have the misfortune, I guess, and
Marvin has the misfortune of a terrible accident, somewhat expos-
ing that there is a real void, I think, in coverage in the State.

My guess is it is probably not just in the State of Oklahoma; it is
probably in the majority of States that need to look at thic pro-
gram and see if we cannot make some greater emphasis, Mr. Chair-
man, on home health care in lieu of the hospitalization.

I hope that we will be successful in doing that, whether it be on
an individual basis or whether it be in a more comprehensive na-
tional directive.

The CHARMAN. Well, thank you, Senator. I appreciate your lead-
ership on this committee.

I want to thank all four of you. I think your idea of a commission
to figure out all of these inconsistencies and all of these very diffi-
cult problems may be an answer here; I am not sure.

Ms. BeckETT. I would like to just add very briefly that I went and
saw a number of the people who would participate in a particular
forum of this sort, both in the public and private funder sectors.

I think they have all been convinced that, yes, something has to
be done, and they are all willing to at least sit down and talk. That
is something more than what they were going to do several years
ago. So at least we are moving in that direction.

This is not to point the finger at anybody and say, you know, this
person is not doing enough or, you know, the private health insur-
ance people are not doing enough or the public funders are not
doing enough. Everybody has to ‘vork together on this.

These are our children; we a carry the responsibility. Just be-
cause it hap%ened to me does n . mean it is not going to happen to
you and we have to be prepared for the future at this point. Medi-
cal technology has far surpassed what we have done to keep up
with the financing of this kind of care, and these kids deserve that.

The CHARMAN. Well, I think you summed it up and I think any-
body who looked at these beautiful children here today can under-
stand why parents are fighting so hard for their children and why
they deserve thist of help and why, really, in the final analysis
it will save so much money, really, and stil provide greater love
and greater warmth and greater “eling of well-being to these
young kids who sometimes are cepri ~d of so much, but yet bring
s0 much into our lives.

Ms. BeCKETT. And the prognosis of these children—one of the
things that you have to examine, too, is the fact that these children
do go much %etter at home. They survive so much better.

The CHAIRMAN. Sure.

Ms. BeCkETT. Katie was on a ventilator 16 to 18 hours a day
when we first brought ;.er home 3 years ago. She is hardly on a
ventilator but 7 hours a day now, at the very most. And she talks,
she goes to school, she Sparticipates in Brownies and day camp and
everything under the Sun. That is what kids are supposed to do.

Yes, she is one of the better ones in this population, unfortunate-
ly, but it does not mean that it cannot happen. And medical tech-
nology is moving so quickly, we do not know what is left for the
kids who at this point cannot walk and cannot talk.

Q
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The CHAIRMAN. 1 suspect 10 years from now, we are going to
have even greater breakthroughs.

She has been winking at me throughout the hearing.

Ms. BECKETT. She wanted to say something. Would that be all
right, Senator?

The CHAIRMAN. Sure. Katie, we would love to hear what you
have to say.

Ms. Karie BeckerT. I am glad to be home. I like my friens and
going to school and going to Browuies.

[Laughter and applause.]

The CuairmaN. Well, thank you.

We do have statements from Senators Grassley and Kerry that
we will insert into the record.

[The prepared statements of Senators Grassley and Kerry and
additional material submitted for the record follow:]
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STATEMENT OF SENATOR CHARLES E. GRASSLEY AT A HEARING OF

THE COMMITTEE ON LABOR AND HUMAN RESOURCES HELD JUNE 18. 1985,

ON THE SUBJECT OF PEDIATRIC HOME HEALTH CARE.

THANK YOU, MR. CHAIRMAN. I WILL NOT BE ABLE TO STAY LONG

THIS MORNING BECAUSE I HAVE THREE OTHER HEARINGS TO ATTEND.

BUT I DO WANT TO ACKNOWLEDGE AND WELCOME TWO OF MY CONSTITUENTS,
JULIE AND KATIE BECKET, WHO TOGETHER HAVE DONE A GREAT DEAL

TO CALL ATTENTION TO THE PROBLEMS FACED BY MEDICALLY

VULNERABLE CHILDREN WHO NEED PEDIATRIC HOME HEALTH CARE AND

THEIR FAMILIES.

THE BECKETS HAD TO GO ALL THE WAY TO THE VICE-PRESIDENT AND °
PRESIDENT, WITH THE HELP OF THEIR CONGRESSMAN, 710M TAUKE,

TO GET RESTRICTIVE MEDICAID REGULATIONS RELAXED SO THAT

KATIE BECKETT COULD BE TAKEN CARE OF BY HER FAMILY AT HOME‘
AND SO THAT THE GOVERNMENT COULD BE SAVED SOMEWHERE IN

THE NEIGHBORHOOD OF $10.000 PER MONTH IN HOSPITAL CARE.

AS 1 UNDERSTAND IT, AS A RESULT OF HER CASE THE DEPARTMENT
OF HEALTH AND HUMAN SERVICES ESTABLISHED A REVIEW BOARD
FOR SUCH CASES WHICH CAME TO BE CALLED THE "XATIE BECKET
REVIEW BOARD.'" THIS BOARD WAS ACTIVE UNTIL LATE LAST YEAR
AND WAS ABLE TO HELP A NUMBER OF CHILDREN IN CIRCUMSTANCES
SIMILAR TO THAT OF KATIE BECKET.

THE BECKET FAMILY 1S TO BE APPLAUDED FOR THEIR DETERMINATION
IN VERY DIFFICULT CIRCUMSTANCES.

THANK YOU, MR. CHAIRMAN, I HAVE NOTHING MORE.
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STATEMENT OF SENATOR JOHN KERRY
HEARING ON HOME HEALTH CARE FOR CHRONICALLY ILL CHILDREN
COMMITTEE ON LABOR AND HMAN RESOURCES
June 18, 1985

Today, we see tne faces of courage and determination before us. They represent
the possibility that there can be rational, effective health care systems that combine
efficiency with personalized family and community care. Those of you who have
worked so hard to demonstrate this possibility and share it with us have my
profound respect and gratitude.

I am pleased that my own state of Massachusetts has recognized the importance
of home health care. Massachusetts has obtained waivers te provide home and community
based services for the elderly which save Medicald approximately $70 mil1ion annually
while retaining the compassion so essential to a system of medical services. i
also am pleased that my State is moving to extend these waivers to children
who otherwise would not be eligible for Fome health care under Medicaid.

We know that home health care can make dramatic differences in terms of
both therapeutic value and costs. The system >f waivers instituted by
the Health Care Financing Administration has demonstyated this point. Rut this
recognition {s only a beginning. We now must work to eliminate the delays and
{nequities which flaw existing programs. We must acknowledge the existence of a
new population of technology-dependent children with a new set of needs. We must
find a way to transfona an archaic system of covering health costs established twenty
years ago into a system which effectively and efficiently meets the needs created
by today's techology. And ultimately, we must look to the establishment of a fair
and flexible system.

I welcome this aearing as an opportunity tv learn wore about the operation
of home health care programs, and I cormend Senator Hatch, Senator Kennedy, and

other members of this Commttee for keeping this issue before the public.
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CRATER DISTRICT

Infant Intervention “Program

2008 WAKEFIELD $TREIZY TELEPHONEK (904} $82.8840
PETERSBURG. VIRGINIA 23808

Jun , 1985

5

Senator Orrin G. Hatch
Chairperson
Labor and Human Resources Comittee

S v\ b

Bear Senator Hatch ! Committee Members: b

Our agency, cie Infant Intervention Program recefves .unding from
multiple sources (e.g., Unfted Way, local tax support, fers, and third H
party payments, and Yirginia Department of Mental Health and Mental
Retardation), to provide developmental therapies to handiccpped and high
risk infants (age 0-2 years) who reside in our large, rura‘ catchment
area. Among the wide variety of children we see, many exhidit developmental
delays secondary to extreme medical procedures which are life-saving, but at
the same time inhibit interactions with the environment which are necessary
for stinulation of motor, cognitive, and language development .

Examples of infants who exhibit delays due to this etiology include
infants with cardiac defects, jmmune defficiencies, or cystic fibrosis.
Chil“ren who are ventilator-assisted are also in this group. For nearly the
past year, ou prugram has been involved with a child who is now over two
years old. Born preraturely, his 11ngs were not developed well enough to
support him, and he spent most of his first fifteen months of 1ife in the
hospital. His release from the hospital was made possible only by the
availabiltiy of sophisticated breathing apparatus which continues to sustain
him. During the courss of his struggle for 1ife, this child was weakened and
confined to the rigorous envirommental standards {mposed by the hospital.
When we became involved with him, although we believed he had normal
intellectyal potential, he displayed broad delays in all areas of development.
Of course, through the ventilator he was no longer in a constant battle for
breath, but that very equir-ent and his history of life threatening emergencies
had robbed him of opportr,.cies to experience and exglore the world which are
s0 readily availatle to most ‘nfants. Without occupat fonal therapy, physical
therapy, speech therapy, and special education, which were provided through a
team approach, we belfeve this child's developmental sk{1ls would not have
wmproved as drastically as they have, 2nd the resulting ieproved quality of
his life may have been postponed

T —
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Of course, “our* child is only one of thousands of children across our
country whose stories sound very similar, but I believe he does exemplify
the point that health maintenance alone cannot be the sole intent of home
health care for children. Without the input of highly specialized pediatric
therapists and educators, home-bond child-en, although medizally stable,
may unnecessarily become functionally retarced. 1 am extremely pleased
that you and your committee are considering home health care reform, and
hope that broad-based services will be recognized as a necessary core for
meeting a11 the needs of health impaired children.

Sincerely

? <
J#al S. Read

Progrum Director
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Medical College of Virginia

Virginia Commonwealth University
P. 0. Box 276, MCV Station

Richmodd, Virginia 23298-0001

Telephone: (804) 786-9964
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June 13, 1985

To Whom It May Concern:

Thiz letter 18 to sddress the issue of the infant snd child with chronic
illness who requires prolonged technologicsl support in the bome. As a neo=
natologist currently involved in the care of high risk infsnts, I am more snd
more Jware of the incressing nced for home csre provisions for children with
chronic disesse. The major types of chronic illness which produce these chronic
needs, in my experience, have been: 1, chronic pulmonary disease in the form of
bronchopultonary dysplssia, 2. short bovel syndrome g8 s consequence of necro-
tizing enterocolitis, and 3. neurologic impairment bassd on congenitsl or acquired
neuromuscular disorders. In regard to the child with chronic pulmonary disesse,
the infant may require prolonged oxygen support for months to yesrs prior to
being able to tolerate room air. These children D4y slso require spscialized
care in the forms of s trscheostomy, gastrostomy or possible ventilstor support.
In regard to the child with short bowel syndrome, these children require special-
ized formulss snd, on occasion, require constsnt feedings by a pump infuaion.

The child vith impsired neurologic function, in psrticulsr in regard to reapirs-
tory muscular function, may req:ire chronic ventilstion st home ss well as a
tracheostony snd gsstrostomy.

Once these types of children have manifested stability, it is important
that they be allowed to proceed f-om the hospital to s more normal environment
for future care. This is criticsl for the functioning of the family and for
the normal developmentsl functioning of the child. In ordec to accomplish this,
the infant nust be stable, the family must be able to demonstrate competency
in the skills necessary to csre for their child, snd some financisl resource
wmust be identified to provide for the continued care that is needed for this
child. The first and major isaue is that of stability. Obviously, if the
infant 1s demonstrating significsnt fluctustions in his medicsl status, he
cannot be managed at home. However, the majority of these infants will reach
a point where they demonstrate adequate stability while still requiring tech-
nological support. The gecond issus is that of the competency of the family.
In approxizately 50 to 75% of the situations in which I have been involved,
the family 1g competent to care for the child. This 1s a family wvho is intel-
lectually capable of understanding the needs of the child and able to recognize
the problezs that their child has and can communicate by phone with the phy-
sician in regard to special problems. The family must be motivated to learn
the gkille that ave required to care for their child and to demonstrate their
proficiency in these skills prior to discharge.

However, even accozplishing this, it is often an overvhelning burden to
ask the fanily to perform these skills on a 24 hour basis. It is crucial thst
they be provided with some type of support at home in terms of skilled nuraing
to allow them a respite.
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If the fsmily is fortunate enough to have sdequats third psrty covsrsge, skilled
nursing can be provided based on information from the physici=n, with 801 coversge
in the majority of situations, Occssional policiss will sctuslly cover up to

1002 of specialized csre once the deductible has been met. Other insursace coar
panies have been innovstive snd have instituted csss mansgment protocols in ordsr
to mske their contrscts more flexibls to provide homs csrs for infsnts who sre
requiring long term hospitalization. The model for this has beea Aetna. In
contrsst to this, vhen dealing with Blue Cross snd Blue Shield of Virginia, there
is s totsl inflexibility in regsrd to sltsring the contract to hslp s family go
home with & chronically 111 child, This is irrsspsctive of ths sasings that
would be made 1f the child were discharged from ths hospitsl. I feel it is cru-
cisl that insursnce companies establish flexibility in Tegsrd to chronic home
needs in order that these children may bs discharged home. This not only ssves
thex significsnt amounts of money, but also sllows for the more sppropriste
development of the ~ajld and superior functioning of the family.

In contrsst to these csses sre those children who have no third party cov=
erage snd whose families may bs covered under Medicsid. There is no provision
for these children for extended privste duty nursing care. In the csss of
Medicaid in the Stste of Virginia, the oxygen equipment or pusps would be
provided, however, s csrdiorsspirstory monitor will not be provided rsgardless
of the child's respirstory ststus. Additionslly, they will not provids ths
adequate durstion of nuraing skills that are required in ths home to allov the
child to be discharged from the hospital setting. For this reason, these children
must be kept in the hospitsl until they no longsr require the levals of support
that would necessitate home duty oursing. This has resulted in children stuying
in the hospital until up to two yesrs of sge, uatil such time &8s they could be
weaned from their oxygen support or specialired nutritional supports. Thars is
no slternative plscement svsilsble in the State of Virginis sa there sre mo
provisions for children requiring prolonged ventilstory support. The only sl-
terpative is plscement in a nursing home in snother state. This, obviously,
rasults in separation of the family snd sdditional stress to the fanily ss well
as to the child, For this reason, we have elected to keep the children in their
present hospital setting.

1 feel that this issue of chronic illness in children needs to be sdiressed
on & national level and that efforts nced to be mads to encourage flexibility
both in the Medicaid Program, as well as in the privste sector to sllow thase
children the privilege of being csred for within their own home. In the past
year, I have managed twelve infsnts at home on oxygen aupport, as well ss one
child who has required ventilstor support in the form of continuous positive
airvay pressure, These have all been very successful experiences, from the
standpoint of the physician, as well as for the child snd the family, Iasns
strong advocate of home care for chronicslly 111 children and fesl that all ef-
forts should be made to extend this privilege to children frum homes without
adequate third party toverage.
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1 would 1ike to offer my services as a recource person or as s contact
person who xight be ablu to sssist you in providing information regarding the
problens i{n thia ares of chronic home csre management.

Please feel free to contact me {f I cen be of gervice.
Sincerely yours,

Kathryn W. Kerk M‘V’*

ering, ¥. D.U
Assistant Professor of Pediatrics

KWK:bab
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Testimony before the Virginia State Senate on 6/19/85 by Dr. John
Je. Hickell on children in need of chronic mechanical ventilation

My name is Dr, John J. Mickell. I am an Associate Professor
of Pediatrics 2nd Anesthesiology, and the Director of the
Pedistric Intensive Care Unit at the Medical College of Virginia.
I would like to speak in support of Senate Joint Resolution No.
99 to establish a8 Joint subcomMmittee to study the needs of
uwachine-dependent individusls, narticularly Young adults and
children,

I have collected some data for my 12-bed inteniive care unit
for the yYear 1984 which is relevant to the purpose of this
meeting. During 1984 this unit cared for 509 infants, childron
and adolescents. The average langth of stay was 4,7 days,
Multiplying the patient number by sverage length of stay one
arrives at s total of 3415 patient days of care for 1984,

Seven patients required prolonged mechanical support of
ventilation for chronically disabling medical conditions. These
7 patients consumed 843 or 25.3% of the total Pedistric ICU
patient days. Three of the seven chronically disabled patients
were Nedicaid recipients, These 3 Medicaid recipients consumned
305 or 8.9% of the total Pediatric ICU patient dsys., The cost to
Medicaid for both room snd ventilstor associated charges was
$310,000.00, or roughly $1016.00 per patient day,

By far the most common chronic respiratory disorder that may
result in 8 need for chronic mechanical support of ventilation
occurs in premature infants, These infants may have survived the
immediate newborn period, but often have an acquired lung injury
known as bronchopulmonary dysplasis or BPD ss a consequence of
neonatal intensive care., The scarred lungs in BPD are inadequate
to the work of breathing in sume oY these infants, Othors may be
able to breath well enough on their own but will require
supplemental oxygen., However, with good nutrition and optinmal
respiratory support, all cf these infants should arow new healthy
lung tissue, Gradually such infants may outarow entirely theair
need for mechanical support of breathing, and latar their need
for supplemental oxygenation, Among this aroup however, some May
have scar tissue within their windpipe as a consequence the
breathing tubes used to connect their lungs to the ventilator.
Such children often mMust remain in the hospital still longer
until they grow big enough for corrective surguery on their
windpipe., Durind this time they must continue to have an
artificial airwzy called a tracheostomy tube,

Infants and children with normal lung tissue M3y also be
ventilator dependent. Some are born with or soon acquire
weakness of the Muscles of breathing, specifically the diaphragm
and the muscles of the chest wall., Others are born with an
imperfect breathing center within the braiy and may breath less
deeply or not at all during sleep.

Three situations currently exist which could stand in the
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way of Providing home care for machine-dependent or supplemental-
oxygen-dependent individuals. Those are 1) if the family is
indigent, 2) if 3 private insurance policy won’t cover prolonged
home~-based mechanical ventilation or or supPlemental oxsgen
delivery, or 3) if the family structuve is insufficient to the
tasks In the latter instance home care would often still be
Possible 1f at least 16 hours/day of home nursing care could be
financed.

In investigating the cost of home care for each of these
Hedicaid recirients receiving mechanical support of breathing in
mg unit it was determined that home care could be provided for
1/2 to 1/3 of the cost of hospital-based care. In one infant
this would be at a savinags of $13,000 per month, and in another
infant at a savings of $2%,000 per month.

But there are important considerztions aside from the
financial in this matter. First, an istensive care unit is a
restrictive envircnment which invariably 1imits the psychosocial
development of the pediatric~aged patient. Second, the machine~
dependent individual occupies 3 bed which often could better be
used to care for 3 patient with an acute life threatening
illness.

In my 7 dears at tbe Medical College of Virginia, I have
seen 3 slow but steady increase in the demand both for prolonged
mechanical support of ventilation and for prolonged delivery of
supplenental oxuygen for chronically disabling medical conditions.

Total ventilator cependent patient days 863/3415 = 25,3%
Hedicaid recirients 305/3415 = 8.9%

Clayburn Surber $4074394 PICU Adm. 5/13/83 Medicaid
42 1984 patient days

Dennis Hatts 46087198 PICU Adn. 2/20/84 B8CES
315 1984 patient days

Jeffrey Bradshaw #54650092 PICU Acm. 2/23/84 Aetns
97 1784 patient daus

Hugh Cline #5646046 PICU Adn. 4/21/84 Bankers Life
80 1984 patient days

Janice Turner $#5649737 PICU Adm. 6/26/84 Medicaid
189 1984 patient days

Tameka Nichols $#7011991 PICU Adm. 10/19/84 Medicaid
74 1984 patient days

James Hedgepeth 5578608 PICU Adm. 10/22/84 Newport News Shipyrd
66 1984 patient days
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Dear Senator,

The following is a story about a very special little boy. liis name igc Seth
Bailey and he is my two year old son. To look at Leth now one would have no idea
what he has been through in his short life, except to notice that he has a
tracheostomy-a tube in his neck to help him breathe. This is also where his
respirator is attached when lLc sleeps. Seth was born a2 healthy and normal as any
parent could hope or pray for. At age five months he contracted asceptic meningitis
and slipped into a deep coma. We were told that he would probably not regain
consciousness, or if he did, that he would be a vegetable. After being in & coma
for over & week, Seth gradually regained consciousness. As time went ou,all of his
faculties returned eXcept the Very basic drive of breathing. For the ncxt seven
months Seth remained in intensive care while doctors tried in vain to discover
why he could not breathe on his own.

After Seth had been hospitalized in Johnson City, Tenn. for aix weeks, his
doctors sent him to Duke University Hospital in Durham, N, C. It was their feeling
that, although they did aot know why he could not breathe on his own, that he
could be cared for at home. We werc sent back to Jobnson Clty with our son to
begin an intensive care training course that would eventually allow us to take
ou~ gon hoz.. Three months later, we were able to accomplish this. At the time
we brought Seth home, he was just two weeks short of his first birthday. lle was
on his respirator twenty-four hours a day and could not sit alone or clap s
hands.

Three months later Leth wus crawling, standing and walking with aasistance.
Three oontha after that he was abtle to hreathe on his own during his waking hours.
Now he i8 an active, "terrille two", walking or running wherever he wants to go.
He has a vocabulary of about {1fty words, even thoughi he had to learn to cuver his
trach tube to be able o speali. .'e has consistently tested above his cognitive
developmental skills.

Although Seth's .1llness hus not Leen easy fo: our family, we consider ourselves
very fortunate to have hac the ncans to tal.e care of him at home. 1y rusband's
private insurance has cuvered the Lulh of Leth's hospital costs and home care costs.
After having Seth in the hospital for scven wunths, with me staying with “him
most of the time and my husvand and nother caring for our other son, wec have been
able to become a family acain. '1is progress has heen astounding to all of the
professionals who have scen him.

Aside from all of the positive aspects hore care has bad on Seth and our family
home care is much more cost clficicnt, Whilc Lellh was hoopitalized, his hosrital
bille averaged $50,000.00 a ..onth. At the peal of Lis respirator usage and oxygen
usage, the cost was §12,000.00 per montii. This iucludes twonty-four hour a day
nursing care.
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As 1 have stated, we are very fortunate to have adequate insurance coverage.
However, due to the uncertaint, of Seth's prognosis, we have no idea if this
condition will continuc tu inprove. [19 condition could well extend beyond the
linits of our insurancc covernx. I am also very concerned for the children I
have scen in hospitals where we have taken Seth for treatment who cannot be
taken home because their parent's insurance coverace has run out and who are
incligible under present . edicaid laws for agsigtance. At present, liedicaid
is paying the cost of the hospitalization of these children. It seems tragic
to me that these childron could Le cared for at one third of the cost at home
and that the government fe unwalling to realize this.

’

/ . P
/ f/’/c&f‘ /17“:.”/

%

Mrs. David N. barley
107 W. 2nd St.
Big Stone Gap, VA 24219
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ARTHUR KOHRMAN, M.D.

ADDITIONAL TESTIMONY

Pedistric home care is not s new idea. During my childhood in rursl Ohio,
csre st home for the sick, snd psrticulsrly for chroni<cslly sick people, wss 8
common practice. The hcapitsl wss 8 resource of 1sst redort where one want only
for specific interventions. Those who died in the hospitslc either had no family
or were destitute. Home care 18 not & newly-invented concspt. A grest desl csn
snd must be lesrned from the past in plsnning progrsas for the future.

It {s {mportsnt to recognize thst psrt of the renewed interest in home csre
18 a return from vhat others have described ss s “technophilic honeymoon.”™ Some
of us have 8 belief thst technology csn snd will provide limitless solutions to
our problems. Although never ststed quite so boldly, there is slso the inplied
belief that technology might solve the ultimate challenge - death itself. The
1des of forestalling desth, particularly our own, is so tsntslizing that our
country hss put sn unprecedented trust in technology snd in its powers to solve
the timeless probleas of sl1 generstions of humen history.

1 eaphasize this point becsuse if s11 we do 1is trsnsfer fzom the hospitsl to
the home that asme uncritics] view of technology we hsve sccomplished very little
in ressserting the importsnce of the human element into csre in the home.
Therefore, ve wmust not imagine, ss sone have, that the homecare Bovement is
simply s re-crestion of s high-technology environsent in the home. We must
recognize thst the move *qusrd the home 18 evidence of our scceptsnce thst
technology is our servsnt snd not our master, snd that the focus of the home csre
movenent must not be on the technology iteelf, but on the technology ss s support
for options for csre which addresc human dignity snd potential.

As psrt of the recognition of the limits of technology there hss slso risen

s certsin heslthy skepticism. We hsve come to reslize thst those who 1ive by
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technology can slso die by {t. The ultimate promise of technology is not
deliverance from the vagsries of life snd death, ut mersly sssiitsnce in the
Journey. All concerned sbout howe csre should want to participate in helping
people through thst juurney. 1In the case of the children for whonm many of us
care and vho hsve their whole lives shesd of them, we wsnt to make thet Journey
8s optimistic snd developmentally successful as possible. For those of us vho
slzo care for children snd sduits at the ends of their lives, we want to make the
Journey to death ss coafortsble snd ss rational as possible.

The current interest in home care has developed in the context of several
changing gocial sttitudes that sffect heslth care, asong them suspicion of
hospitals and medicine. In developed countries around the world, recent costly
technological sdvances in medical care spparently have had only s marginsl effect
on prolonging average 1ife span and reducing aorbidity. These observations lead
to the speculation that our tangible and emotionzl investment in the contemporary
American medical csre syst cs may not be ylelding sstisfsctory benefits on s
societal level.

A doninant influence in the health industry todsy is cost containzent, but
the interest in pediatric home care has not been motivated by cost-effectiveness
slone. Humanitarian interests have predominated in the pursuit of ne«s gosls and
opportunities for chronically {11 children. Cost control has becone s powerful
impetus to the movement snd has increased the visibility of home care programc,
but the primary rationsle for home csre has to oe kept in {ts appropriaste
perspective.

What {s the oature of the "home csre” movement? FHome care for the
chronically 111 child consists of & series of interrelsted initiatives to help
t ‘ess children to move into and stay in their homes of in to other best ~least
restrictive” settings; to maintain the child's medical and socisl atability in

those settings; to redefine institutionsl boundsries and missions; and to focus
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on the interest of the child snd the fsmily, rather than on the interests of the
heslth profeasionals, the institutions, the third psrty psyers or the vendors.
The consequences of the home care movement, if plsyed out to the full
extent, will have profound effects on hospital orgsnizations' size and financial
structurc. Cherished traditional and professional roles will change ss well.
The redirection of significant amounts of money to non-treditional, newly
emerging parts of the health care economy will sffect existirg reimbursement
mechanisms from both the public and privste sectors. Home care progrsas for

chronically i1l children will have significsat e ic conseq , 1f only

becsuse children who are considered to be seriously chronically 111, (spprox-
imately 1.2 percent of the children in the United Ststes) currently account for
25-30 percent of sll the in-patient days in pediatric hospitals in the United

States. The shift of the csre of chose children from the in-pstient setiing to

the hose must have profound ic ¢ on our institutions snd our
reimbursement mechanisms.

The pediatric home csre field is characterized by much enthusiase among
parents, professionslc, fayors and vendors. Although initiative and energy have
been high in the home care movement, thie zeal hss been, in my view,
sppropriately tempered by the concerna of hospital adzinistrators, stste snd
federal officials, planners, physicisns, licenaing agencies, and even some
parents. Much of the concern has to do with the unknown real impact of home
care on the lives of 111 children snd their families. Possibilitizs for sbuse
within the syatem clearly exist. 1 speak here shout poor care ss well ss
potential financisl sbuaes. It would be foolish and short-sighted not to
recognize the legitimate and resl concerna sbout home csre; we rist particulsrly
honor the questions which sone parents have had about the long~te.= inmpact of
caring for s very coaplicated, dependent child at home.

The real challenge for pediatric home care is tc make aense of & vsst set of
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ideas and diverse motives and to encourage the best aspects of thece {ntentions.
We aust queation how to best approach the goal of designing and implementing
programs to accomaodate individual situstions and maintain o improve the quality
of care and life.

We have precious little evaluat{sn or data about what the real, intangible
but important effects of home care are on the growth and development of families,
and of other fanily members. Those studies are Jjust beginning: we pust be
careful not to apply uniform monolithic solutions to diverae probleas without 1
being very aware of the potential negative impacts of aome of our actiona and
philosophies.

Thuere are a set of what I call ethical concerns which must be looked st
intensively by those involved in making public policy. ‘Je must remember un
important lesson; we all climor to have our favorite programs enbedded in
legislation and regulation, but forget that that preacription often becomes
Proscription. The more defined & policy ia, the more iimited are the

opportunities in its application. This 1a particularly iaportant in discussing &

population of children whose problems are of such an individual and idioayncratic
nature that wholesale, highly detailed presc_.ptive public policic:s mav, in fact,
cause more damage tnan good.

We must, of all things, avoid home care becoming a one-way street. I anm
concer red about the risk that children in home care might be refused access to
the appropriate acute-care hospitals and other institutions because somebody has
determined that they are now “home care” patients. We are beginning to see
trickles of this concern in the hospice mvenent, where once someone is declared
to be terninaily or mortally 111, thet - ability to regain access to acute care
facilities and resources, which aight In fact ameliorate their condition or
extend their lives, is becoming somewhat problemstic in some settings.

Home care must never becowe & preaciiption for all children. The autonuay
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¢ children, parents, and families wust not be supplemented by one or another of

our professional ideas of what is best for the child or of which ideals should be
valid for the family. Constant renegotiation, reevalustion, and eagerness to
search for good solutions must stand at the center of home care programs. Parents
and caretakers are often understandably reluctant to voice problems or suggest
change. They worry that they have failed, and hesitate to challenge what they
perceive as authority. Therefore, long-tera plaoning wust include deliberate,
stated opportunities for periodic renegotiation about the child's placement,
under the then current circumstances of daily life and the fanily, 1t is up to
those who are service providers to take the lead in facilitating and permitting
these families and theae children this negotiation - even if it means that the
jobs of the aervice providers themselves are at stake. The home care market
cannot become the place where the technicians, the nurses, and the therapis:s no
longer eaployed in a shrinking hospital industry look to find permanent

enployment. The global economis. and social changes in medicine cannot be solved

over the beds of our children at home.

A second 1ssue of concern is that of confidentiality, which is becoming
increasirgly important as comprehensive record-keeping systems become standard.
Protocols for maintaining confidentiality, even in hospitals, have not been
entirely successful. Professional discretion becomes all the more important as
the complexity of the home care systea grows. When parents and children entrust
their care to others, they do not expect intimate information to be widely kaown
and transsitted. In the more cagual setti~3s of home and comaunity, respect for
confidentiality aust not become equally casual.

Jurt us laportant, wve must, as a group of people with an interest in home
care, whether from the comsercial or from the medical or from the organizational
side, hegin to establish procedures that permit ingenuity, diversity, and

flexioility while insuring the best outcome for each chila in the family. The
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clientele among chronically 111 children and their familiea fa diverse. Age,
diaease, race, cocial claas, location, and acceaa tc resdurcea are among the
variablea the home care movement must accommodate. The challenge to plannera and
innovators of programs for children is to open opportunitiea for children {n many
different circumstances without asbotaging the poaaibilitiea for other children
through those efforta.

I have great concern that »nleas the home care movenent aeta atandards of
care, th® entire field runs the risk of being ravaged by opportuniata. The

comsercialization of child health care could Secome another form of

institutionally-perpettated child abuie. We must be ready to identify auch
abusers and to take action to prevent their entry i{nto thia field. While home
care seems to aome to repreaent a potential for revenue production, the coat of
making that money in human terma could be diasatrous. If the hose care movement
for children becomes the captive of coumercial intereata wvhoae concerna are
profit-making at the expenae of humanistic goala, it atands to lose wuch of the
progresa vhich it haa already achieved.

There are aeveral critical challenges to what I call the home care industry.
It ia, in fact, & burgeoning induatry, and recognition of thia fact forces us to
focus on the commercial aide of the home care movement. It {a uaeful to look at
howe care as an induatry for a couple of reaanna. Pirat, becauae thare ara aoae
valuable leasona to be learned froe well-run ang regulated induatriea; and
second, becauss it {s f{mportant to look at the vays {n which hone care deviates
Zrom & standard {ndustrial or wmarket model. In aany waya the traditional
concepts of market econouica are not applicable to home care. A atandard market
analyais inplies two criteris which thia induatry doea not meet. One fa
saturation - that there will ultimately be a maximua demand for care within which
different providera can compete. However, home care sharea with medicine the

anonslous position of being one of the few {ndustriea in which the aupply createa
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demand, instesd of the reverae, the case in moat other standard markets. A
standard market snalysis 2lso demanca &n informed purchaser, who can make
critical decisions among a variety of offerors in the market plsce. Here, the
home csre industry is again distinctive. Parents do not know what is best

for their child instinctively, but they can become extremely well-informed 1o s
very rapid fashion. However, they do not start with the ability to koow what
their child needs. It reslly takes an act of heroiss, and s certsin smount of
risk-taking, even to try to crack the veil of coaplexity sround which medicine
and 8ll its sttentive professions surround themselves, Parents do not nstively
know how to make these complex choices.

Moreover, even though we tslk sbout s mark t place in whicn there are many
offerors, in many situstions there is reslly only one vendor available. And a2
long as there is only one vendor availsble, then market forces do not apply.
Parents who live in 1solsted sress or sreas where vendors do not care to operate
(such ss the inner city or rursl aress) are often at the mercy of the sole
available vendor.

We have to remeaber that the purpose of the home care f{ndustry should be to
transfer responeibility to the family as the caregivers of the pstient. A
central part of our profeasionsl role 1s to serve as teschers, ss well as
caregivers., We muat not deliberstely or subconsciouslv neglect our role as
teachers, in order to prolong our role as caregivers to our own economic
sdvantage. Such behaviors can only lead to more restrictive and s tingent
legislation and regulation from federsl and state sources.

The industry must itself find ways of metting standards and pclicing theo.
By setting its own standsrds it will avoid the inevitable chsin of events that
will lesd to restrictive, inflexible snd insppropriste regulstion. There must be
avoldance of unnecessary care vhich drives up the cost of care. The industry and

wedics]l prafession muat control costs end keep quality high. We need to look at

O
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the cost per case, and not per Jdiem or hourly cosis. 1In Illinois, we have
experienced s 75 percent rise in the 24-hour home care cost betwenn 1979 snd
1984. MNursing care which cost $8,000 per month 1n 1979 18 now costing $14,000
pet month. There are differences of 200-300 percent in cowpetitive bids in
dutrable wedical equipnent for the same problem gnd in the sazme Community. Some
is due to inflation, but most is due to a ahift to hoae health care agencies
instead of private duty nuraes where the large number of hours, requested over s
long period of time, are being charged at the sane per diem and hourly rate as if
they were short-term hourly casea. If this continues it will clearly strsngle
the induscry and our good intentiong ty raiaing the cost of houe care to those of
hospital care.

Inagine the uninformed parent who sits at the mercy of a single yendor who
knows that a given piece of equipaent i3 required for the safety or life of their
child. The parent is hardly in a position to discriminate smong of to make any
complaints about the single vendor. Yet, those of us who look over our whole
systems and see that same vendot, can make comparisona. We have seen in two
different cities fn the ssme state 8% auch 88 100 percent difference in charges
for the game piece of equipment. I an S8OYry to say that these exazples are not
limited to fly-by-night operations; gome of the biggest national nanes in durable
aedical equipment and in home health service agencies participate in what I think
are unconscionable variations ip pricing.

Another concern I have is that third-party paynent will drive up the cost of
care. One of the big boaats of the home csre sgencies is “"we'll take care of the
paperwork.”™ They will bill Medicaid, Medicare, or private insurance; 1f I were a
parent I would leap at thz opportunity to get out from undernesth the burden of
that paper chase. However, this service to the parent is often accoumpanied by
“What do you care sbout the coat when the insurance company or the Stste is

paying anyway?" One of the things that we must do is to educate the parencs to
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recognize thst they retain sccountability and knowledge of those costs snd
charges thst sre being trsnsaitted to the third-psrty psyors in the name of their
child. The governmental sgencies which hsve control over their disburseaents
often are unvilling to question the charges because they find themselves in the
same position as the parent when there is a sole vendor. The industry itself
wust take responsibility for some control.

The industry must become child, patient snd fanfly-oriented, not third-psrty
payer oriented. One of the reasons the hospital industry is in trouble today 1is
because most patients have not, in recent Americsn history, pacticipsted in the
transfer of funds required for their csre. They have neither psrticipsted in nor
exerted control over what is done or whst is charged fn their neme to psyors. We
cannot allow this situation to develop in the home health care setting.

To summarize: the more pediatric home Csre that is avsilable, the belter
off all of us =~¢ going to be. We w~uld badly serve and our children would be
badly served, if we =nd up in s situation in which the vendors, the payors, the
providers, and the parents are in a stend-off or in conflict. We must look
toward Consortisl and collaborative arrangemencs to svoid that kind of sn
adversarial confrontation. In my viaw, the industry oust move rapadly to set
standards, to establish internal peer review nechanisms, and to make quality
assurance a part of their care from the very outset of each child’s prograa. The
industry shouid set aside some portion of potentisl profit for evsluation cf home
care initfatives and programs.

The industry should pscticipate with sanufscturers in research and
development, particularly in the developnent of areas of low-technology s>lutions
for problems of children at Lome with chesonic 111ness snd disability. The
developuent of slapler and more reliatle equipsent should become one of the
chsllenges to the hose care movement. Patients require berter mesns by which to

control thelr environments, and manufscturers snd vendors might well collaborste
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with sources ir government to de'elop some sclutions for these probleas. A basic
issus is fir’ing the nacessary venture capital to develcp equipment and support
servides for a low-incidence population in our indusirialized society vhere
potential profit is the major incentive for corporate research and developaen:.
The issue might best be addressed by consortial efforts between vendors,
manufacturers, and the federal government. This might be the place for & Federal
initiative in providing capital, as in the "Orphan Drug”™ Act.

If we do not take theae positive steps, serious questions will be raised
about the quality of home care, costs will increase, and abuses will flourish.
Adversarial rather than cooperative relationships will develop, and we shull
witness the deterioration of care and, ultimately, deterioration ¢f this very
important concept. On the other hand, if the industry - and all of us who are
part of this industry - take responsibility, and if the ini%iatives are not from
any one sector but from all the sectors, - providers, payors, clients, parents,
vendors - then ve will succeed in what we have 21l set out to do. We will show
that home care is an important way to care for chronically 111 childrea. It is
more humane and serves to keep fanilfes together. We will then benefit from
Azerican ingenuity, through the kind of collaboration between private and public
s:ctors that characterizes the Aserican econony and American health care at ita

very best.
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A Ten-Point Agenda for the Futur~

Arthur Kohmnan, M.D.

Pechotic home care is not a hew ideo
Dunng my own chikihood 0 rural Ohio,
care at home for sick (ond parhculorly
chiorically sck) Peopie was 0 CoOmmon
rochce The hospdal was the resource of
Iast resort, where one went only for specific
intervenhons those who died in o hospital
ether hod no fomily or were destitule With
the current wave of thought-provoking op-
prooches fo pedatnc home care. we mus!
be humbile enough 1o reaize that home
cora Is not 0 newly-nventad concept A
Qlomoeoloonbeleomedfrommepostn
plonning progroms 1o the future

Ronewed Interest in Pediatric Home
Cate

The present renewed interest In home
core is. in port. @ rehurn from what might be
gescrinad as 0 technophilic honeymoon As
Ruth Stan has reminded us Amencans have
hod @ ove affar with technology. founded
on the belie! that lechnology con provice
soiuhons 1o imitiess problems  Though nevex
sioled quite so boidly, there is also the im-
pﬁodhopow’ochnoloqyffﬂohtmmo
uhmate choler.ge—decth tsett The ideo of
forestoting decath, partculorly our own, is so
toniahzing that our country has placed un-
precedented trust n technoiogy ond in its
powefsvosorvesaneo!theptob!eﬂuw
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have existed through all generations of
recor3ed history

But, o very healthy skepticism concern-
g the limits ond the risks of fechnoiogic
dependence is olso now opparent. We
have come 1o rechze that those who kve by
fechnology con olso die by It The ultimate
promise of fechnology is nct deliveronce
from the etexnal verties of kfo ond death,
but merely assistance in & jouney

Curtent interest in hame care hos
deveioped in the coniaxt of severol socol
ofttucies that offect health core—omong |
them o (perhaps hectthy) skepticism of
hospitols ond medcine In developad coun-
fnes around the world, costly technc .ogcal
odvonces in medhcol core hove had only 0
morgnal effect on prolonging aggregate
He spon ond in reducing ~orbdity These
observations lead 1o speculaton that owr
bngtbbondomohonolinvestmemﬂ\me
medicol core system may not be yielkding
satisfoctory benefils

The sociot ckmote, in foct, endorses in
creasing suspicion of protessionots ond pro-
fessionalism, ond greater scrubny of motvo-
fion ond incentives, with dociors senving os
the mos! visibie targets of mistrust As soCiety
begins 1o look closely at the imperotives of
professional guilds. organzahons ond i
stitutions, the suspicion orises more ond
more fiaquently that other interests oftset
those of the patent Both the sockal en
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donement of individualism ond the politicot
movement foward locat control over locol
octivity are each refleciions of chonging
30Ciol piorikes: we Gre pubicly interesied in

dividuol volue: These keadis, among others,
provice the social underpinnings of the cur-
rent home care movemaat.

Ahough cosi-conlainmens s O domi-
nant influsnce in the health indlusiry foday,
interest in pediatric home core has not

the pursult of new goals for chromicolly il
chiliren Cost conrol has now become a
powerful oddihonal impetus 10 the move-
ment, ond hos increased the visitridy of
home care programs, but the pnmoary ro-
fionale for home care mus? be kept in op-
propricte perspective.

Definition of Home Care

Whatt is home care for the chronicolly il
chiki? The broad definition that has been
odopled in Mlinois is derived from the
Iongwood?l..%in The Educaton for

All Hondicopped Children Act, which insists

upon piocament in the “lecast resinctive en-
vkwm!orihod\ldondmfan»y"
“Home care” refers 1o the effort 1o place the
chid in 0 isast resinctive enviionment—that
Is. where he or she con best develop while
receiving crect care from adequately sup-
poried ond supporhive caretakers A “least
restichve™ sethng may olso be cost-
efiective thes sequence ¢f priorthes must be
refcined in the basic definition of home
care

The movement foward home core for
the chvorcolly il child consists of @ senes of
infiatives 10 help these chilcken move fo
thex homes or 10 onother “best” sethng: fo
mainiain the chiki's medicol ond sociol
stobikly in this sefting: 1o rectefine institu-
fional boundories and missions, ond fo
focus on the inferests of the chiki's fomily
rathet thon on the inferests of heaith profes-
sionats, instiuhons, or thkd porty payors The
consequences of this movement witt have

Q
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profound effects on hospital arganization,
fracihonal professionol roles will change as
wel. A redirection of significant amounts of
mongy 10 non-kaditional, newtly-evoMng
seciors of the haolth core economy wil of-
foct exishng reimbursement mechonesms,
0ot pubiic ond privale. Home care pro-
groms for chronically i chiliken wilt hove
) SCONCHNIC CONMICTISNCES, If Only
becowse chikiren consiciered 0 be
chronically i curtently account for more
than 40 parcent of olt the inpatient days in
padatric hospitals in the Unlled Siates

The pediatric home care field is
charoclerized by 0 burgeoning enthusiasm
omong parents, professionals, payors, ond
vendors. However diverse these sources,
thes common interests and collectve exper-
hse ore for more powertui than their
ssoaraie individual influsnces on heath
core programs. Athough inhative ond
energy have been high in the home core
movement. this 2eal has been fempered by
the concems of hospiial odminisirators,
siale ond fecieral officiols, plonners, Dhys
cons, Icensing agencies, and by some
porents Much of this concemn has 1o do
with the uninown real iImpact of home care
on the e of the i chilciren and thelr
fomiles The possibilihes for abuse within the
programs Cleorly exist both abuses in core
as voll as fscol obuse Such concermns con-
shtule some of the most significont borners
n the mplementahon of home core pro-
groms

Future Agenda for Pedictric Home
Care

Tha real challenge for pediatne home
cote 1o moke sense of O vast set of deols
ond 1o encourage the best aspects of these
intenhons, in order 1o corry progroms info
the future with Oracter ceriointy. in other
words. we must question how 1o bes! op-
proach the goot of designing ond im-
ptemontmprogformwoeommooote

Indnvicuad situations, ond maintoin, or even
improve, the quolity of core ong of #e To
heip ation these goals, | suggest the fcliow-
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Ing fen-point future ogenda for pediatric
home care

4. Eromine and r-exomine
professionol roles, otittudes, and
prossures.

“We hove mel the enemy and he is us.”
1o quote our friend. Pogo.

Not only physicians but oft heolth profes-
sionais are threatened and perplexed by
the new allemnatives in heolth care deltvery.
¥ o change in orleniation within the heatth
core system is 10 occur, existing professions
ond guikis must first be exomined with
regord 1o theik wilingness to odapt.

The present poltticol ond economic
cimate of hospitol core repxesents a mark:
ed difference from previous fimes when the
physician had the undispuled option fo per-
form or order. on behalt of the patient, ser-
vices which in themseives were not
necessarily remuneraiive or which requied
0 grect deal more fime and effort than was
justified by the income they produced.

As the mandate for cost-conscious proc:

chronicolly il chiidren, ond physicions con-
tinues. the threat 1o the economic ond
orgonizational struchures of many insttutions
will also grow. Because vary redl finoncial
ond orgonizational pressures influence
those who confrol he present systems, ef-

peratives for current operations ond prae:
fices

Re-exominahon of the heatth profes:
sional’s role will involve new definitions of
success ond failure As heolth core givers.
we 1ave 0 concepiual view of the worc
that tetis us 1o cue. 10 heal Inevitobly
chitdren with Iong-term linesses, who netther
dia nor get better from our efforts, ore view-
od a3 iciures. perhaps 1o be hidden In
shome Altttudes foword the core of the po-
fient who requikes frectment but connot be
cwed present difficult personal and profes-
siono! issues, which educational progroms
could do much 10 oGCrets
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the physicion really conrtrols very Rtie of o
patient’s He. As individuals, s well a3
members of inferdisciplinary feoms, we con

help wo seek 1o offer and the conkol we
ore inclined 1o refcin.

2. Re-¢xamine insttiutional roles and
assumpfions.

The distribution of functions in inshhutions
must change. if the focus of care is 1o be
moved 1o ihe home, the fomily. ond the
community. The concept of fronsttional
core. for exompie, has fectures thot. while
untomiliar within standard models of prac-
o, e uniquely geored 1o the movement
of chiidren info less restrictive plocements
Tronsitional core is cost-effective. but more
hwmwnumomwd-
farent enviconment thon that of the acule

stiutionol proctices must grow with the
horne core movement. Ta create O set of
multi-fiered COre Sysiems, senvices
around the real ives of a chronicolv
peckatic popuiation must be developed
&:chsydmldool‘ywﬂbos'rambd.ru



E

104

only by Cost, but olso by copobiiity &> meet
the needs of 0QgreQaie groups of pahents.
Thess Niered systarms might inchude ocule
Care, ¥Onghonal care. ond community
hospdals, as welt 08 skilled Hursing facies
ond “holtway houses.” A commitment 1o
provisions for tesplie core i of central im-
porlonce

A simple philosophic orlentahon must
be of the canter of all insttuhonol efforts to
Support home care chronic disease prac:
tice must be guicted by the inferests of
chiicren ond thelr coretokers, rather than
by the needs of hospitols, nursing offices,
boards of frustees. medicol staffs, deport-
ments of sociol work, o other instrtutonal
Qroups

3. Examine and defind the unit for
pediatric home care.

Before ocknowledging the “family™ os
the basic unt where home care should oc-
cur. we must iook ot what “fomily™ means In
Americo foday Perhaps no oppropnate
words mxist 1o indicate the diversity of
ortangements Characterizing whot Is sub-
sorved uncer the term “fomily.” Tne much-
Qquoted ideol fomily with 2 3 chicren, o
spit-level house. and a two-cor oroge
surely is not the norm. The one-puvent fomily
is not on aberrotion. Twenty percentof G *
Americon chilcren grow up In one-p.arent
famibes. the number opprooches 80 per-
cent In nner clty nBIghborhoods, and ow
50 percent n some wealthy suburbon com-
munthes The mnimol unit of care for 0
chiorwcally il chkd has been narther ode
Quately defined nox investgated

Perhops most of us accept the tenet
that “for a chvorucotly il child, as tor all
children. there 15 no substitute for tha one
petson who coras “ Results of more
syslematic research nio the nature of family
suppont struchures and the noture of famity
Inferachons shouidd help 10 assurs thet the

However. we know 100 kftle obout fomaty
members as ndividuoks ond about tamibas

Q
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as systermns  Although fomiles offen have
remarkably effective ways of funchoning. In
many INsionCes we are ot O 1085 10 exploin
why Cerioin fomilly sysiems work whie ofthers
foll The nature of the fomily colls for

ond instdulionol toles atfect medicor prnc-
hces. so Olso ore we influenced by ¢ v -
fionnl wisdorn ond lore. 1or exoraple, «
how fomilies of the poor operak: o .~
formikes of the welHo-do ogwr s Cuhs. .,
heid notions about the cor _ssilhes and
deficits of fomikss dese” e objectve e
examinchon and rexsorch

The fornily conng for the chikd of home
assumes the reiatively uniested role of cose
managet. in mony ckcumstonces, the
possiiity tor fambly independence and
smooth operation in the pohent's beholt
can only be ochieved when the fomily func-
hons ir: 0 central coordinating role However
GMost NO research exists on the methorss
ond consequences of froining the fomlly to
assume these nusponsibilities, nor on the
consaquences of the ultimats losses of
future opportunity for the entice fomily. Mony
parents wouldt have an entrely difforent vi-
00 of thowr kves were their chilt not hon-
Gicapped. As we introduce new roles.
responsidiiities, ond reiationships into these
porents’ kves, we must oko deveiop 0 new
set of unciersiondings abnut the effects of
these chonges on fomiiies

Finatty, the sociol ond emohonat growth
of children themselves remonns 1o be
studhed Children with hondicops
themseives might benefit grectly from drect
chncol assistance with orentahon foword
the dsabikhes The oim of o project of Lo
Rabxia Chikiren's Hospitol, for example, is
to mvestga’e the potentol of hanccopped
chicen for leaming self-oadvococy skils
Once oid enough 10 use the telephone ond
o move oround, the chikkken ore froinedt
how 10 use heip from others, ond how fo be

possibihes which orise from smpowering
the:e Chilren, and fostering the sense of
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competence so important In the growth of
QN childron

4. Set siandards for care that pes it
ingenutty, diverstly, and fioxibiity,
while ensuring the best possible
outcome for each child in the
family.

Whenever giobal soluhons are sought,
the donger emerges of sequestering and
suppressing the opportunities of another
whote popuiahon for whom that goal is not
applcable The chentele among chronical
ty ill children ond thew families is diverse
age. disease, race. color, social class, loco
tion, ond access 10 resowrces Qre among
the vanables that the home care movement
must occommodate The chalienge 1o plon-
nets and nnovators of programs for these
children is to open opportunhes for chidren
in many ditferent crcumstances without
sabotoging the possibiles for other
chiidren through these efforts

Unless the home care movement sefs
standords of core. the entire fieid may be
ravaged by enfrepreneunal opportunists
The trviakzahon and commercahization of
child heatth care & o form of insttuhonatly-
perpetrated chikd abuse and assautt As
professionals, we must be vigilon!, fo be
ready to identity such abuse and fo tcke
ochon when our volues for chiFiren are
thworted by opportunistic intarests Home
care represents a potential for revenue pro-
duction, the cost of making that money in
human terms could be disastrous If the
home care movement in pediairics
becomes heavily mvoived with commerciol
interests whose concetrns are profit-making
ot the expense of humanishe goals. it stonds
10 lose much of the progress which it has
akeady so proudly achieved

5. improve and simpiity fechnology.

The development of better, simoler,
more refiable equipment shoulkd be onother
halimark of the home care movement Po-
Honts requve betier means 1o control thes
envircnments Monutacturers and vendors
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well might collaborers wih sources of
government help 1o develo) echnologic
sohutions The economic rewards 10 a
manufociurer willing 10 invest venture
coptial are not tkely 10 be griat.!

CObiainng cophiul 10 derelop equip-
ment and support services for a low in-
cidence popukation in on industriclized
society. where proftt is the incentive of cor-
porate research and development. is one
of the major issues that might be best od
cressed by consortia of private ond public
secior reprasenicives

The problem of equipment is again
reiated to social attitudes Physicions have
deemed technology powerful In our cutture
we cre ronkly disdainful of “low fech™ solu-
fions when “high tech” alternatives exist
Nonetheless. “low tech” solutons familior to
patients, therr parents. grandfathers. and
neghbors should become a more signifr-
cont port of owr resources

Licbiidy consciousness plays O role In in-
fluencing professionals’ atthudies toward
equipment If care of patients is to be
fransterted to a machine, the machine must
cerfamly be of state-of-the-art qualdy
However, consciousness of product kabiity
In this country has become counter-produc:
five vendors and manufocturers refuse 1o
carvice machines which have been attered
from thew ongnal specifications o ore used
In uncrthodox ways Consequently. patients
are constroined 10 use machines that might
not be able 1o be repaired o senviced The
ssue of procuct kabildy, in both economic
and legal ferms, has crucial ramificahons,
its soluhon may requite assistance from state
o federol governments in negohating sate.
tahonal soshons

1A recent report for the U.S Congress Office
of Technology Assessment discusses this
issue exhaustively Technology and Hon-
dicapped Peoplo, Washington, U'S Govt
Printing Cffice, 1982 (LC 82-600544)
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6. Work 1o form reglonal consortia
of public, prtvate, univernity, and
commerciol secliors.

Development of frust omongst providars,
paycrs. client groups. reguiators, ond
educators is cruciol fo pedaitric home core.
Uaisons between the medical ond educa-
honol commurdhes ore offen deficient. even
though they serve the very some Chicren
ond haove smilor goois The tlear federal
mandate for cooperation omong educators
ond heatth professionals has not receved o
response worthy of the great potenhat for
for more powertul. effective programs for
children Ciose rapport with teocher fromning
pregrams could begin to ameliorgle the
deficlency n educchon of the educators.
which rarety mciudes intormation on
childhood ilinass, especiolly Chronic kness,
ond its eftects on chidren and fomihes

Regional consorha rmay become the
basss from which creative colioborahons
omong brooder segments of ihe community
con occwr Effective regionai consorho can
move beyond trodhonal ingtituhonat roles
and professionol reiahonshios 1o ensue
conhnuity for owr pahents between the
hospital and the home and into the com-
mundy An eftective reQronatly-based net-
work (perhaps the term “‘cobweb™ betier
fypihes the necessary shcky. cohesve quakh
ty) con oversee follow-up and assessment
Ahvihes as well as assume centralzahon of
informahon about pahents Another role for
consorho s 10 ensure continutty of record
keeping, and thereby provide some bosis
for evaluahon of mutuat efforts The consor-
fum con bing concerted pressure on siote
and tederal agences. especially reguiatory
ogencies. with a strength that indvauct
membets alone cannot match Regonal
and locatl consortio also can have Impor-
font effects on cost control By enlorgng the
group of people who ore involved. o con-
sorhum con exer! power N the morket
ploce ond con nfluence forces of morket
economics

An example of the increased effec:
tivenass of consorlium effnrs exists N Wnots,
Tho Children's Home Heatth Neitwork of I+
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nots One of the oims of the consortium is
10 deveiop a mutti-hered sysiem for the
venhictor-depcndent chid that includes
skiied cord options for chidien who cannot
Ive ot home The three good padhatiic skl
od nursing facikties interesied in toking core
of venhiotor-dependent pahents connot of-
for sanvices 1o these children ot the reim-
bursement rates currently offered by 'the
pubiic assistonce system The Chilciren's
Home kaalth Network, as the consortium, 15
now atlempting 10 negotiate on their behalt
with the pubhc aiki ogencies in Minois with
force that none of the three insttuhons
alone could duplicate The poltical power
that con be ganed with @ regional consor-
hum con be dir3cied to ochieve O ronge of
goals that may be unthinkable on @ smoltier
scale

7. Form coalitions beiween patiendts
ond thelr parents or caretakers anc
professionals.

Tha best way, albeit somewhat un-
famihor and even provocative, to effect en-
forcement of standards in home caore s 1o
empowex the formal and nformal care-
fakers of the child In orger 10 assess the ef-
tecivaness of sfiorts on the chiks's behotlt
To pertorm In this role comtoriably and
competently. parents and coretakers must
be extemety well-prepored ond intormed
As provicers. i is our task to prepore
parents for this enormous responsibilly We
must also earn to histen 1o parents they
have the “front kne™ knowledge of the in-
mcocies of the child's daty program In
sum. Porents and professioncls must
become each other's educotors Coaltions
between parents and the medica! establish
ment. both formal and ntormal. are ex
fremely iImportant In providing o core of
continuity ona of credibildy in enforcement
of stondords in the home core systern  This
coaltion between porents ond professional
shouks be used 10 keep costs ow ond 1o
mointon qualdy i parents ond profes-
siohats are 1o communicate personolly ond
publcly. thay require expertly plonned
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forums tor mutuol exchonge of ideas and
educution for direcied poitticat octivity.

8. Recognize the imporiance of
poitical agendas.

Porticulor considerahon should be gven
10 interaction between the pediatiic home
care movement and siate onc federal
governynents The poiihcal process is siow
ond unpredciable; it demands incredible
tenacity ond caretuly pursued lobbying ef-
forts However, only thiough poltica’ action
witl inanciol and burecucrahc batriers be
broker: The poltical process I8 also a key in
the home care movement as the essentiol
deterrminant of the reguictory ennronment

The pioce of the polhcal process in ot-
fechng tie organization of heatth care
systemns is undeniable Ctwonically il
children deserve advococy they are o very
vulnerabis populaha  there are not so
mony of them, they ccst a iot. and many
are poor—-within our society they have
many strikes against them. One of the basic
priorities for ol progroms for chidren, in
chuding the home care movement, should
be to help create G voice on behalf of
children within the pokhcal syster

9. Consider the ethical implications
of home care.

The exciting new ophons created tor
chronucally it Children must b opphed flex-
ibly Home core must never beccme o
prescriphon for ofl chidren. Tne autonomy
of children, parents, and famities must not
be supplemented by norrow ideas of what

“is best for the chikd” or what might serve
ideals not valid for the family Renegoho-
hon, re-evaluahon. and eogerness 1o search
for good sokhons should stond as central
components of home care etforts Parents
and carelakers are often understanciably
reluctont fo voice problems of supQast
change. They worty that they have foiled as
caregivers ond hestiate to chatienge what
thay percenve as auvthority Therefore. the
philosophy of longrermn planning must in-
clude delberate opportunithas for periodic
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renegotiahon about the child’s placement
ond the current ckcumstonces of dally ite
in the family

Confidenhaity emerges a3 an increas:
ingly imporiont ethical ssue. os comprehen-
sive record-keeping systems become more
svident Prolocols for maintaining confiden-
holty even in hospitals have not been en-
fitely successha Professional discretion
becomes all the more imporiant as the
complexity of the home care system Qgrows
When patents and children entrust ther
care 10 others, they do not expect intimate
information fo be known ond transmitted In
the more casual setting of home and com-
mundy, respact for confidentiality must not
become equally casual

Respect for cuthwral drversity is another
1ssue that involves values Eoch of us has
porhicular window of bias based upon our
own origins and sociolzahon Cuttsral varia-
hons open up new possibildies ¢is well as im-
pose restrchons. The froditional medicol
establishment kacks a brocd base of infor-
mahon about ditferent cuttures, ond ways of
ksterung ond understanding are often defi-
cient, When we ask how famifies from
dverse culture: and nesghborhoods ar-
range for the core of their chronically il
children Ot home, fhe answers are offen sur-
prising. Convent.onal wisdom does not
aways opply.

40. Evalucie all we do.

Ouwr sociely will be forced 10 make some
very imporiont decisions about allocations
of resources n the fulure To do so wisety will
require prospective and refrospective
evaluatons of present ond future programs

Zeal. one of the grectest assets in the
home care movement, is atso one of the
greatest risks The kind of enthusiasm which
brngs home care progroms into frultion also
carries the tisk of impeding formation of
crihcol judgments Zeal is absolutely
necessary. but not wificient, testimonials ore
not data. and data ore essentiol

The aftitucies ond expectations of
parents for their chilc’en cxe the real
substance of our professional success—it is
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these hopes ond drearns that we must
undersiond ond enlarge. In order 1o crecte
new opportunities for the chronicolty i
child Becouse hopes kr the e con only
be lounched in the cartext of familes rec!
copabiities ond interests, the professionol
Imperative 1o respect the fomily’s volues
ond proctices becomes N key comnponent
of the home care movement.

In sum, chonges In fuhure Medico! pro-
orams wit be based on bekefs as 10 the
best outcomes tr children ond thelr
caretakers Interast in cost-effective solutions
for chromic pediate popukarhions has been
Qa noisy element among the various sowrces
of anthusias: : 10 find new opportunthes for
children, but cerainty has not been the
most importont or significont port of chang-
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Ing pricrihes  Rother. the focus on the reol
ives of children and their famiiies. and the
offor! 1o enhonce the Independent pursult
of achvily In the conter! of fomilly ond com-
munily ore the outstanding progressive
holimarks of the contemporary home core
movement These humonitarion ideots ore
strong enough fo sustain the home core
moven.snt ogainst entrépreneurial counter-
Interests. these idecis ore strong enough 1o
motivate heotth care providers from olf
ciscipiines 10 pursue research nat vl lead
fo betier clinical service. And perhops most
importont, the orientation foword the needs
of children ond fomilies, away from instriy-
fional ond organzational priorhes, has
potantai to affect a great vanety of future
heatn and human sernvice programs
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i\t SKIP, INC.

BICh KIDS (INEED} INVOLVED PEOPLE

NATIONAL HEADQUARTERS
218 NAWPORT DRIVE
BSIVERNA PARK. MARYLAND 21148
IC1S47-D184

Karen Shanron, foundec and national executive directer of Sick Kids nosd 1avelved Poeple (SKIF), wich hov dougliser Erin, o veotilstoe petient.

201

Q

ERIC

Aruitoxt provided by Eic:




197

{ ST
1 &1
i\ BYF
X SKIP, INC.
LD/ SICK KIOS (NEED) INVOLVED PEOPLE
NATIONAL HEADGUARTRRS

216 NEWPOAT DRIVE
STVERNA PARK. MARYLAND 211468
301-847-0104

The Honorable Orrin G, Hatch
Chairrdn, Comamnittce on Labor
and Human Resources

Unitecd States Cenate
washingten,n.C,

Dear Senator iHatch:

I an pleasec to see your ccntinued coastment ang suppert of
the children and their families across our country who suffer
from catastrophic illness with a dependency on medical
technology.

As I cemonstrated by ay testinony for the hearing on “Home
Carc for Chronicaly 111 Children® August 1983, I have an on-going
involvenent 1n this npew movement as a parent of a technology
dependent chiid, ERIN S years old, bocn with a rare respiratory
disease. Erin is at risk of respiratory coliapse because of
immature development of cartiluge in her lungs. Erin requires 12
hours a night of positive pressure mechanical ventilation to keep

her lungs open. I also am the Founcer and HNational Executive
Director of the organmization,SXIP (Sick Kids fneed) Involved
People).

SKIP grew owt of umy personal experiences, triumphs ané
tribulations of having Erin,a mecically fragile child. As  a
pioneer *n  this novenent, I continue each day 1n not only
confronting, the continuing road blocks placed in front of me as
a parent straving to keep her ocaughter, ERIN, home but in
assisting thousands(1000's) of fanalies and their medical tears
across tre ccuntry being faceé with the same challenges day after
day: apprepriate funcing, cuality care and society's acceptance.

Tne c .parvunmaty to 1centify these i1ssues and increase public
aware.ess ané coraunity understanding of the real challenges
facinge the thousanes(1000's) of famrlies is truly 2 nilestone 1in
the continued etforts to insure that the option for Peciratric
Specialized Fome Care will continuc for all the chilcdren of our
country.

Thank you for your coniinued support ané backing.

Sincetely,
ckk_A__(:lc}‘\——-__-r
Karen A. Shannon

Foundger/National Execulive Director
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SKIP'S NATIONAL ISSUES

The national :ssues facing the technology dependent
population is not unlike those faced by other health impaired
populations, Main issues include identifying funding,
disseminating of program information, addressing educational and
social needs of the child and family,and providing for quality
assurance, and the education of both professionals and the public
on the 1issues ané needs of these special home intensive care
children.

~-I1dentifying Funding Programs:

The need for appropriace individualized funéding policies and
procedures for handling financial support and assistance to these
families is critical, both in private ané public sectors. There
is a need to recognize that some families can cope with fairly
minimal supports, while others may require high levels of support
and assistance. Flexible funding is vital becavse the fanily
situation changes over time, and home care ar-angments need to
adap. accordingly,

-Mecting the Ecducational, Developmental and Social Needs of the
Chi1ld and Family:
The techrology assisted child places unigue, new cemands on our
establ i shed educational and social systems, It is important that
we not neglect prepar.ng and integrating hian/her into our
society. Provisions for educating this child must be established
both 1in public and special education settings. Peer acceptance
must be fostered tnrough understanding as well as exposure.
Encouragement through educational and support systems will one
day allow for the self-sufficiency of the technology-dependent
children.

-Disseminating Information:

There is & great number of existing, vell established prograas
proaoting maximur, family growth for specialized cere in small
localized areas of the nation. A system must be established to

collest and distribute information throughout the nation on how
di1fferent prograns/resources were planned, developed and how they
now operate. The system .ust share information on available
treataent centers ancé costs to families, health care
professionals, mediceal insurance carriers, regulatory agencies,
and non-profit organizations - ultimately linking all systeas in
otder for specialized health care to survive through coordinated
management on all levels,

~Quality Assurance:
The development of standarus of care, must be established tnat
are flexible, diverse and indivicdualized for each child. Avenues
for monitoring are necded to assure that the services and the

products are being delivered in the community are of the highest
caliber possible.
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-Education of Professionals and the General Public:

It is vital that professionals in all sectors of
society, including medical, business, law, financial, education,
social, religious are made aware of th's growing trend to home
care. Professionals must incorporate in their educational
curriculum specializ>¢ home health care inanagement and the
cevelopment of new skills that are needed to gervice home health
care re~ipients, The general public needs to become aware of the
needs and issues facing home health care families. This
awareness will hopefully develop tne volunteer system for
assistance and provote legislation to make life smoother for
these families involved 1in specialized home care.
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LABOR ANL HUMAN RESONWRCE COMMITTEE PUBLIC HEARING

Home Health Care Reform/Pediatric Home Care Issues
Testimony of Karen A.Shannon -Parent-National Executive Director
Founder of SKIP(Sick Xids [need) Invoulved People),Inc.

pamela N. Bennett, RN, BSN
vice President SKIP, INC. National

Ten million children in the United States are chronically
i11; one million of these children suffer from severe chronic
illness requiring frequent hospitilization and medical support.
Today we ~ill talk specifically about chronically il11 children,
who are technology dependent. These children received
superb,state of the art medical care after a premature birth,
severe medical illness or catastrophic accident and survived.
The Technology-Dependent child however will retain a daily
cependence on the medical technology !hich gave him 1life
respirators ,oxygen, tracheostomy, tubes, gastrostomy tubes,
catheters, etc.

Hospital ICU's or one of the very few specialized pediatric
long term care facilities have been the only "home" for these
children. A new and growing option has been he care of this
coimplex medically fragile child in his normal environment -THE
HONE. SKIP(Sick Kids [need) Involved People) is involved at all
levels in the pediatric home care movement, attempting to
pragmatically assist families, to educate public policy-makzrs
and legislatures related to these children and to impact on
society's attitudes and kn..iedge about Technology-Dependent
children. SKIP is composed of every facet of in-hospital and
community supports, working together on this complex issue.

There are, we feel, 3 major categories of needs that must be
addressed:

1, FINANCIAL

2. QUALITY ASSURANCE

3, COMMITMENT

I. Financial

Hospitalization costs represent the largest proportion of
this child's medical expenditures. Though the severe
chronically ill compose only 2% of the child population in the
uU.S., this 2% uses 60% of the children's in~patient hospital
dollars each year. kow might these astronomical hospitilization
costs be recuced without massive reform in our health care
systen?

caring for these <c¢hildren at home rather than in the
hospital represents a reductior. 1n hospital costs by 2/3 (see

chart on cost effectiveness of home care). Average monthl; costs
for home care range from $6,000-12,000.00 compared Yith 6,000~
12,000.00/a week in the nospital. Yet the primary deterrent to

home care 1S monetary.
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The broad range of services needed for the child to thrive
at home are available, yet typically private insurance or
Medicaid will cover inpatient hospital and diagnostic testing
only. As soon as the child is at home the financial support is
not only decreased but the range of provided services is
narrowec. This effectively excludes many faw!lies from even
attempting home care. Uninsured middle income families have no
clear mechanism for financial support of their chilg. The chilc
must be maintained in a hospital at a greatly higher cost to be
paid for with public funds.

Pamilies are often financially depleted by extraneous non-
medical costs alone, such as transportation to physician,
hospital, or pharaacy, time away from work for care, career
immobility Lecause a change in insurance company may result in a
change or drop in coverage,

It is incumbent upon the government* to adapt flexible,
inc¢iridualize¢ financial support for the familiec of Technology~
Dependent children. Support for the families of Technology-
Dependent chiidren which will allow them t¢ live in the more cost
effective setting--THE HOME.

II. QUALITY CARE

Though cost containment is an important concern in pediatric
home care, the decision to attempt home care must be based not on
cost but on the quality and value of that child's life,
Dr.C.E.Koop embraced our philosophy in his speech at the Surgeon
General's Workshop on Children with Handicaps and Their
Pamilies,,,,,,,,,Decenber 1982,,,when he said "There is no
substitute for a loving caring family® for these children, My
Gaughter--Erin astonished doctors when she taught herself to
speak--for Erin learned to talk because she had something to say
and some one to say it to--- and a fanily to be part of it. The
second issue of importance is the assurance of quality care for
each chilc.

Stancarés must be established that are flexible, diverse ang
inéivicualizeé for each child, Standards that wi1ll maximize each
chilé's existence, Tne urgency of this can not be overstated.
Home care is a new frontier with potentiallv lucrative fin 1l
ané commercial gain to service providers, The risk of a. if
standards are not developed is great and the harns to the children
and their families potentially devastating,

Quality care in the home necessitates caregivers helping
parents on a daily basis. Evaluation guidelines must be
developed to assess the level of care and nursing needs of each
child. Some of these children who are stable can effectively
utilize nursing aides or trainad family or community helpers.
Other children who have rare poorly understood disorders with
unpredictable outcomes or medically unstable children reguire the
skilled care of RNsS. Often the medical machinery in the home has
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untested long term sequelae with pediatric patients. Assessment
of subtle, sometime. unrelated clinical signs and symptoms
clearly is in the realm of nursing expertise.

It has been posited by some that if parents can learn to
care for their medically fragile child, at home,then other lay
people could too. For the medically stable or less complex child
this is certainly true and should be enthusiastically promoted.
Por the more complex, fragile child however this is not a wise
arrangement. In this case the time investment, love, motivation
and intensive day to day training and experience the parents
possess can not be duplicated by the non-professional.

Tremnendous emotional and financial stress is imposed on the
families that have Technology-Depencent children at home. The
parents must deal with a conmplex, confusing, unintegrated medical
establishment, a 1wyriad of ancillary services (from egquiprent
vendors, oxygen coxpauies, orT, PT, Nursing agencies,
Psychological services,etc.), the pubtic school system,
pharmacies, insurance companies, and social service programs. 1In
their communities,they are often socially isolated. Some parents
are unable to cope with these daily stressors and the management
of their child. Yet if mid-level managers are available to help
the parents, their child could come home.

Quality care like financial support cantails a flexibility,
diversity ancé individualizing of care to ihe child and his
family's specific needs.

I1I. COMMITMENT

COMMITMENT to pediatric home care is the final vital link to
the survival of home care as an option to parents today.
Commitment must begin with the child's family: the parents to
each other and to the child.

SECONDLY the medical system must continue to strive for the
best for each child. Hospitals are traditionally orientedé to
acute illness. Chronically ill childéren and their families are
often brushec aside and effectively forgotten, particularly the
chi1lé that needs intensive technology support. These childéren
wi:ll not in all likelihood improve and must remain in a ICU
because there 1s no other facility that can accept chen.

THIRDLY, the community must be committed to understand and
accept the child and his fanily. All too often they are socially
isolated just at the time that support is so vital.

LASTLY, Our society places great value on science and
technology. These children are products of our technological
advances in medicine. Pive to ten years ayo *hey would not have
survived. Tnough their survival today is assured, the degree to
which they thrive, grow, and lead productive and full lives is
the degree to which the child and fanily are offered support when
the acute medical crisis is over. The struggle for 1life |is
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dramatic and exciting and in many instances is won or lost in a
period of days or weeks. Our efforts come to fruition often
bringing shining successes as a life is saved. These children
however are sometimes left with continuing life-long dependence
on medical support, or permanent physical limitations from their
illnesses. Over time, the enthusiasm and vigor with which their
care is given begins to wane. They do not get better but rather
become "chronics®. Often times the planning and follow-up then
becomes sketchy and the child with complex medical npeeds is
released to an unprepared family.

Our commitment must be as a society to continue to gupport
these children and their families after the acute illness is over
and for 1indeed a lifetime, The quality of their little 1lives
very much depends on our committment as individuals and as a
society to supporting and encouraging them and their families.

Initially, the reguirements for provieing high quality life
for many of these technology cependent children sounds
overwhelming. The conmittment of the family, the medical system
and the community; the ongoing burden of meeting the requirements
to provide high quality cost effective care and the overwhelming
need to tap financial resources is no small task but the benefits
enjoyed by the child, their family and community and society as a
whole are manyfold. A large portion of these c¢hildren, which
medical technology has created and sustained, will one day
function as productive, successful individuals of benefit to
society, Many will one day "OUT GROW® their dependency on
medical equipment and technologies. Though others will require
longterm investment, the life they offer will more than warrant
the cost we as a society have paid. The case studies and
families you will face today will easily prove this point.

I am pleased that we have identified this new medical
challange and are actively pursuing the most productive means of
providing high quality cost effective care to our new breed of
technology dependent ChilGren...iiueeeeeeeseedinenceeecenacnnnnss
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June 1985

My name is Dana Kruse, I am a parent of a special needs child. I am
not unique nor one of a kind. If you are also a parent of a special
child perhaps you'll hear strains of a familiar tune. If you're a
concerned advocate, you know where I'm coming from. If you're working
for one of the many agencies designed to help, I hope you'll hear that
we need your help. In fact we can't survive without it. We're normal
human beings just like yourselves with desires,goals and problems. We
2sk not for ourselves so much -~ as from our hearts, for our special

children.

First, I'ld like to share some background with you. My daughter Jennifer
is now 4 years old. 1% years ago when she was 2% years old, she became

a near drowning victim. Restored to life by new medicial techniques,

she survived where we were told just 2 years prior to those medical
advances, she would have died. What we experienced was not the usual
child gets sick and then gets better routine. Lack of oxygen to her
brain caused mass.ve brain damage and the result is a severely disabled
child. lor Jenny that means, inability to walk, to talk, to move her
arms or clap her hands. She can no longer run, laugh and enjoy life as

she had for the first 2% years of her precious life.

At first life itself was a battle, during which she was hospitialized

in a pediatric intensive care unit with 2 bolts drilled into her skull

to monitor brain swelling, 24 wires attached to her head to monitor brain
activity, 8 I.V. lines in various parts of her body to administer medications
that kept her vital organs functioning and stablized her critical condition,

she was also respirator dependant.




205

In an attempt to get her off the respirator, she had a trach put in to
help her breath and Su”gery again later to put a tube in her stomach to
feed her because she can't swallow. During her “rehab" hospitalization
that lasted 16 months and encompassed 4 different hospitals, ghe developed
a gsevere seizure disorder. At one point they came continually for over

2 weeks while we tried radical medication treatments to try to regain
control over them. Her muscles became so tight, they dislocated her hips
which led to surgery which only led to dislocation again several months
later. Due to the massive amount of strong seizure medications used

over such a long time her bones became brittle which led to 3 fractures
in her legs and a broken collarbene. All of which took 3 to 4 months
each to heal because she doesn‘t heal normally anymore. Her weakened

physical condition led to illnesses such as pneumonia, flu and chicken

pox all of which almest took her life. She also remains in 2 coma.

In January 1985 with the help of the State Insurance Commissioner and
our attorney, We encouraged our insurance company to agree to home care
and Jenny came home receiving 24 hour a day, 7 day a week LPN care along
with needed physical therapy, occupatioanl therapy, equipment, supplies
and drugs. We waited tor the child we knew to wake up and be better.

We looked to the experts in the medical profession for all the answers
and discovered they didn't have them. There was frustration and worry
we endured cver each of these additional crises in her life that have to
be endured bacause she doesn't give up. She tries and tries to break
out of her shell and the very least we can do is help in every way to

assist, support and love her.

During this time we encountered THE SYSTEM...
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We met social workers, pediatricians and neurologists, some were understanding
and some - were heartless., Institutionalize was the magic word. Take

a slice of your heart, a slice of your life - tuck her away and go back
to living your lives, Trying to forget the child you love would be taken
care of by strangers in a place far away from home that don't love her
and couldn't care for her like her family because there is - no love.

It didn't take long to learn to be a fighter and learned we had to take
control. In the midst of our griet we learned to humble ourselves and
ask for help.

We have reduced her care costs by approximately 33% by bringing her home,
yet her monthly medical care costs are many times more than our gross

monthy salary.

We have been informed by Dr. Dick Gehrz, Head of the Pediatric Intensive
Care Unit at St, Paul's Childrens Hosplital that no long term care facility

or institution would be able to meet Jennifers needs.

We have been told by both the State and Federal Depts. of Health and Human
Services that Jenny qualifies for the “Katie Beckett" waiver and/or
the chronically 111 childrens waiver. Either waiver would provide medical

funding for our daughter at home.

Senator Laxalt and Senator Boschwitz, inquiring on our behalf, were informed
by letter on March 28, 1985, that Jenny was approved for funding to provide
for her home care. Yet when Wwe contacted the Fed. Dept, of HHS to confirm
what Senator's Laxalt and Boschwitz had been told, we were informed that

the letters sent to both Senators were in error. We were further informed
that our applications were still "pending" even though the applications

had been on file for months.

O

ERIC <11

Aruitoxt provided by Eic:




207

The reams of rules and regulations 1s so mind boggling and discouraging
that unless you become determined to sort your way through the maze

you give up. I'm afraid some parents do just that, give .p.

Medical costs alone are impossible to meet on anyone's salary. Jenny's
condition is going to require a longtime or lifetime of medical expenses.
If we chose to institutionalize Jenny, the state would pay for her care
and all related medical costs and equipment. Because we choose to

keep her home we have to constantly battle for financial help that is

at the very least degrading and often humiliating.

I believe parents who choose to try should receive willing, supportive
help. Everyone has the right to maximize their porential, yhztever

that might be.

Our family is not unique, we became victims of circumstance and it could
Just as easily be anyone of you. No one is immune, even if you think
you've had your children with no birth problems or no disabilities, there
are still grandchildren and accidents happen every day.

So now you've heard some history. 1I'm here to ask help from all of you
to assess the situations you come in contact with. Determine how tn

best meet the needs of the individual family case through cooperation
among agencies each giving, bending, or taking charge as best bpenefits
the family., Most importantly, since you are familiar with the various
parts of the system, you can be indispensible in setting up a network

to help families find the maximum benefits needed for a total program.
Seeing where you can expand existing programs and creating new ones.

The families at best are already encumbered with stress of care and stress
of coping and often don't have time leff over - let alone the energy

or fortitude to struggle with the system. Many times they give up before

they go through any more hassle.
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that bridge for families -

the voice of support-

the person that makes the difference to thase families-
need you-

want to work with you and be understood by you, let you share our

joys and most of all allow you to know our special childzen.

We

are determined to keep Jeny at home, determined to give her every

opportunity to maximize her potential and 'detemined to persevere thmough

whatever we murt, to do so. We hope you will strive with us to provide

the most possible - for all our special children, whatever their needs may

be.

Thank you.

L,
'ﬂ-}:ﬂ\.(. 7

Dana Kruse

810-10th Street

International Falls, Minn. 56649
218-283~9364 home

218-283-2581 ext 270 (work 9 ~ S5)
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48 MLDWOOO AVENLE
CART LANSCOWNE. PA 9030
213.284-1047

June 6, 16985

I would 1ike to share with you the story of oy daughier Judy,

I am hoping that Judy's Story -i11°help ysu to nndecsiand some

of the frustrations and fearg we ag a family shared £{n order to
restore to our daughter some array of happiness and potential
that had been taken from her,

When our 1ittle girl was born on Jun. 25,1675 my husbaud ond 1
were floating on z cioud, We had a 1ittle girle We ha¢ such
plans for her, Then came reality, When Judy was tzo years she
suddenly became 111. I had no idea what was the matter witn her
except her breathing did not look normal, I called he= doctor
whoes office i lucated at Children's llospital of Phila. ONnce

he assessed Judy he insisted we admit her t~ the hospitale. Judy
had suffered a spontaneous atelectasis in her right lur.. Little
did we know Judy would remain hospitalized for the next six months.
The next few days after Judy haG been admitted were li-e a
nightmare, In just two days time our healthy 1ittle girl had
become our critically 111 1ittle 8irl. 4s time went on it became
more 21L& mure appa.ent that Judy would remain ventilator dependent.
Recause of the uncertainely of Judy's medical stability it was
suggested we remose her from the ventilator and allow her a
peaceful exodus, You have to understand Judy was alert and
enmctionally respoiding to us, This is why our decision was so
casy. Judy looking at us with her big browa eyes asking for

our help, our decision would be to help and support her as much
as possible, AB time went on we were told Judy's survival would
d.pend on medical technology., Ve talked to Judy's doctors and
told them of our plan to take Judy and her ventilator home. Her
doctor looked at us and said, '"".That's Impossible" we can not
allow ycu tc take a ventilator dependent child home to live.

I answered oh, try and stop me,

This is where our story really begins. Judy was mpoved from an
acute setting to a intermediate setting. WYhere there wer: nine
o*her long term ventilator assisted children. The first question
I vas asked was, “ho will care fo- Judy at home? My ansi ¢r vas

T vill and I im ediately started learning and doing all of Judy's
cares The next qiestion came up who will mnanage ventjlator at
home. I assured the nurses that I wouls also lea: - this care.

A respiratory therapist had been asked to explain Judy's ventilatoyr
to us, vhich :as a Tmerson Volome Ventilator and about the size
of & washing machine, Ny husband and I had several wiekr of trajnin-
fron the respiratory therapist until we both felt conf:dent
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in our handling of Judy ventilator. Now came ths third question
who will pay for Judy care at home. I checkad with our insurance
company and found they would pay 80% of Judy's care at home until
we.reached our 1ife time maximun. 1 talked to the nnspital social
worker assigned to our case and she agreed to loock for Sl4armative
furding for us, The doctors and nurses had prepared a list of
equipment tha! Judy would need at hcme. I called several medical
supply stores only to d.scover that it was impossible to purchase

a ventilator, they were only sold to institutions. I went back to
Children's Hospital with this information. By now, they realized

1 was very serious about bringing Judy home 85 the hospital agreed
to purchase the sentilator for me and then I could nurchase it f{rom
them. One more obstacle out of the way. The soci&l worker was not
very successful iun obtaining alternative funoing. She came up with
all negative responses, At this time of year the Catholic Church
holds their annual Catholic Charity Appeal. Listening to this
announcement in -church on Sunday, I thought why not give them & try.
1 called first thing Monday moxning and to our absolute delight
found that a benefactor had opened a special #ccount that Jvdy would
fall into so they would be abla to give us the additional funds
needed to pnrchase Judy equipment, We were finally making headway.
In October of 1977 it was suggested I apply for a medical care for -
Judy, I was told to go to my local social security office. Once
there I was told when Judy had been hosptialized for 30 calender
days she would be eligible for SSI benefits and 2 medical card.
Judy had already been hosptialized for four months at this time.

1 went back to the social worker wich this information. She was not
avare of this ~.1ing. AS time gotcloser for Judy to come home we
became more anxious to have her there. The hold up was the ventilator.
Seeing my depression the hosptial agreed to lend me & ventilator
antil ours arrived. Our plans were set. .

on Lovember 21, 1977 our beautiful little girl was sent home to die,
or so her doctors thought. This da% had a triple meaning for ms.

It was my youngest sons second birthday, Judy came howme to live with
her famly, and 1 met Robert G. Lettrick M.D. who was to be our
trouble shooter for Judy home care. Dr, Kettrick is now director

of the pediatric intermediate unit at Children's 1ospital of Phila,
1 had agreed to 8 hours of nursing a day for Judy. 1 cared for her
nyself the other sixteen hours. Because our house tas small and

Judy's bedroon could not hold her and her equipment,
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we turned our dinning room into a room for Judy. ¥e had no right
nurse So my husband and I slept on the floor next to Judy's crid
for the first six months she vas hons,

Because we brought Judy home the parents of tke other nine children
had decided they too could bring their ventilator assisted children
home to live. Over the next year everyone of these nine children
cane home to Jive, under the direction of Dr, Kettrick with out
really having a program just addressing each need as It came up,
Once Judy came home her daddy income was deemed hers and she became
ineligible to receive SSI benefits and her medical card, It seemed
we could institutionalize Judy and receive help from the government
but because we wanted to care for our daughter ourself and because
we wanted her to 1ive at home we were penalized., We persued this
ruling all the way to the federa) level. We even initated a law
suit against Patricia Rober{ Harris , who at that time was the
Secretary of Health and Human Services. A1l our efforts proved
fruitless Judy's benefits were still denied. However we indeed were
laying the ground work for the policy change that occured in HNov. 1981
when the first SSI deeming waiver was granted.

Judy's insurance had a 1life time maximum that we were quickly reaching,
We had to come up with Plan B, We contacted our local congressman,
we went to Washington and appeared before Senator Kennedy's svb-committee
on Hational Health, we met with Senator Heinz and Senator Schweiker,
Everyone we talked to agreed we had a problem but ne one had any
answers. Hyself and the parents of the other nine childeen who had
been discharged from intermediate held together. We formed & g, oup
called Conterhed Parents of Ventilator Assisted Children of which
I was president, We held meetings at my house and we invitea everyone
we could think of that might be able to help us on the local, state,
and federal level, One day I stoppec in at a conference and I heard
State Representative Mary Ann Arty, who 18 2180 a nurse speak. I knew
she was the person to help us, I contacted her office and explained
our problem. She assurred me she would help and support us. Mary Ann
put a2 house bill together for us, This was 1979 The International
Year of the Child. (ne day looking through the mail I saw an enevelope
with a return address belonging to Governor Richard Thornburgh, the
Governor of the stat of Pa., Inside vag an invitation to the
International Year of the Child Press Conference to be held in

Barrisburg, Ve were geli hted, Attending the press conference. we
learned that one of the vaernor': sbject§ves rgr the year o? ghe

O

RIC

Aruitoxt provided by Eic:




O

ERIC

Aruitoxt provided by Eic:

212

child was to .support the bill initated by State Rep, arty , this
would give the ventilator assisted in the state of Pa a line item
in the budget. I was right Hary Anr had be:n abvle to help.

One problen was solved but anvther one appeared. How was the moneY
guing to be distributed. Everyone geemed’ to have different opircens
Our parents group also had their opimon. 1 made several trips to
Harrisburg.and I attended several meetings at Children's Hospital.
Finally we all agreed that Dr. Kettrick would oversee cur programe.
I also insisted that the majority of the money be used for patient
care. The place were the money was needed most. The Ventilator
Dopendent Children's Home Program in the state of Pa. was formed.
This prcgram is used as a National Hodel Program.

Meanwhile Judy vas beginning to be our happy little girl again.

The twinkle was back in her ege, the smile was back on her face,

she was improving by leaps and bounds. We were now able to have 24
hour a day medical management for Judy and we had a complete educational
program for her at hone consisting of a special education teacher;

a physical therapist, and a speech therapist.Our scrawn little girl
who weighted 12 pounds and could not tolerate even ¥ st.:ngth skin

milk upon discharge from the hospital was becoring & chubby angel

face 11ttle girl. I am not saying every thing ran smoothly at home

in fact we have !urphy's law hanging on our wall which says if anything
can go wrong it will and on most days it did.

In 1,82 with the increasing number of children wanting to come home

the funds frcem the Ventilator prograa could not be stretched far encugh.
Because Judy's insurance had ran out we had to depend entirely on the
program for Judy*s funding. The dollar sign once again became more
important than the care of the children. It was time to once again start
lobbying. Because I had laid the ground work five years ago, 1 was able
to go to Secretary of Health and Numan Resources Schweiker and through

hip apply for a deeming waiver for Judy. Because Judy was the f<rst person

in the stae of Pa. to have the waiver the state agencies did not know
to handle it. It was sent from agency to agency and the letters and
the calls began again. Eventually we received 31.00 per month from SSJ.
This entitled Judy to medical card. I'y calls begen to Harrisburg to
determine exactely what medical assistance would provide, On Judy's
ninth birthday we received the best present of all, medical assistance
had agreed to pay for 16 hours a day of nursing for Judy. The supplies

not paid for by medical assistance would be paid for by the ventilator
programe
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Trese people all loved and cared for cudy as much as we did.

Through Judy's 1life and death we have paved the way for many other
children who gurvival depends on medical technology to enjoy

home care, Pennsylvania holds the history znd foundation for home
care. It is stories like Judy's that support this foundation.

Because of the Ventilator Assisted Children's Home Progri.c and

because of the policy changes that have occurred and through our
tchievement in educating the conmunity to the awareness and acceptance
of home care, A family no longer is told home care is impossible.

We have been successful in bringing about the realization of the

importance of home care to the grosth and the development of the

child and the family. Ve must remember that the family can not do

it alone they need the love, sharing, =nd giving of one apother

to bond us together to make aplace for this new generation of children
created by medical technology.

Betty Wingel
Director SKIP of Pa,

]
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From: CHIIDHOOD CANCER
Edited by Adolph E. Christ and Kalman Flrmenhaft
(Plenum Publishing Corporation, 1984)

HOME CARE POR THE CHILD WITH CANCER!

0, o S fe FE B AT s e

Ida M. Martinson, Ph.D., Mark Nesbit, M.D.,
and .YTohn Kersey, M.D.

wssar T

University of Minnesota

Minneapolis, Minnesota

The purpose of ocur study, "Home Care for the Child with Cancer",
was to exarine the feasibility and desirability of a home care
alternative to hospitalization for children dying of cancer. Home
care wvas defined as "the delivery of services, nurse-directed with
physicians and other health care professionals as consultants, to
enable parents to give ccmfort and care as required by a child at
the end stage of life."

A pilot study was done from 1972 to 1975 in which home care was
offered to eight families. In five families, the child did die at
home. Based on this nonfunded pilot study, a federal grant proposal
was submitted to the National Cancer Institute, Department of Health,
Education and Welfare, and the project was funded in 1976. There
wvere two research phases during the four years of the study. For
the first two years, the grant provided staff who directed the
nursing care of children with cancer at the end stage of life.

During this time, collaborative arrangements were being developed
with public health nursing and three hospital/clinic-based insti-
tutions. The grant staff organized and provided the actual care,

and collected data on this care. During the third year, the co-
ordination of the care, both directly and indirectly, was esgentially
turned over to three already existing health care crganizations and
to the public health nurses utilized by these inctitutions. In the
fourth year, the grant staff then devoted their full attention to
the question of the desirability of home care, and to the observation
of what was nappering in the three institutions. This was done to

lFunded in part by the National Cancer Institute, Grant CA19490.
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help answer questions regarding the feagibility of the institution-
alization of this hoze care alternative.

The criteria for referral of terminal cancer patients to the
study included the following: (1) the patient wag 17 years of age
or younger; (2) the patient had some form of cancer and was ex-
pected to die fairly soon as a consequence; and, (3) no procedures
Tequiring inpatient hospitalization were plamned. Whether the child
met both the second and the third criteria were determined by the
child's pediatric oncologist.

The services available for the family were as follows:

1. The nurse would be on call 24 hours a day, seven days a
week.

2. The nurse would be available to help the family members,
who were the primary care givers dealing with problems that
night arige.

3. The nurse was available to make home visits vhenever and
vherever the family desired such contact.

4. The option of the child returning to the hospital was al-
ways open.

5. The child's physician could be called at any time.

During the first two years, 64 children were referred to the
project: of those, 58 died. Sources of referrals for these 58
children were as follows: More than 50% were from the University
of Minnesota; St. Louis Park Medical Center in Surburban Minneapolis
provided the next argest number; and 15 children were referred
from eight other hospitals. A total of 23 physicians were involved:
Fourteen from the University of Minnesota, two from pediatric
oncologists at St. Louis Park Medical Center, and, seven other
physicians representing eight other hospitals.

The places of death for the 58 children were as follows:
Forty-six (792) at home, tweive (21%) in the hospital, with one of
these children dying in a hospital in Mexico, and one child dying
in an ambulance while returning to the hospital.

The range of ages of the children who died at home was one
month to 17, years, with the largest number (13) being in the age
range of 15 to 17. The ages of children with cancer who died in
the hospital ranged from 3 to 17 years. The data suggests that
the age of the child is not a significant factor in determining the
feasibility of home care.
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The period of time from diagnosis to death for the children
with cancer ranged from less than three months to over nine years.
The length of home care to death varied: Fifteen families were in-
volved with home care for less than one week; four families, 1-2
weeks; seven families, 3-4 weeks; sixteen families, 1-3 months; and
four families, over 3 months.

The direct professional nurse involvement for the 46 children
who died at home was an average of 13.8 home visits, with a range
from 1 to 110. The total number of professional nurse home visits
for the 46 families, who had a child die at home, was 634 visits.

A nurse spent a mean of 31.5 hours per family (range of 1 to 305.6).
This home contact was supplemented by telephone calls. These
ranged from one family wvho made no phone calls to the nurse, to
another family who made 101. The mean number of calls per family
was 22.7. Duration of telephone time during home care averaged

4.1 hours per family, with a range from 1 to 23.5.

Families who participated in our project resided in both urban
and rural areas throughout Minnesota, North Dakota, and Wisconsin.
Using the Hollingshead Two~Factor Index of Social Position
(Hollingshead, 1958), we classified the families of the children
who died at home frcm highest through lowest category 1-5, re-
spectively. Fcrty-eight percent were the two lowest categories,
while 227 were in the tww highest categories.

There were 107 siblings in the families of the 46 children
who died at home. Seventeen were between one and five years of
age, the largest number of siblings were between the ages of six
and ten years of age. In five families, the dying child was the
only child; in another five, there were nine siblings in the family.

Parental status is also of interest. Fifty-four families were
two-parent families and in four there was only one parent in the
home. Three of these families were mother-only, and one was a
father-only family. In the four single parent families, three of
the children died at home, including the one headed by the father.

The place of death in the home for 31 of the 46 children was
in the living/family room, essentially the center of family
activity. The majoriry of the children wanted to be involved by
seeing and hearing what other family members were doing. These
children wanted to be near the family.

There were 58 nurses who worked with the families: twenty-four
were hospital based; twenty-two were involved in public health
nursing agencies; two were nurses on the grant staff; five were
unenployed; and five were in related areas suca as school nursing.
We looked at the number of families cared for by these nurses and
found that 13 families were assisted by a hospital nurse, either
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from the referring institution or from a local hospital. Eighteen
of the families were assisted by a public health nurse, six by the
home care staff nurses, seven by uneaployed nurses, znd four by
other nurses.

A few of the families had two co-primary nurses; three families
had two hospital nurses; one had two public health nurses; and gix
had a combination of a hospital ntrse and a public health nurse. We
noted that less consultation with the project staff was required
with the combination hospital nurse and public health nurse team.
The hospital nurse was able to kandle the emergency-type questions,
and the public heslth nurse was able to haudle situations requiring
knowledge of local resources. An interesting observation that has
evolved from this is the need for more nurses to "nurse-network’,

The age of the home care primary nursezs ranged from 23 to 63
years. The experience ranged from one to 44 years since they had
become registered nurses (RNs). Seven of the nurses had Master's
degrees, 29 were baccalaureate nurses, four were nonregistered
nurses, and the balance had hospital diplomas. The four aonregis-
tered nurses included three licensed practical nurses and one
student nurse.

The number of physician home visits through the time of death
and immediately after the death of the chiid for the 58 families
were as follows: Forty-four of the families did not have a physician
visit at home, nine of the families had one physician visit; one
family had two physician visits; two families had four physician
visits; and one family had 17 home visits, including twelve vigits
by a psychiatrist,

Home visits by other health care professionals for the 58
families included; a laboratory technician who made one visit to
three families and two visits to one family, an X-ray technician
who made a visit to one family, an occupational/recreational thera-
pist who made one visit to one family, a chiropractor who made seven
visits to one family, a Home Health Aide who made one visit to one
family and 43 to another, and a homemaker who vigited one family
16 times.

Although no social worker made a home visit during the time of
home care, data indicates social work involvement before referral
to the home care project as well ag with family following the death
of the child. The reason for no home visit by social workers during
home care was tna. the families who were involved with a social
worker lived away from the medical center, and ther: vere no social
workers available locally.

With regard to the cost effectiveness of home care, we looked
at cost figures as requested by insurance companies. For 46
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children who died at home and on whom we had data, the duration of
final care days at howe was a mean of 38.9 days with a cost esti~ .
mate of $1,218, a median of 20.5 daya with a cost eatimate of $705. *
This cost estimate is based on the cost of nursing services at the ¢
rate of $10. a day to be on call 24 hours a day and for telephone
consultation, $45. per home visit, and $10. for a clinic visit. In
discussions with insurance companies, they urged us to use a com-
parison group. The first group we utilized was a group of 22
children who had died at the University of Minnesota Hospital prior
to 1976 and before our project was funded. The 22 children who died
of cancer at the University of Mimnesota Hospital had a mean duration
of final care of 29.4 days, with a cost estimate of $5,880. based

on the cost of nursing service and room and board at the rate of
$200. per day. The median was 21.5 days, with a cost estimate of
$4,300,

i
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We have recently updated these cost figures. We have estimated
a daily cost of home care per child at $51.79 which includea $40.04
per day for nursing care, based on $35. for the first hour of a R
visit and $10. for each additional half hour; $3.57 for room furn~ 3
ishings; $3.49 for equipment; $2.99 for supplies; $2.54 for medica-
tions; and, laboratory tests accounted for $0.14 per day. No cost
was included for room and board because the family provided this.
Constrasting the cost per day for a ¢hild who died in the hospital
while receiving comfort care only was $279.91. This included $158.09
for nursing care, room, and board; $27.69 for supplies and equipment;
$12.94 for medications; and, $81.19 for laboratory tests. The
hospital based costs are thus about five times more than the home
based costs.

Vi ol

The approach to assessing the results of home care have been
guided by considerations of feasibility and desirability. Feasi-
bility and desirability are not easily separated. Before something
can be adjudged "desirable", it must first be demonstrably feasible.
In that sense, both desirability and feasibility can be thought of
as lyinz on the same continuum, with feasibility at a lower or more
basic level, and desirability at a higher level. Thus, some
"threshold" level of feasibility must be achieved before an aasess-
ment of desirability can take place. For some distance along the
continuum immediately after this threshold level, it is very diffi-
cult to distinguish between desirability and feasibility. In a pure
sense, the process is feasible. However, if that process ia much
more costly (in monetary or other terms) than existing alternatives,
some would argue that the process is not feaaible while others would
couch that argument in terms of (non)desirability. If there are no
irmediste and obvious concerns about its "feasibility", the assess-
ment can move to a higher level where an assessment of the desira-
bility of the process becomes the focus.

The second consideration derives from the need to operationa-
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lize the distinction discussed above. Because the process of home
care was at a very early stzge of development at the beginning of
the project, the first cracern was to demonstrate the feasibility
of the process at the basic threskold level. We believe the

study has demonstrated the basic feasibility beyond debate. The
next level of assessment is the focus of the second part of this
paper.

The effort in this area has been directed to determining
whether or not there are important negative consequences to home
care for the family, the professionals or others involved in the
care of the dying child. Because the project has been concerned
with develeping the home care model in practice and with assessing
these basic levels of feasibility and desirability, the study design
had not included statistically relevant control groups or random
assignment of cases to various levels of care. Rather, the approach
has been one of ruling out negative consequences of home care. At
a somewhat higher level on the feasibility-desirabilicy continuum,
basic positive consequences of home care are also discussed.
However, questions related to the highest order of desirability,
particularly in contrast to other modes of care, remain to be
answered in other study designs,

The intent of Phase One of the project was to develop and put
into practice a model for home care of children dying of cancer.
In Phase Two, the intent was to move the provision of that care
from the research project to the community, to institutionalize
home care in existing health care delivery organizations.

Place of Death

The first result of home care is the place of the child's
death. Because home care was intended to permit families to care
for their children at home through death, the proportion of children
who received home care but died in hospital could be an indicator of
the degree to which the model worked. In Phase One, 12 (20%) of
the 58 children who received home care died in hospital or en route
to hospital; four (22%) of the 18 Phase two children died in
hospital. Thus, about one-fifth of the children who entered home
care returned to a hospital to die. The following sections discuss
the differences between home care cases vhere the child died at
home and those in which the child died in hospital.

Differences in Personsl and Family Characteristics

There were no differences between Phase One families whose
children died at home and those whose children died in hospital in
terms of religion, family size, gsocioeconomic status, rural-urban
residence, gender of chkild, or child's order of birth in the family.
In sum, there is no relationship between place of death and any of
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the personal and family characterisgtics measured.

Differences in Diagnoses and Physical Condition of Children

Table I shows that there are few differences in aiagnoses be-
tween children who died at home and those who died in hospital. The
only diagnosis where there are more hospital deaths is the lymphoma
category. However, since there are only very few cases involved,
no significance test could be done.

Table I

Diagnoses of 58 Children who Received Hom: Care and Died During
Phase One Home Death versus Hospital Death

Children who Died Children who Died

at Home at Hospital *
Diagnosis Number Percent Number Percent.
Leukemia
ALL 8 17.4 4 33.3
AML 6 13.0 1 8.3
Other 5 10.9 0 -
Lymphomna
Burkitts 3 6.5 0 -
Undiffer. 1 2,2 1 8.3
Histiocytic 0 - 1 8.3
Hodgkins 0 - 1 8.3
Neuroblastoma 4 8.7 ) 8.3
Central Kervous System
Medulloblas. 2 4.3 1 8.3
Astrocytoma 3 6.5 1 8.3
Brain stem glioma 2 4.3 0 -
Bone
Ewings sarcoma 4 8.7 0 -
Osteogenic sarcoma 2 4.3 0 -
Other
Ependymoma 2 4.3 0 -
Malignant histiocy-
tosis 1 2,2 0 -
Malignant teratoma 1 2.2 0 -
Embryonal cell car-
cincua 1 2,2 0 -
Rhabdomyosarcoma 1 2,2 0 -
Hepatoblastoma 0 - 1 8.3
Total 46 100.0 12 100.0
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Table II

Comparigon of: Physical Symptoms of Children who Received
Hoxme Care and Died during Phase One with Childreu
Dying in the Hospital

Children who Died Children who Died

at Home at Hospital
Symptom Number *Percmt Number *Percmt
(of 46) (of 12)
Difficulty breathing 32 69.6 4 33.3
Difficulty drinking 32 69.6 4 33.3
Ds.fficulty‘ eating 35 76.1 1 8.3
Bleeding 20 43,5 4 33.3
Mild (5 (16.9) (0)
Moderate (13) (28.3) (3) (25.0)
Severe (2 ( 4.3) 1) ( 8.3)
Vemiting 19 41,3 4 33.3
Seizures 13 28.3 2 16.7
Tumors, external 11 23,9 0 -
Decubitus ulcers 7 15,2 1 8.3
Diarrhea 7 15,2 1 8.3
Abscess 4 8.7 2 16.7

*
Children generally had more than one symptom, hence the percent
will total more than 100.

Beyoud the global designation of the child's diagnosis, one
could anticipate that there mgy be certain aspects of the child's
physical condition that would make hospital readmission more likely.
However, Table II shows “Lat only two of the 12 recorded aymptoms
occurred with a greater proportion among children who died in
hospital than among those who died at home—-severe bleeding and
abcesses occurred with a somewhat higher proportion among home care
children vho died in hospital. While these occurrences involved a
total of only three children, in each case interviews with the
parents indicated that the occurrences of the symptom was highly
related to the parents' decision to return the child to hospital
vhere the children subsequently died. It should be noted, however,
that in two of these three in3tances, there was parental dig-
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One Week One Weck
Prior to Prior to
Admission Death Death
Total number of children 46 46 46
Total with complete
information 45 30 46
Total with agreement of 45 30 46
at least two raters 100X of 45 100X of 30 100X »f 46
Ratings for each time
period:
6 13% 1 ax 0
B 35 78% 24  80% 7 5%
c 4 9% 5 17% 30 85%
Total 45  100% 30 100% 46 100X
Q
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satisfaction with nuraing care. However, these sane symptoms also
occurred in home care children who were not readmitted and who re- ;
mained at home through death. Thus, while some families were more Y
comfortable in re-hospitalizing children wich abscesses or severe N
bleeding, others chose to keep children with those symptoms at home. 3
There 1s, therefore, no evidence to suggest that home care is
necessarily inappropriate for children with certain symptoms. On
the other hand, it is probable that the occurrence of certain symp-
toms in the absence of immediate support may lead some parents to
readmit their dying child to the hospital.

Differences in the physical condition of children receiving
home care were assessed at the time of admission to home care, at
one week prior to death, and at six hours prior to death. These
periods ware chosen to provide an overall description of the children
a8 well as & vehicle for comparison of nursing services required and
the difficulties encountered by parents.

Information describing the physical condition of each child was
abstracted for the three selected periods. While some nurses gave
legs complete descriptions than others, and the time periods in
question were not always observed becausec of the short duration of
home care, descriptions of physical condition at time of admission

Table III

Ratings of Physical Conditions of 46 Children who Died at Home
During Phase One of Home Care
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were done on 75 (99%) of the 76 children who received home care and
died during Phases One and Two. As shown in Table IXX, {nforaation
for the period six hours prior to death was available on 68 (902) of
the children, while information for the period cae week prior to
death was available in only 47 (62%) of the children. The absence
of this da a is in great part hecause many of these cases entered
home care less than six days before the child died.

Three cards were prepared for each child; each card was
identified with a code number, including the child's age and desig-
nation by time period as Card I (admission), Card IX (one week prior
to death), ‘and Card III (six hours prior to death). If the chart did
not contain a description of the child at the time period in ques-
tion, the card was marked "no information avaflable." Thus, 228
cards were prepared--three cards for each of 76 children.

Research staff examined several existing scaling techniques,
including an adaptation of the Karnofsky scale (1953), Eastern
Cooperative Oncnlogy Group (ECOG) scale (CROP Kewsletter, 1978), and
Host Performance scale (CROP Newsletter, 1978) tu determine their
applicability to this study. However, no existing instrument was
appropriate for describing the physical conditicn of children varying
Zrom one month to 17 years of age who were dying. As a regult, a
scale specifically adapted to these children was developed. Drawing
from the existing instruments, this scale considers physical char-
acteristics and psychosocial agpects that might occur in theee
children. Because the intent was to characterize the condit.on of
these children in broad terms, three classifications were developed:

A. Attendiug school: ambulatory, responsive and interacts
well, sleeping well, age appropriate gkills and good
intake and output.

B. Unable to attend school: ambulatory with help or bedridden,
responsive and interacting some of the time, needs assist~-
ance with sleeping, control of symptoms and activities,
and some interferences with intake and output.

C. Bedridden: not responsive and not interacting, raquires
special care and assistance with any activity, very limitad
or no eating or drinking, and diminished or no output.

As intended, progression from A to B or B to C includes in-
creasing severity of symptoms, advancing physical disability, in-
creasing need for assistance, and decreasing communication by the
child. Thus, a child with a rating of "C" was more severely
affected by his illness than a child with a rating of "A" or "B"
and probably required more care. Descriptions of "B" and "C" wouid
describe most hospitalized teiainally 111 children.

Three nurses independently assigned ratings of "A", "B", "C"
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or "Insufficient Information" to each of the 228 cards.
nurses had extensive experience in pediatric nursing; two had com~
pleted post-master's course work in family social studies and the
third was a dectoral candidate in hospital gnd health care admin-
istration. The raters were unsware of the histories of the children
and did not know whether they died at howe or in the hospital.
raters were instructed to view each card from the perspective of a

public health nurse visiting a child in the home.

structed to assess the child's condition for a research study, rating

the child as either "A", "B", or "C".

An example of the narrative included in the cards as follows:
Sample Card II.

pated.
ouce.

All three raters independently agreed on a "B" rating for this card.

Age six months.

The child is sitting on her mother's lap.
whimpering at times.

187

They were in-

She is

The mother states the child is
taking a limited amount of fruit juices. She

is consti-

She was very rastless during the night and voided

She dozes at short intervals but appears to respond
to her mother's voice.

Table IV

Ratings of Physical Conditions of 12 Children who Died in

Hospital During Phase One of Home Care

All three

The

One Week Six Hours
Prior to Prior to
Admission Doath Death
‘Total number of children 12 12 12
Total with complete
informatior 12 7 7
Total with agreement of 12 7 8
at least twc raters 100% of 12 100% of 7 100% of 8
Ratings for each time
period:
A 2 ” - 0 -
B 10 832 6 862 252
c 0 - 142 6 752
Total 2 1002 7 100% 8 1002
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Tables III ani IV separate the ratings of physical conditions
for the 46 Phase One children who died at home and the 12 who died
in the hospital. Comparison of Tables III and IV shows almost no
difference in the ratings of physical conditions betveen children
who died at home and those who died in hospital. Tnis finding
suggests that the 12 children who died in the hospital did not ex-
hibit any increased physical disability or severity of symptoms as
coapared with the 46 children who died at home. It is probable
that the children who died in the hospital were not more severely
affected by their disease than were the children who died at home.

Dillerences in Home Care Services

Various aspects of the home care received by children who died
at home and in hospital were examined to assess whether they were
related to the place of the child's death. The length of time in
home care shows nc major differences between the two groups. Fifty-
eight percent of the children who died in the hospital and 482 of
those who died at home received home care for a mmber of days which
falls belcw the median for the combined group of 58 cases. However,
there is gome evidence to suggest that children vho died at home
received a more intensive level of care than those who died in the
hospital. Table V shows that the 46 children who died at home re-
ceived more home visits from home care nurses than did the 12
children who died in hospital. The relationship between dying at
home and rate of home visits is significant at the .02 level (Marn-
Whitney U). Table VI shows a similar difference in the rate of
telephone calls to the family by home care nurses which, however, is
not statistically significant,

A similar difference exists in the medications received by home
care children. Table VII shows the number of medications used at
home during home care by children who di~d at home and by those who
died in hospital. There is a significant relationship at the .05
level between place of death and use of medications.

Table vy
Rate of Nurse Home Visits Per Day of Home Care During Phase One

-

Rate for 46 children Rate for 12 children
Who Nied at Home Who Died in Hospital
Median .42 .21
Range 0.06 - 3.0 .03 - 67

Mann-Whitney U = 381,5; 8 = 2.02; p = .022 (one-tailed)
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Table VI
Bate nf Telephone Calls Per Day of Home Care During Phase One

Rate for 46 Children Rate for 12 Children
Whe Died at Home Who Died in Hospital
Median .61 .50
Range 0 - 3.67 .07 - 3.0

Mann-Whitney U = 317.5; & = .80; p = .21 (one tailed)

Table VII

Number of Medications Used at Home During Home Care of
58 Children Who Died Dur’ng Phase One

A

Children Who Died Children Who Died
Number of at Home in the Hospital
Medications Number Percent Number Percent
0 0 - 1 8.3
1 4 8.7 1 8.3
2 6 13.0 3 25.0
3 6 13.0 0 -
4 5 10.9 2 16.7
5 7 15.2 3 25.0
6 3 6.5 2 16.7
7 4 8.7 0 -
8 3 6.5 0 -
9 1 2.2 0 -
10 3 6.5 ) -
11 2 4.3 0 -
12 2 4.3 0 -
Total 46 99.8 12 100.0

Mann-Whitney U = 359.5; & = 1.60; p <.05 (one-tailed)
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Table VIII

Types of Medications Used at Home for Pain Control
During Home Care In Phase One

Children Who bDied Children Who Died

at Home in the Hospital

Number Percent Nunber Percent
Narcotic Analgesic 37 80 5 42

Antianxiety Medica

tions 35 76 6 50
Nonnarcotic Analgesics 16 35 5 42
None of the above 0 - 1 8

Table VIII shows that home care children who died at home were more
likely to receive narcotic analgesics and antianxiety medications
for pain control than were home care children who died in hospital.
The frequency of use of nonnarcotic analgesics was about the saue
in the two groups and the only children who did not receive pain
medication at home died in the hospital. Table IX ghows this
Telationship also holds true for medications other than those used
for pain control. In most of the medication categories ghown in
Table IX, children who disd at home were at least as likely as
children who died in the hospital to receive medications. "Anti-
bictics" is the only category in Table IX in which children who
died in the hospital were much more likely to receive the medication.

Tables X and XI show that the difference ir "intensity" of
service between children who died at home and those who died in the
hospital also holds in the areas of supplies and equipment. Child-
ren who died at home used or had available more supplies and
equipment than children who died in the hospital.

These data (Table IX - XI) on the "intensity" of home care
services clearly show a difference petween Phase One home care
children who died at home and those who died in the hospital.
However, that difference is not in the direction one might hypo-
thesize in trying to determine why some children were readmitted.
While one might antfcipate that the children who required more in-
tensive home care would be more likely to return to the hospital,
these data suggest exactly the opposite--children who received more
intensive home care were more iikely to die at home. This finding
suggests an alternative explanation that parents of children who

Q 232
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Table IX

1ypes of Medications Used for Symptom Control, Otuer than Pain,
at Home During Hom. Care in Phase One

Childreu Who Died Children Who Died
at Home in the Hospital
Medication Number Percent Number Percent
(of 46) (of 12)
Corticostercids 16 34.8 2 16.7
Laxative/enema/
stool softener 15 32.6 2 16.7
Antiemetic 10 21,7 3 25,0 .
Antibiotic 3 6.3 4 25.0 “
Sleep-inducing 8 17.4 0 - .
Cough medicines 5 10.9 0 - z
Antiallergy 4 8.7 0 -
Antihistamine 3 6.5 0 -
Antacid 2 6.3 1 8.3
Antifungal 2 4.3 1 8.3
Vitanmin 2 4.3 1 8.3
Antisefzure 2 4.3 0 -
Eye lubricant 2 4.3 0 -
Antidiarrheal 2 4.3 0 -
Diuretic 1 2.2 0 -

died at home were more committed to and more involved in home care,
and thus developed and provided a more intensive type cf care, than
parents of children who died in hospital. In summary, there
appears to be a strong indication in Phase One that families who
nounted more intensive homc care efforts were more likely to have
their children die at hcome.

Information from intervizws with parents after the child's
death suggests that decisions to return the child to the hospital
were hardly ever related to the process of home care. Table XII
shows a sumpary of the reasons parents gave us as to why they
decided to readmit their child to the hospital. It is clear that
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Table X

Various Room Furnishing and Equipment Jsed During
Home Care in Phase One

Children Who Died Children Who Died
at Home in the Hospital
Number Percent Number Percent
(of 46) (of 12)
Room Furaishing:
Urinal/bedpan/
commode 26 57 0 -
Wheelchair 14 30 5 42
Overbed/bedside
table 8 17 2 17
Hospital hed 7 15 1 8
Emesis basin 6 13 1 g
Hospital gown 4 9 1 8
IV gtandard 3 7 0 -
Bathtub safety
equipment 2 4 0 -
Walker 1 2 0 -~
Stretcher 1 2 0 -
Equipment:
Antipressure devices 27 59 5 42
Suctioa machine and
apparatus 7 15 1 8
Oxygen and apparatus 5 11 0 -
Humidifier 5 11 0 -
Blood pressure
equipment 5 11 0 -
IV fluids &and
apparatus 4 9 0 -
Feeding tubes and food 3 ; 0 -
Hot water bottle 2 4 0 -
Neck support 0 - 1 8
Whirlpool/sitz bath 0 - 2 17
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Table XI

Medical Supplies Used Duvring Home Care in Phase One

Children Who Died Childresn Who Died

at Home in the Hospital

Number Percent Yumber Percent

(of 46) (of 12)
Incontinence pads 30 65 5 42
Dressings 21 46 3 25
syringes/needles/swabs 12 26 2 17
Mouth care swats 9 20 0 -

Urinary drainage equip~

ment and supplies 7 5 1 8
Gloves 5 11 2 17
Antigeptics 5 11 2 17
Enema suppliea 4 0 -
Masks 1 0 -
Tongue blades 0 - 1 8

multiple factors entered into each family's decision. However,
these reasons can be grouped into aeveral major categories. One
major category includes such peraonal reasons: "I couldn't go past
the room if he died in there"; "I didn't think it was any good for
his sitter"; and, "I was afraid her sisters would never want to
sleep in their room again." (families 1 - 4). Another category
includes reasons suggesting that the mother, as primary caregiver,
felt anxious, overburdened and exhausted and had become sufficiently
coufortable in the hospital to utilize the hospital facilities to
aid her in caring for the child (families 5 -~ 7). Medical problems
such as sudden and acute pain, respiratory distress, and status
epilepticus constituted a third category {families 8 ~ 10). The
family that wished their child to receive Laetrile treatment in a
hospital did not readily accept nursing visits and had apparently
planned a Mexican hospital admission prior to the nurse's first home
wigit., In addition, families 4 and 8 did not feel they had adequate
nursing services.

The delivery of home care services was the major reason cited
by a parent in three .cases. In one instance, the parent felt that
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Table XII

Reasons for Return to the Hospital for 12 Children Who Received

Home Care During Phase One and Who Died in Hospital

Family

Reason(s) for Return of Child to Hospital

10

11

O

ERIC
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Father and siblings did not want child to die at home;
died in ambulance en route to hospital.

Child requested return home. Mother told physician and
nurse that she didn't want child to die at home. Parents
felt that some medicai treatment might stfll help.

Child and parents sought readmission to control sudden,
severe pain. Mom also related inadequate rest, fear of
the death event, and fear the 8iblings wouldn't be able
to use their room again if child died in it.

Mother said she planned on rehospitalization whe= child
dying. Felt overburdened at home and more Secure in
hospital. Motiier felt the nurse did not offer enough
assistance with physical care.

Mother felt anxious, exhausted, overburdened, that home
care was too much responsibility for her.

Mom anxious, exhausted, concerned that she couldn't help
quickly enough. Father felt that the child's presence in
home was not good for siblings, nor himself.

Mother felt anxious, overburdened and alone in caring for
chila at home, felt more secure in hospital. Could sleep
at night knowing that nurses were responsible. Physician
seen as encouraging hospitalization.

Child developed respiratory distress. Child requested
return to hospital. Family unsble to reach nurse avd
felt lack of support from nurse.

Child developed pain, requested return to hospital ¢o
establish pain control and to stay overnight. Died before
discharge. Mother later reported fear of what death

would look like.

Mother planned death at home, child readmitted for trans-
fusion when rectal bleeding began. Mother felt poor
Physician suppcrt prevented death at home.

Father not accepting of death and cescation of chemo-
therapy. Family went to Mexico for Laetrile.
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Family Reason(s) for Return of Child to Hospital .
12 Rehospitalized for control of status epilepticus. Mother ‘
said she wouldn't be able to stand seizures at home. ¥

%

the physician failed to communicate adequately the seriousness of i

the child's situation and was not sufficiently supportive of home
care. Insufficient nursing services were cited by the other two
families. In one case, the family apparently chose to return to 4
the hospital when the nurse failed to respond to their telephone .
call. In the second family, the motlLer had always planned on re- $
turning to the hospital before the child died.

Differences in Physician Services

The 12 children who died in the hospital were cared for by
eight physicians, six of whom cared for cae child, one who cared
for two children, and one who cared for four children. The latter
physician was involved with a total of six of the 58 cases in Phases
One through Four, (67%) of his patients died in the hospital and two
(33%) died at home. The physician who cared for two of the children
who died in the hospital also provided care to four children who
died at home. Physician attitude was cited as a cause for return in
only one of these cases (family number 10 in Table XII). In none
of the other 11 cases was this an apparent factor.

Table XIII gshows that in Phage One, there was little difference
in the number of physician home visits between children who died at
home and those who died in hospitsl--in both groups, less than one-
fourth of the children were visited at home by their physician.

Table XIV ghows a difference in both phases in the number of
clinic vigits between children who died at home and those who died
in the hospital. In each phase, children who died at home were
twice as likely as children who died in the hospital to visit their
physician's office or clinic. A possible conclusicu that might he
darawn from Tables XIII and XIV is that children who are hospitalized
are gseen in the hospital by their physicians and are, thereby, much
less likely to either neud or receive home visits or clinic visits.
Alternatively, one might conjecture that difficulties encountered
either in transporting the child from home to the clinic or in
encor~ 2ging the physician to make 2 house call may have contributed
to purents' decision to readmit their child to the hospital before
death. However, the absence of supporting data from other parts of
this study would lead to the conclusion that return to the hospital
was not related to availability of physician services.

El{fC‘ 237

Aruitoxt provided by Eic:




SECTION vili
Table XIII

Physician Home Visits Prior to Death During Home Care in Phase One

Children Who Died Children Who Died

at Home in the Hospital

No. Visits Number Percent Nunmber Percent
0 35 78.1 10 83.3
1 4 8.7 1 8.3
2 3 6.5 1 8.3
3 3 6.5 0 -
17 1 2.2 0 -
Total 46 100.0 12 99.9

We have attempted to discover whether or not the parents were
satisfied with the home care services provided. One of the ways we
looked at this was to have the parente rate their choice of care if
they had to choose over again. Of the mothers and fathers, 97% said
they would definitely choose home care, one migiit choose home care,
and one mother said she would definitely choose hospital care. Of
the 46 families whose child died at home, there is one mother who
said that although she cared for her child at home, she would
definitely choose the hospital if ghe had to do it again. Of the
mothers and fathers whose child died in the hospital after having
home care services: six said they would definitely choose home care;
one might, four were not aure, one might choose the hoapital, and
four parents representing two families, would choose the hospital
again. The same pattern was seen in the ratings by parents of
satisfaction with home care services: 97% were very satisfied with
the nursing services provided and 3% were somewhat satisfied. Of
the mothers and fathers of the children who died in the hospital,
11 (79%) were satisfied and three (21Z%) were not satisfied. The
three parents who were not satisfied represent two families who
would definitely choose hospital care if they had to choose again.
It is of interest to note that the two nurases who worked with these
two families gtate that they would not be willing to provide home
care gervices in the fyture. Examining these instances more
closeiy, there were several areas with these families in which
Severe communication problems existed between the parents, nurres,
coordinators, and physicians.
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Table XIV

Visits to Clinic by Children During Home Care in Phase One

Children Who Died Children Who Died
st Home in the Hospitsl
Ro., Visits Number Percent Number Percent
0 30 65.2 4 33.3
1 8 17.4 4 33.3
2 1 2.2 1 8.3
3 0 - 1 8.3
4 1 2.2 1 8.3
5 4 8.7 0 -
9 0 - 0 -
10 0 - 0 -
14 1 2.2 0 -
15 0 - 1 8.3
19 1 2.2 0 -
Total 46 100.1 12 99.8
Conclusions

The inestitutions who assumed the care delivery aspects during
the third and fourth year of the grant are the University of
Minnesota Hospital Home Health Services Department, Minneapolis
Children's Health Center, and St. Louis Park Medical Center, along
with the public health nursing agencies throughout the state., The
institutionalization of this model of health care delivery for the
dying child has now been expanded to include children dying from
causes other than cancer at both the University of Minnesota and
Minneapolis Children's Health Center.

Findings of this study suggest current practices right be
changed with the nurse assuming more responsible and accountable
roles than is now the usual practice, with close collaboration with
physicians. This study challenges the requirement for a medical
director for hospice programs, as well as the requirement for a
mylti-disciplinary team including volunteers. Direct reimbursement
for nursing services would be essential for the cost-effectiveness
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to be passed on to the public. Further research needs to be done
to determine the benefits and limitations of nurse-directed health
care gystems.
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Co..amunication

The Cost of Home Care for Dying Children

D. GAy MoLpOw, R.N., M.S.W.,* GORpON D. ARMSTRONG, PH.D.,*
WILLIAM F. HENRY, M.A.* AND IDA M. MARTINSON, R.N., PH.D.{

A comparison of costs for comfort care for the fiual days of life of children
dying of cancer at home or in & hospital is made. Depending on the comparison
groups used, the costs for hospital care are about 22 per cent to 207 per cent

more than for home care. Varisti

in

parisons depends on whether the

home care is purely an alternative to inpatient hospitalization or representative
of a larger concept of care that includes added services at times when the child

would not necessarily be hospitalized.

A RESEARCH PROJECT entitled “Home
Care for the Child with Cancer” was in-
ithated by the University of Minnesota
School of Nursing in 1976. The purpose of
the study was to assess the feasibihity and
desirability of family-centered home care
for children dying of cancer. One aspect of
the feasibility and desirability of such a
progrum is cost.

Community-based home care servi es
have been available 1n the United States
since the early 1900s* and hospital-based
home care programs have been 1n exis-
tence since 1947, when Montefiore Hospi-
tal began 1ts home care program in Bronx,
New York.! The model of care developed
by this project followed these traditional
home care services closely, although hos-
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t Professor.
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pice concepts such as comfort care were
widely used.

Studies of community- and hospital-
based home care programs for adults have
shown that home care services are usually
less expensive than institutional care,
sometimes half as expensive or less expen-
sive when compared with hospitals or
nursing homes.>~* However, traditionally,
third-party payors and governmental pay-
ment sources, (e.g., Medicare and
Medicaid) have had restrictive policies
concerning home care services.”* A major
issue seems to be that third-party payors
have continued to be concerned that home
care will not be used as a substitute for
institutional care, but rather as “add-on”
health care services that will increase
rather than decrease health care costs. The
present report explores the cost of comfort
care athome for children dying of canceras
both a substitute for inhospital care and an
add-on service.

The Home Care study was divided into
two phases. During the first phase, which
is considered here, a model of home care
services was developed and evaluated.
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That model provided comfort care for chil-
dren in the end stage of cancer, i.e., chil-
dren whowere expected to die in the near
future. Parents were the primary caregiv-
ers, nurses coordinated the care, and
physicians consulted with the family and
nurse. Administretion of the home care
services was separate from existing nursing
services. Home care nurses were hired on
an hourly basis and were recruited from
health care institutions and agencies in the
family's community. Project staff nurses
oriented the newly recruited home care
nurses to the special functions they would
serve and provided consultation through-
out the home care period. The home care
nurses wereon call to the families 24 hours
a day, 7 days a week. They assisted the
families by providing a broad range of
services, inclu “ing teaching, health as-
sessme nt, phy sical care, and emotional
counseling, as well as the procurement of
medical equipment, supplies and medica-
tiors. The nurses made home visits
wheneverthe families requested and main-
tained frequent telephone contact with the
famulies. Dunng this first phase, research
funds paid for all home care costs.

From July, 1976, through june, 1978, 58
famhes with terminally ill children par-
ticipated 1nthe study. During that time, -6
(79 per cent) children djed at home, 11 (18
percent) returned to and died in the hospi-
tal, and 1 (3 per cent) died en route bac} to
the hospital. General descriptions of this
research are reported el<ewhere.*-1t

Inclusicn in this hame care group of 58
families was based on physician referral
und the following cnteria: 1) The =hiid was
younger than 18 years of age; 2) Cancer
cure-criented treatment was stopped and
new curz-oriented treatment was not
planned; and 3) The child vas expected to
die in the near Zature (within d-vsc-cev
eral weeks). Although all the children who
wer: accepted fit these criteria, the health
status of some children improved. For in-
<‘ance, sone children outiived their termi-
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nal prognosis by 3 or more months, and
some chiidren improved sufficiently to re-
tum to school. In 12 instances, the children
were 50 stable that although a decision to
stop cure-oriented treatment had been
made before entry in the study, the parents
and physician decided upon additional
chemotherapy. Those children later
stopped chemotherapy before death.
These “improved” children were not re-
moved from the study. Instead, they con-
tinued to receive home care services dur-
ing their periods of improved health as
well as when their health failed later.

Methods

To determine the cost of this home care
delivery service as a substitute to in-
hospital care and an “add-on" service, sev-
eral comparison groups were developed. It
was necessary, first, to determine the por-
tion of care that could be characterized as
“final care.” Therefore, to provide a basis
for cost comparisons, operational defini-
tions of "final care” in both home and hos-
pital care were developed. For home care,
the entire length of time following referral
and acceptance into the program was re-
garded as final care. For hospital care, final
care was regarded as starting when the
child was receiving only comfort care.
Comfort care included pain medications
and 1ntravenous feedirgs. A child who
died in the hospital while being actively
treated for cancer would not fit the
definition.

‘To develop 2 comparisoa group of chil-
dren *vho received final care in the hospi-
tal, a seaich wes made of {Iniversity of
Minnesota Hospual recor- or the years
1976-1973. The search revealed 12 chil-
dren who h.d died of cancer at University
Hospital and who had received only com-
fort care for the last part of their final
hosp.talizatior..

In theory these 12 children wouid have
been eligible for home care. Why they did
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not participate ir home care 1s unknown,
butthere could be numerous reasons, e.g., it
was not offered to them because of in-
dividual differences in physician atti-
tudes toward the (then) new home care
altemative, home care may have been
offered, but the parents tumed it down,; it
was more convenient (although not neces-
sarily better) to let the child remain in the
hospital. Examination of the medical rec-
ords of thiese 12 children revealed no obvi-
ous differences in diagnosis or treatment,
compared with the 58 children ir the home
care group, other than length ¢ me be-
tween end of cancer cure-oriented treat-
ment and death. Itemized hospital bills
were available for 11 of the 12 children—
these 11 children, therefore, constitute the
hospital care comparison group reported
below (Table 1, Group A).

Three home care companson groups
were developed. Group B, Table 1 was

MEDtcaL Canx

composed of the 46 children who died at
home while receiving home care services.
From Group B, a subgroup of 20 children
who entered home care directly from inpa-
tient hospital care was developed (Table 1,
Group C). This subgroup was selected be-
cause children in this home care group and
the hospital care group described above
were hospital inpatients at the time final
care began. The length of home care for the
total group of46 children who died at home
was a mean of 39.1 days. For the subgroup
of 20 home care children who were inpa-
tients before entry to home care, the mean
length was slightly shorter, i.e., 33.0 days.

The hospital group children had re-
ceived final care for a mean length of 8.0
days. To match the children more closely
on length of care, a second-comparison
subgroup (Table 1, Group D), a subset of
those 20 children, was composedof 11 chil-
dren who were matched with the 11 hospi-

TABLE 1. Components of Average Daily Cost* of Home and Hospital Care

Received Final
Care in Hospital Received Final Care at Home

Group A Group B Greup C Group D
Cost ltem (n=11) (n = 46) (n = 20) (n=11)

Room and board NA NA NA
Nursing care i $138 09 $4004 $ 52.44 $ 6590
Room Fumishings 259 237 5.06
Equipment ; 27 69 3.49 4.54 7.26
Supplies 2.90 4.40 623
Medications 1294 254 2865 4.10
Laboratory tests 8119 014 010 0.17

Home care program

coordinator NA 14.46 1528 29.40
Chinic vissts NA 067 0.51 054
Hospitalizations NA 148 3.40 0

Physician hospital 1400 NA NA NA
Fhysician home NA 172 1.41 0
Other pertonnel 0 021 005 0.08
Other costs 12.01 717 16 48 29.96
Totals $305 83 $77 50 $10363 $148 60

Group A, Liuspital cure—diedin hospital, Group B. liome care —died at home, Group C, Subsetof Group B
who were 1npatients before hiome care. Group D, Subset of Group C based on matzhing with Group A.
* Cost shown for each catexoy «s the mean daily cort per patient av eraged across all patients within each

comparison group
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tal care children on the basisz of the length
of final care received. Each of the 11 chil-
dren received final care at home for a pe-
riod of time that matched within 2days the
length of final care received by the 11 chil-
dren who received their fina! care in the
hospital. The mean length of final care then
was 8.0 and 8.3 days for Group A and
Group D, respectively.

Results

Table 1 skows the cost of various
categories of ibems for each of the compari-
son groups. Most of these costs (e.g., costs
for medications) varied daily for each patient.
The mean cust for each category, therefore,
was first alculated for each patient. Then,
to provide some combined figure for the
cost of each category within each compari-
son group, the mean costs for each patient
were summed across all patients within
each group and divided by the numbe: of
patients within that group. The use of this
average of the average cost per item re-
duces the effect of unusually high or low
costs found in some jnstances.

Dollar amounts used in Table 1 repre-
sen. 1877-78 cost rates calculated as fol-
lows. Amounts used for the 11 patients who
received final care in the hospital came
from the patient’s actual hospital bill for
all jtems except physician fees, which are
billed separately. Physician hospital ‘ees
were calculated at $15.00 per patient per
day. For the home care groups the figures
shown are estimates based on the cost of
such goods and servic s at rates charged by
local agencies. For actual home care pro-
grams, various community agencies, nota-
bly the American Cancer Society, will
supply some items without charge, e.g., a
hospital bed 1n the home. The figures in
Table 1 represent real costs if each item
had to be paid for.

As shown in Table 1, no cost is included
for room and board at home, since that 1s a
nomal part of a child’s daily expenses.
Nursing care costs for the home care cases

Q
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are for nurse home visits, including the
nurses’ travel time and expenses, and the
nurses’ agencies’ (e.g., public health
agency) overhead expenses (but not the
home care coordinator expenses, which are
listed separately). The home care nurse
visit mte used was $35.00 for the first hour
of & visit zad $11.00 for each additional
hour. This is ¥ rate used in the Minne-
apolis-St. Paul metropolitan area.

Costs in the categories of “room fumish-
ings,” “equipmert” “supplies,” and
“medications” are for items such as hospi-
tal beds, over-the-bed tables, antipressure
devices, suction machines, incontinence
pads, dressings, and intravenous feedings.
Reported costs ave for items thet were se-
cured or dispensed, regardless of whether
v ~otthey weraitally used or consumed,

Costs of laboratory tests are for the test
ielf without any special costs involved in
drawing the test sample at home, e.g.,
sending a laboratory technician tc the
home; those other costs are included in
“other personnel” costs as appropriate. In
fact, laboratory tests were rare in the home
care group, and when they did occur it was
usually during clinic visits. Occasionally,
children in home care would be seen in
outpatient clinics or doctors’s offices. 1n
the cost calculations, the flat rate charged
by the University of Minnesota clinics for
such a visit was used. This rate includes a
$10.00 charge for the clinic and $12.00
physician charge for each visit. Other items
dunng clinic visits, e.g., laboratory tests,
are included in their respective categories.

Home care nrogram coordinator costs
covering the nurse coordinator and over-
head were figured at $10.00 per hour.
Coordinator time was estimated at 1.5
hours spent on patient referral and intuke
{for family contact and location of a home
care nurse), 1.5 hours per week during the
time of home care (for home care nurse
education and support), and ! hour after
the child’s death (to close the case). Con-
tacts by esther home or hospital staff with
the fumily after the death of the child were
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not included in the cost figures for either
home or hospital care because these costs
are usually not reimbursable.

Three of the 46 children who died at
home were hospitalized briefly and then
discharged during the period of home care.
For consistency of comparison, the cost for
their brief hospitalizations (includiny all
items involved) was calculated at the same
general rate that was used for the hospital
care group, i.e., $305.93 per day. Because
these hospitalizations were brief and be-
cause the return to home care was antici-
pated in all cases, hume care arrangements
were left in place duiing the hospitaliza-
tion. In « sense, these children had over
lapping care for a brief period, which the
costs in Table 1 reflect.

Physician visits to the home dunng
home care were infrequent. Because there
were no data available on the charges made
for these visits, 1t was necessary to use es-
timated costs. Considerable discussion
with vanous physicians and third-party
reimbursers suggested that a cost of $75.00
per visit was a reasonable estimate. Many
will find this estimate excessively high or
low. This debate, however, 1s of minor im-
portance in t 15 study because the cost of
physician honie visits is such a small com-
ponent of the overall cost of home cere in
this model, as can be seen when converted
to the average of each patient’s average
daily cost.

“Other personnel”™ costs for home care
mcluded the occasional home use of indi-
viduals, such as iaboratory techmcians,
physical therapists, or home health aides.
“QOther costs’” in the hospital included
sundry miscellaneous items, for home care
the “other costs” chiefly were ambulance
transportation.

It can be scen n Table 1 that the daily
cost of home care 1s about half that of the
daily cost of hos pital care, when companng
the hos,ntal group (A) with the home care
group D) most closely matched ca length
of final care. The largest differences ap-
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peared in the costs for equipment,
supplies, medications, and laboratory tests.
Equipment and supplies were twice and
medications over three times as costly for
those in the hospital group. Laboratory tests
represented 27 per cent of the daily cost of
final care in the hospital, whereas those
charges were negligible in home care. For
longerduration of home care, i.e., the other
two home care groups (B & C), the daily
cost of hone care relative to hospital care is
even less. As stated previously, the health
status of the children in Groups B and C
was different from Group D. This ranged
from some children in Group B, who, al-
though diagnosed terminal, had time to at-
tend school, to Group D children who wzre
severely ill and died in an avemge of 8
days. Therefore, the children in Gioup B
who were not as severely ill throughout
their home care experience had the lowest
daily home care cost and the Group D chil-
dren ‘who were severely ill had the higher
costs. Group D children still had lower
costs than the hospitalized children.

Table 2 presents cost data in a slightly
different manner. Cost estimates used in
Table 2 were the same as those uced in
Table 1, however, in Table 2, the actual
total cost per patient (not an average aver-
age) was used in calculating the figures
shown. Table 2 shows that even though the
home care group of 46 children (Group B)
had a mearn of 39.1 days of final home care,
the mean total cost of their care was $1,414.
This was still less than the $1,726 mean
cost for the children in Group A, whose
fir.al care lasted only 8 days. Thus, depend-
ing on the comparison group used, hospital
care was about 22 per cen to 207 per cent
more costly than home care.

If we had been less restrictive in our
definition of when comfort care only began
i, the hospital, the cost of hospitalization
would have been grester. In a preliminary
cost comparison reported elsewhere,’ the
mean length of final hospitalization of 22
children who died of cancer in the hospital
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(including those receiving various degrees
of cancer treatment) was 29.4 days, with a
mean total hospital cost of $13,022.

Discussion

One important issue that must be ad-
dressed in examining certain costr of the
comparative costslisted in Table 1 is: were
the differences because of the presence of
different populations (i.e., the children in
the groups are not strictly comparable) or,
alternatively, were there differences in ap-
plication policies? That is, what accounted
for the increased cosis for equipment,
supplies, medications, and laboratory tests
in the hospital group? While we cannot
rule out differences between the groups
based cn medical need, care was taken to
match these groups as closely &3 possible.
Therefore, we believe that the observed
cost differences result from differences in
approach to terminal care, not need for
care.

The focus of the home care was to make
dying children as comfortable as possible
in the last days of their lives; not to avail
them of all of the sophisticated services
that only a hospital can offer. Medications
used at home focused on pain control and
other comfort measures, not disease con-
trol (e.g., antibiotics were rarely used at
home). The laboratory test difference is
significant and not surprising. The utility

HOME CARE COSTS

of diagnostic lboratory tests forchildrenin
their final phese of life should, in our opin

ion, be seriously questioned. The results of
these tests usually have no bearing on the
child’s comfon oare, and appear to be
routinely ordered, especially in teaching
hospitals. Few question why a dying
child’s physical demise is closely moni-
tored, where no action would be called for,
whatever the results might be.

Anecdotally we can report acase where a
ohysician ordered an end to laboratory
& sts for a dying child in the hospital, only
t - find that his replacement later in the day
(exercising his own judgment) ordered
furthertests. In anothercase aparent ques-
tioned the rationale for drawing a blood
sample when it was apparent that the child
would be dead before the results came
back.

That we belicve such laborstory tests are
an unnecessary cost for su~h children is
one issue. That they are also uncomfort-
able for the child is of further concern. This
attitude toward minimal use of laboratory
tests for terminal patients is shared by hos-
pice programs in England and generally
those in the United States and Canada 1t

The data presented indicate that ovr
home care model for comfort care in the
final days of life of a child dyingof cancer is
clearly less - :pensive ithan hospital care.
When viewed strictly as an altemative to
hospimlization.homemmwas, notsu.pris-
ingly, much less exp~.sive.

TaBLE 2. Companson of Estimated Total Cost of Final Care

Received Final
Care in Hospital Received Final Care at Home
Group A Group B Group C Grouo D
(n=11) (n = 46) (n = 20) (n = 11)
Mean duration of .
final care (days) 80 30.1 330 83
Mean iotal cost $1.726 21414 $1.128 3561

Croup A, Hospstal care—died in hospital, Group B, Home care—died at home, GroupC, Subset of GroupB
who were inparients prior to home care, Group D, Subset of Group C based on matching with Group A.
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From the comparison groups presented,
it is clear that the home care services re-
ceived were not only direct aitematives to
hospitalization. That is, many of the chil-
dren were not hospitalized at the time of
entry and probably would not have spenta
comparable number of days in the hospital
had there been no home care available.
Thus, the costs associated with home care
for many included additional, or “add-on,”
services that were not alternatives to
expensive hospitalization. Still, when
viewed as a package cost, the total cost of
heme care foramean of 39.1 days was still
less than the *otal cost of hospital care fora
mean of 8 days.

Tius is also how we prefer to view the
model. Home care does not necessarily
begin when the child would otherwise by
hospitahzed. Rather, home care starts
when the decision to cease active cancer
treatment, coupled w.th the probabinty of
death mn the nea: future, is made. That 13
the time when the care should begin, even
if it is an addition to our present health care
services.

The 12 children who were in home care
but then died in the hospital (or en route to
1t) were not consy ‘ered in the cost figures.
It 1s not possible to determine how many of
their day. at home we-e purely altemnatives
to hospitahzation and how many were not.
However, of those 12 children, six children
wpent 1 day or iess i the hospatal, thus 1t
would appear that, overall, some cost sav-
ings resulting from home care occurred
even m the cases where the child did not
die at home.
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We wou'd conclude that home care for
dying children is feasible and desirable
from a cost standpoint, although it requires
some rethinking of current cost reim-
bursement guidelines. To realize moder-
ate to substantiai savings, third-party
payors who normally cover hospitalization
need to be willing to pay for what they
view as additional services, to save them-
selves the cost of hospitalization ;ater.
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Professionally Speaking

Ida M
Martinson

D. Gay
Moldow

From Research to Reality—
Home Care for the Dying Child

A pilot program that provided home nursing care to the dying
child with cancer helped loca! health care institutions
develop their own home care programs.

In 1972 Ida Martinson provided
nursing care for a young patient
who was dyin: of leukemia The
child's family nad decided to try to
their son at home until his
death because he strongly wanted to
be with his family. Dr. Martinson
supported and counseled the par-
ents, while they assumed care-giv-
ing responsibifities and provided
comfert to their child through the
final stages of his {liness and geath.
This experience encouraged Dr.
Martinson to continue roviding
home nursing care for children dy-
ing ef cancer. During the period of
1972 to 1876 seven more familics
participated in a pilot project that
provided care at home (or children
dyingof cancer. Home care services
were provided by nurses who vol.

health professionals involved
These individuals would alss be in-
tervien=d t0 amess home care ser-
vices. During the socond phase the
nt staff wonld work to help local
ealth care institutions (hospitals,
clinics, and public heslth agencies)
develop permanent honte care pro-
grams fer children dying of cancer.
Theso wo\:’ld be !oae:ied b’l’n lhelcom-
munity and support local per-
sonnel. This p! would be evalu-
ated to detormine whether the com.
munity programs were in place and
functioning

Phase I-Direct Sarvice

In 1976 the diroct service phase of
the Home Care for the Child with
Cancer project begun.* The primary

unteered their time. and Yy
gifts from the families helped defray
transportation costs

On the basis of data gathered dur-
Ing the pilot projoct, a rescarch grant
was written in 1975 to study the
ad ges of a child ining at
home as an alternative to hospital.
ization for the child dying of cancer
The research grant propesal includ-
ed two phases: the first consisted of
two years of direct home care ser-
vices to dying children During thic
time information would b obtained
before and after the patient's death
from those family members and
D GAYMOLDOW RN, MSW s rearerch omo
chate for the Home Care for the Chikl ¥ 2h Carxer
project M5 MARTINSON R N. PAD. s profes-
$0r of nursing et the University of Minnesske

School of Nursing. Shthpdlth“mlwkr
the Home Care fo the Chikd with Concer project.
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jects in the prog; were mem-
bers of 63 famili &; in each a child,
17 years of age or younger, had can-
cer and was dying from it, The actu-
al admission critoria to the program
was the physician's assessment that
the child probably would not live
much longer, and that he planned
no furthet hospitalization for treat-
ment

MmrrHons. Home care services were
dministered from the h pro-

tals, and clinics: nurses who were
nohghbon or friends of the family;
and other nurses in the family's
community. The primary function of
the project staff nurses was to otlent
home care nurses with the special
role they would play in caring for
the dying child. The project nuress
also consulted with o care
nurses and in some Instances pro-
vided a limited amount of direct
home care services. In general this
procedure was followed:

. child was referred to the
project

e After this, \he family met with a
Project nurse to discuss the pro-

gram

® Once the child and his family
agreed to perticipate, a primary
home care nurse was hired from
within their own community. At this
time a back-up nurse was also as-
signed to provide services whenever
ﬂ;,? primary nurse was not gyail-
able.

o Next, whenever povsible, the pri-
mary nurse met with the family in
the hospital before the child was
dischargod.

¢ Tho nurse and the parents dis.
cussod care for the clild and talked
about what to expect as his condi-

ject office, and were from
existing community nursing ser-
vices The rescarch project staff
nurses were responsible for locating
and hiring nursaes In the community
~*ho would sorve as home care
nurses These included nurses from
local public health agencies, hospi-

tion prog d and deteri d in.
cluding the chenges preceding
death

¢ Finally, they spoke about what to
do when death occurred

“Bupported by the National Cancer Instiute, De-
amm of n.m Education snd Wellare Gront
1490

MCN Vol 5 May/June 1980 159

248



:

|

RIC

= |m-‘ Provided by ERIC

As principal care-givers, parents
were encouraged to take over as
much of thelr chiid’s caro as they
wanted The nurse was always
available to provide teaching, direct
physical care. and emotional sup-
port In addition she asscssed the
need for equlpment and supplics
and srranged for securingthem She
was on call 2¢ hours a day. seven
days s week, ready to go to the fami-
l{s home whenever and as often as
they asked for her

During the period of care, a refer-
ring physician was available to the
nurse and the family. with tho nurse
performing the important role of
intermediary between the family
and the physiclan in obtaining med-
fcations and advice In some in-
stances the family kept in close con-
tact with the physician, but in others
the nurse was the ‘rimary heelh
care contact and used the physician
22 consultant Some physicians ex-
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died in an smbulance enroute to the
hospital (1-4)
nerefore, results indicate that

home care for children with termie
nal cancer which enables these chil-
dren to die at home is clearly foasi-
ble There ere no insurmountable
obstacles involved. Howaver. to
work effectively. home care re-
quires some role changes: parents
become the primary care-givers
rather than nurses and p
physiclans must be more ﬂcxlblo in
their prescription of medications:
and nurses #ssume more responsie
bility for the direction and co-ordie
nation of home care services.

Highly important to the success of
s family's endeavor to keep their
child at home until he dies is
change in the sttitudes of ail in-
volved. Parents and health officials
have to accept that the child is dying
and undarstand when his condition
changes for the worse it does r

{nstitutionsand tesching the staffs of
those institutions about the project.
All the while they strongly sup-
ported the principles and aims of
our profect.

Another important preparsifon
step was educating the medicul and
lay community about home care for
dying children. For this we pre-
sented lectures and conducted

st Minn

workshops esots,
apnndln( o ud]oinlnl otates and
then nationally. We were active on
committees i the hulth communi-
ty. For exenple. one of the project
staff served on tha American Cen.
cer Soclety’s educational committee
on chiidhood cancer, snother on a
hosp'tal home health services advi-
sory committee, and others on vol-
unteer commitiees concerned with
ths care of families confronting
death through terminal illness. We
me red written materials and
e them available to the medical
comml py. b:;llon.g with menl ln-

Parents and health personnel have to accept that when a
child is dying, it does not ~ean rushing to the hospital.

the
nd the results of the project, lhan
meterials offered fic nursing
cars information— owledge we

amined their patients in  satient
clinics and some, rarely ome.

When the child died. the nurse
helped family members with phys:-
cal care and provided emotional
support She facilitated the removal
of the child's body and arranged for
a death certificate Afterward she
attended the child's funcral and vis-
fted or telephoned the family for
several weeks, sometimes for scver-
al monlhs after the death

h date was u

from interviews with the parents.
the nurse. the physician. and sib-
lings, grandparcnts, or clergy when
appropriste The child's medical
history was abstracted. and all ser-
vices provided the child—mecluding
home visits, telephone calis, hospital
visits, and other interachons—were
docun.ented.

r

xesuLts. During the first & 9 years,
83 children were ncludea in the
study At the end of those two years.
three boys and two girls were still
hving Of the 58 ch!kf ren who died,
46 died at home 11 re-entered and
died in the hospital. and one child
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mean the child should be rushed to
the hospital

Phase Two: Groundwork

Preliminary groundwork for lhc
incorporation of

activities into existing cammunlty
heaith services was 1aid at the be-
ginning of the project when two
advisory commiltees were estab-
lished They were: (1) 8 community
advisory commitice consisting of
nursing representatives fror local
public health nursing egencies.
nurse ciinical directors, and direc-

hed gained whlle provldlng
highly specialized home care during
the research phase of proj
Since the pilot phuo. pnrem con-
sumars had been consulting with us
on the research project. Some of
them were members of Candlelight.
ers, which is a nationally organized
g;oup of parents of children who
ve cancer or hava died from can-
cer.* Their assessment of the cur-
rent services and research resulls
wero frequently asked for and used.
These parents often dlscussed home
care with other parent members,
and the project staff erranged for
to act 8s I dur-
ing the direct sarvice phase to help
us mseas consumer interest in estab-
lishing p home care ser-

tors of nursing from local hospital
and the Minnesota State Depart-
ment of Health, and {2} & committee
of nurse clinicians who worked with
children with cancer at the hospital
with which we ere affiliated These
advisory groups met regularly with
the project staff for the parpose of
1ssessing and evaluating the results
of the study They also consulted
with the stafl. made referrals. and
provided other invaluable services
including taking information about
the rescarch project back to their
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vices.

Approximately half way through
the project. our staff began plenning
to incorporate the grogram of home
care for dying children into the
three health care agencies that had

f referred the most children to us We

met with representatives from these
three facilitics and explained that

*For more taformation on Candle! write
C) Sureet SE Washington DC. xn it

S A RN

se




the funding for direct service would
end soon, but we wanted to encour-
age and support the development of
permanent home care services for
dying children within local health
care agencies. We asked for an op-
portunity to show ths results of the
research zroject to thelr cy staff
members, sdministrative officials,
and boards of directors. Meetings
were arranged for us with the three
gencics, end simil Ings were
set up with smaller community
agencies.

Throe Actual Programs

By the end of the two years destg-
nated for the service phase. the
three local agencies had established
or were in :ﬁ: of establish.
ing permanent home care p! my
that would aid families whose chil-
dren were dying. The institutions
incuded (1) a 700-bed university
boegniai that serves as a cancer
refestal center for six states, (2) a
100-teG private pediatric hospital
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eter. Bach of the three home cure
mrdmm?h at these lr;sﬂmtlom
were given the responsibility of Jo-
cating and hiring nurses to work
with the families involved. The throe
specific programs develope weny

UNIVERSITY HOSPTYAL This large insti-
tution already offered home health
services but primarily to odults, Al
though the department was small it
was well supported by the hospital.
An additional nurse was od 1o
the home haalth services staff, with
the intention that she would focus
on home care for dying children.
This resuled in a stalf team that
included a pediatric staff nurse, yn
adult staff nurse, and a co-ordina.
tor—with the pediatric staff nurse
and the co-ordinator providing
direct care services to dying chil-
dren.

PRIVATE HOSMITAL The small private
hospital did not have a home care
department before tholr involve-
ment with the research project. Eut

A major concern about integrating research findings into
practice is whether insurance companies will pay for them.

pediatric-oncology physiclans in the
clinic were supportive of the con.
cept of children dying at home and
referrad all of thelr appropriste pa-
tients to the project. The services
that the clinic provided prior to the

research rqed fncluded consistent
nurss and physician clinic coverage

and 24-hour telephone avatlehility
of the p| and nurse, from the
time of dlagnosis or referral to the
clinic, until death. The clinic admin-
Istration decided that the nurse who
had been this co-ordi-
woukd axpand hor ot
ities to
include co-ordination of a home
care pregram for dying children.
Throughout the second phase the
research project staff provided sup-
port to the new co-ordina+
tors. A project member was
available on a 24-hour basis and fre-
quent telephone contact offered in-
formation, answered technical
Questions, and helped anticipate po-
tential problems. Program co-ordi-
nators and the project consultant
met monthly for educstional gnd
support purposes; medical equip-
ment was loaned to the new pro-
grams; and minimal financial sup-
port was given. Along with this, all
project written materisls were made
{lable to gram co-ordina-

that servas primarily local residents,
and (3) a latge private clinic that ser-
vices both local and referred cli-
ents.

Each program begun by the three
institutions folluwed the policy
guidelines for the provision of home
care sorvices for dying children that
we developed and used ir: the re-
search project. Furthermore, the
home care program co-ordinatoss at
the two hospitals expanded hoinse
services beyond the original criteria
This means that children are admit-
ted 1o the home care programs in
these two hospitals before the acute
dying phase, at the peint in thelr dis-
case when the hospital staff feels
the family noeds extra help at home
to cope with physical and/or emo-
tional problems. For instance, & two-
year oid child who wes rccelv)lng

they were very committed to family.
oriented care and community ser-
vice. and anxious to estabiish 8

the p
tors and newly obtained research
results and knowledge sharud.
While working with these three
asen'des.‘tho project research staff

home care program. Approxi Y
six months befare the service phase
was to end, the hospital board and
administration organized a home
care planning committee to be co-
ordinated by the director of nursing,
which included nurses who had
participsted in the home care pro-
Joct, representatives from the de-
partments of nursing. peychology.
and social work, and parent volun-
wers. They drafted policy stae-
maoats and ) d the admin!st

to maintat ¢t with
and ag develop of
home care in community public
health nursing agencies. Most of
these agencles did not prov-ide home
care for dying children before the
research project was activated, and
had to make policy changes along
the project's guidelines—for In-
stance provision of 24-hour cover-

age.

tion «f the home care program in the
deparient of nursing A home care
nursing vo-ordinator was hired and
given responsibility for developing
the program She was 8lso responat.
ble for dischargs planning and pa.

outpeiient cancer treat t

additionc! nutrition. The home care
nurse showed tne family how to
administer the nutritional supple-
ment at night using a Broviac® cath-
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tient educati

PRIVATE CLINIC This is & large. private
clinic which serves local clients
Throughout the research project the

At the end of the second year of
operation of the direct service phase
five children who initially had been
referrod 1o the project were still
alive Two children weere claea to
deatl, put the other three were sta-
ble. One child who was very Il was
referred to the locs institution his

Continued oo poge 166
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family's physician was affiliated
with, since that instirution had by
that time established a home care
prograta. A second child had been
receiving home care services from a
public health nurse with co-ordina.
tion from the project staff, and these
public health .--lulnf services were
continued, The families of the other
three children vho were stable
waregiven Inlonmllo? on lh&ho‘mg
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tnsurance company The insurance
policies used have covered 80 per-
cent of the costs and the family or
the institution providing the home
care covered the remsining 20 per-
cent. County funds in the form of
medical assistance paid for two.
One nurse was paid by the h

with Cancer project began in the
right place at the right time. When
our program began q\e communlg

was g 8

the problems of death and dying.
with consumers making more de-
mands cn their health care system.
For inst Mi ta was the

ni and another was given a gift
the 18mily.

The Factors of Success
This research design has led to

care programs y ful incor of home
within their communities, so they care services In three institutions in
could obtain y asslst in our ity. as well as accep-
the future, tance of home care for dying chil.

During the phase when programs
were being developed in local
health care 8gencies—the third year
of the gr-=* *7 children were
cared for by the home care pro-
grams at these three local institu.
tions. All the children were 17 years
of sge or younger, We could not
evaluate the results of one case
because the family did not comply
with interview procedure after the
death of the child. At the end of the
first year. nine boys and four girls
had died, of these 13 children. ten

dren in ities de our

first state to make a law that the
Patient's Bill of Rights must be
posted in every hospital.

Moreuver the project’s intensive
educationa) fforts served to per-
suade those !;Ieho were skeptical or
opposed 1o program that chil
dren could be csred for at home
until they died. At the point when
the direct services offered by the

local area We feel the important
factors that contributed to the pro-
gram’s success were:

(1) The incorporation phase was
part of the research design. There.
fore funding was included for active
itles to develop programs in local
health care agencies.

(2) Health professionais in the
community were involved with the
project from the beginning These
1

h project ended and it was
suggested that the communily now
provide such services, health care
gencies had already pted the
concept as their own and assurned
they would begin to provide the ser-
vice.

We have two fins] suggestions in
the area of education that will help
the future transfer of functions from
research projects to health care in-
The first is the provision

ionals were kept u;-lo-dnle

died at home and three died in the
hospital. The child wno was cared
for by the public health nurse died
at home. The large. referral hospital
program cared for 13 children: of
these five died at home and three
died in the hospital: five are still liv.
ing The small, private hospital pro-
gram cared for two children. one
died at home and the other is still
lving The private clinic cared for
four children, three died at home
and one is still living

Funding

One of the major concerns about
incorporating research activities
into local health care services has
been whether private lnsura)nce

on the development of the project
and served as consultants through.
out the project.

(3) Lectures, workshops, meetings
and p 1 ication be-

of more direct oducation during the
servica phase, for example, between
the primary nurses, the community
agencies, and ect staff. in our
project much of the primary nurse’s

ducatt provided over the

tween the project staff and health

professionals in local. state. and na.

tional agencies helped teach the

health community about home caro

delivery an- the progress of this
e

was

telephone—this occurred because
of distance problems. However.
moro {aceto-face communication
would have contributed to making
fomu‘:ujnhy pro;essionals more

project. A nospit phy ., or
nurse can no longer say "that cen't
be done” because these health-pro-
viders have learned that home care
for dying children Is feasible.

(4) This project used lay consum.
ers. Parents oi the children who
wete dying became invalved in the
project during bot' service and
lnstllullmnalluhm. , wsC3, asparent

companies and government {
sources would pay for these special-
fzed home care sarvices All of the
nurses who provided home care as
part of one of the three programs
were paid They wete paid in a vari.
ety of ways Five of the nurses were
paud by their public health agency.
the agencies utilized community
funds to absorb the cost Four of the
nurses were paid by the family's
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and as ad for
home care in the community In a
personal way and as members of
Candlelighters. these parents sup-
ported the project and 3poke out for
the concept of children dying at
home Also. as consumere they re-
quested the services offered by the
project and insisted these be made
available to them
{5) Our Home Care for the Child
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ble and probably lead
to an earlier and greater acce;
of home care. The second area
where further education about chil-
dren dying at home should be pro-
vided isin schools of nursing, Surely
this and similar programs will bene.
fit greatly from the knowledgeable
support of the young women and
men who are entering our profes-
sion of nursing
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The CHAIRMAN. With that, we will recess this hearing until fur-
ther notice and we will see what we can do in this particular Con-
gress to resolve these difficulties.

{Whereupon, at 12:34 p.m., the committee was adjourned.]
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