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CATASTROPHIC HEALTH INSURANCE: THE
NEEDS OF CHILDREN

MONDAY, MARCH 23, 1987

House OF REPRESENTATIVES, SELECT COMMITTEE ON CHiL-
DREN, YourH AND FAMILIES, AND THE SeLEcT Commir-
TEE ON AGING, SUuBCOMMITTEE ON HEALTH AnD LONG-
TERM CARE,

Washington, DC.

The Select Committee and Subcommittee met, pursuant to
notice, at 10:10 a.m., in room 2322, Rayburn House Office Building,
the Hon. George Miller (Chairman of the Select Committee on Chil-
dren, Youth, and Families) and the Hon. Claude Pepper (Chairman
of the Subcommittee on Health and Long-Term Care of the Select
Committee on Aging) presiding.

Members present: Representatives Miller, Pepper, Oakar, Skel-
ton, Rowland, and Vento.

Staff Present: Ann Rosewater, staff director; Jill Kagan, profes-
sional staff; Darcy Coulson Reed, minority research staff; Spencer
Kelly, minority research staff; Joan Godley, committee clerk; of the
Select Committee on Children, Youth, and Families.

Kathy Gardner Crave:li, staff director; Melanie Modlin, assistant
staff director; Peter Reinecke, research director; Judy Whang, staff
assistant; Lil Simmons, volunteer; Martha Messmer, intern; Amy
Beaulieu, intern; Mark Benedict, minority staff director; and Doug
Maragas, minority assistant staff director; of the Subcommittee on
Health and Long-Term Care.

OPENING STATEMENT OF CHAIRMAN CLAUDE PEPPER

Chairman PerpeR. The committee will come to order, please.

Ms. Oakar, Mr. Miller, and I wish to welcome all of you here this
morning to attend this very important hearing. It has to do with
catastrophic care as needed by the children of this couriry—too
long and too much neglected. We're trying in this session of Con-
gress to do something that should have been don : long ago.

In 1938 a great Senator from the State of New York, Senator
Robert Wagner, introduced in the Senate a bill for comprehensive
care for all the people. Nothing was done about it. In 1945, Presi-
dent Harry S Truman sent to the Congress a request that the Con-
gress enact a compiehensive health care program for all the people
of our country. Nothing was done about it. A year later, the War-
time Health and Education Select Committee, of which I was chair-
man, came up with a similar recommendation, us well as programs

1)

~3




2

of research, hospital building and the like. Nothing was done about
it for 20 years.

Finally, in 1965, Congress enacted the medicare legislation. It
was a great step forward. It did provide hospital care up to 2
menths for people who had serious illness and could be treated on
an emergency basis. It meant much to many in our country es
cially to the elderly, but it did not cc-er hospitalization beyond 2
months and it did not cover nursing nome care; it did not cover
home care; it did not cover drugs—on which the elderly alone
spend $10 billion a year; it did not cover eyeglasses or hearing aids;
it did not cover dental care and dentures, nor did it cover foot care
for the elderly. And, of course, it did not cover, except for the fami-
lies of the very destitute, the children of the country.

Now then, in 1986, in his message to Congress, the President
said—and we were so hopeful when we heard those words—we
must enact a catastrophic care program for people of all ages. But
unforcunately, when the administration made its recommencdation
to the Congress this year, that program was limited by the so-
called Bowen bill to only those who stayed in the hospiial more
than 2 months, which the authorities tell us is way below 3 percent
of all the people on medicare. It coes nothing for the children. No
home care, no nursing home care, and no custodial care. None of
these other needs that I have mentioned.

So today, we’re going to have a graphic presentation of the
health care needs of the children of this country and the inadequa-
cy of what’s been proposed so far.
bodI:t me just refer to two of the witnesses that you will hear

y.

For example, we will hear from :he parents of 3-year-old Alex
Sutton of Phoenix, Arizona. Alex is a victim of a degenerative, ter-
minal illness known as Tay-Sachs which causes a breakdown of the
brain’s functioning. Alex is subject to several seizures a day and
has a complicated regimen of medications to control them. His
family waged a long battle to get home health care from their in-
surance company and finally won. However, the policy only covers
80 percent of the total costs, and 20 percent of the $200,000 to
$250,000 in annual costs the family must bear is still considerable.

I mention one other case who is here today. A young man suffers
from a chronic breathing disorder. He often stops breathing when
he is asleep. He requires very specialized care to stay alive. As a
result, Jeff Reckeweg has spent his life in and out of hospitals. The
costs of his care are astronomical, around $600,000 a year for hospi-
tal care and another $150,000 a year for care at home. Jeff's
$100,000 health insurance policy was exhausted in less than 9
months.

Since then his parents have gone in debt by $800,000. Their only
salvation is that the State of Maryland created a special program
of assistance for Jeff. However, we caanot be assured that program
will continue for a long time.

So we, today, are going to hear graphic, heart-rending stories of
the inadequacies of the laws of our land today and how this com-
passionate America, this powerful and rich America, is so neglect-
ful of the crving needs of those who deserve so much from it.
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So now may I present to you my distinguished colleague who is
Chairman of the Select Committee on Children, Youth, and Fami-
lies in the House a 1d doing a magnificent job on behalf of the chil-
dren of this country. This is a joint hearing between his Committee
and ou. Subcommittee on Health and Long-Term Care. May 1
present the Honorable George Miller of California.

[The prepared statement of Chairman Pepper follows:]




OPENING STATEMENT OF CHAIRMAN CLAUDE PEPPER

LADIES AND GENTLEMEN. IT IS A PLEASURE TO JOIN MY
DISTINGUISHED COLLEAGUE GEORGE MILLER OF CALIFORNIA, AND THE MEMBERS
OF HIS SELECT COMMITTEE ON CHILDREN, YOUTH AND FAMILIES IN CONVENING
THIS IMPORIANT HEARING. I HOPE THAT OUR COMING TOGETHER TODAY WILL
HELP DEMONSTRATE THAT CATASTROPHIC ILLNESS KNOWS NO AGE. WHETHER
YOUNG OR OLD, CNCE STRICKEN WITH A CHRONIC ILLNESS -- A CONDITION
WHICH ONE HAS NO REASONABLE EXPECTATION OF RECOVERY -- ONE CAN EXPECT
FEDERAL, STATE OR PRIVATE INSURANCE TO COME TO AN FND.

OUR CONCERN FOR THE PLIGHT OF OUR NATION'S CHRONICALLY ILL
JUTH IS PARTICULARLY TIMELY IN LIGHT OF THE PRESIDENT'S RECENT
£ROPOSAL TO COVER THE CATASTROPHIC HEALTH CARE NEEDS OF THE AGED.
WHILE MOST AGREE THAT HIS PLAN WOULD HELP ONLY ABOUT 3 PERCENT OF THE
31 MILLION ELDERLY AND DISABLED OF AMERICA, IT WILL NOT HELP OUR 70
MILLION YOUNGER AMERICANS AT ALL, 10 MILLION OF WHOM ARE CHRONICALLY
ILL.

WHILE I AM PLEASED THAT THE PRESIDENY NOW AGREES THAT WE MUST
ASSIST OUR ELDERLY AGAINST THE BANKRUPTING COSTS OF A CATASTROPHIC
ILLNESS, I AM DISTURBED THAT HE CHOSE TO ABANDON HIS PLAN -- AS HE
OUTLINED TO THE NATION IN HIS 1986 STATE OF THE UNION MESSAGE ~- TO
ASSIST PERSONS "OF ALL AGES." WHAT THE PRESIDENT HAS PROPOSED WITH
RESPECT TO HELPING THE VICTIMS OF CATASTROPHIC ILLNES3 IS NOTHING
SHORT OF A NATIONAL DISGRACE. IT IS A DISGRACE POR THE YOUNG OF
AMERICAN BECAUSE 7 WON'T COVER THEM. IT IS A DISGRACE FOR THE
ELDERLY OF AMERICA BECAUSE IT DOES NOT BEGIN TO ADDRESS THEIR
CATASTROPHIC HEALTH CARE NEEDS. THE PRESIDENT'S PLAN WON'T PAY FOR
‘NURSING HOME CARE, CUSTODIAL CARE IN THE HOME, OUT-OF-HOSPITAL
PRESCRIPTION DRUGS, HEARING CARE, EYE CARE, DENTAL CARE, FOOT CARE OR
ROUTINE PHYSICAL EXAMS. ALL THE PRESIDENT'S PLAN WILL DO IS HELP
OLDER AMERICANS STAY IN A HOSPITAL LONGER. 97 PERCENT OF THE AGED IN
AMERICA WOULD NOT BENEFIT UNDER THE PRESIDENT'S PLAN.

TESTIMONY TODAY WILL HIGHLIGHT THE FACT THAT PROVIDING

“OVERAGE FOR LONG HUSPITAL STAYS IS NOT ONLY COSTLY, IT TEARS
AMILIES APART. FOR EXAMPLE, WE WILL HZAR TODAY FROM THE PARENTS OF
3 YEAR OLD ALEX SUTTON OF PHOENIX, ARIZONA. ALEX IS A VICTIM OF A
DEGENERATIVE, TERMINAL ILLNESS KNOWN AS TAY~SACHS WH1CH BRINGS ON A
BREAKDOWN OF THE BRAIN'S FUNCTIONING. ALEX IS SUBJECT TO SEVERAL
SEIZURES A DAY AND HAS A COMPLICATED REGIMEN OF MEDIC:..IONS TO
CONTROL THEM. HIS FAMILY WAGED A LONG BATTLE TO GET HOME HEALTH CARE
FROM THEIR INSURANCE COMPANY AND FINALLY WON. HOWEVER, THE POL1CY
ONLY COVERS 80% JF THE TOTAL COSTS, AND THE 20% OF $200,000 TO
$250,000 IN ANNUAL COSTS THE FAMILY MUST BEAR IS STILL CONSIDERABLE.

WE WILL ALSO HEAR FROM 5 YEAR OLD JEFF RECKEWEG OF CLINTON,
MARYLAND. HE SUFFERS FROM A CHRONIC BREATHING DISORDER. HE OFTEN
STOPS BREATHING WHEN HE IS ASLEEP. HE REQUIRES A VERY SPECIALIZED
CARE TO STAY ALIVE. AS A RESULT, HE HAS SPENT HIS LIFE IN AND OUT OF
HOSPITALS. THE COSTS OF HIS CARE ARE ASTRONOMICAL -- AROUND $600,000
A YEAR FOR HOSPITAL CARE AND $150,000 A YEAR FOR CARE AT HOME.

JEFF'S $100,000 HEALTH INSURANCE POLICY WAS EXHAUSTED IN LESS THAN 9
MONTHS. SINCE THEN, HIS PARENTS HAVE GONE IN DEBT BY $800,000. ONLY
THE STATE OF MARYLAND CREATED A SPECIAL PROGRAM OF ASSISTANCE FOR
JEFF, SG HE IS TEMPORARILY BEING ASSISTED WITH HOME CARE. HOWEVER,
THIS ASSISTANCE COULD END AT ANY TIME, LEAVING THE RECKEWEG'S WITH
HEALTH CARE COSTS THEY SIMPLY CAN'T AFFORD.

WE WILL HEAR THESE AND OTHER TRAGIC PERSONAL ACCOUNTS OF
YOUNGER AMERICANS WHOSE LIVES HAVE BEEM TOUCHED BY THE BANKRUPTING
0STS OF A CATASTROPHIC ILLNESS. WE WILL ALSO HEAR FROM MS. SUSAN
SULLIVAN, THE STAR OF "FALCON CREST" AND SPOKESPERSON FOR THE
FOUNDATION ON HOSPICE AND HOME (ARE WHICH IS PIONEERING THE FIELD OF
PEDIATRIC HOME CARE IN AMERICA.

ERIC 10
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I ALSO LOOK FORWARD TO HEARING FROM MY DISTINGUISHED FORMER
COLLEAGUES, SENATORS FRANK MOSS AND CHARLES PERCY. AS THE CO-CHAIRS
OF THE POUNDATION OF HOSPICE AND HO'.2 CARE THEY WILL JOIN US TODAY TO
RELEASE THEIR NATIONAL REPORT WHICH WILL PROVIDE DEFINITION TO THE
PLIGHT OF FRAIL CHILDREN. THIS REPOKT WILL DETAIL HOW PARENTS OF
CHRONICALLY ILL CEILDREN FACE AN IMPOSSIBLE DILEMMA. THEY CAN EITHER
LEAVE THEIR CHILDREN IN TEE HOSPITAL OR IN AN INSTITUTION AND KNOV
THE STAGGERING BILLS WILL BE PAID OR THEY CAN TRY TO BRING THEM HOME
AND HOPE THEY AND AVOID JOINING THE 1 MILLION AMERICMNS WHO WILL FALL
INTO POVERTY THIS YEAR DUE TO THE CATASTROPHIC COSTS OF THE HEALTH
CARE THEY MUST SECURE.

LASTLY WE LOOK FORWARD TO HEARING FROM THOSE WHO REPRESENT
YOUNGER AMERICANS, THEIR HEALTH CARE PROVIDERS AND REPRESENTATIVES OF
CHILDREN'S HOSPITALS WHERE CARE POR THE CHKONICALLY ILL IS OFTEN
PROVIDED. I AM INTERESTED IN HEARING THEIR VIEWS ON THE
ADMINISTRATION'S PROPOSAL ON CATASTROPHIC HEALTH CARE INSURANCE ITS
SHORTCOMINGS AND THE MERITS OF PROVIDING REAL, MEANINGFUL,
COMPREHE? 3IVE AND CATASTROPHIC HEALTH CARE.

1 HAVE INTRODUCED LEGISLATION, H.R. 65, WHICH WILL PROVIDE
THE ELDERLY PEOPLE OF THIS COUNTRY WITH COMPREHENSIVE CATASTROPHIC
HEALTH CARE PROTECTION BOTH IN AND OUT OF A HOSPITAL AT NO GREATER
COST 70 THE ELDERLY PEOPLE OF THIS COUNTRY OR TO THEIR COUNTRY. I
INTEND TO INTRODUCE ANOTHER BILL WITHIN SEVERAL WEEKS WHICH WILL
EXTEND THIS PROTECTION TO PERSONS BELOW THE A3E OF 65.

WHY DO WE KEEP ON COMPROMISTVG WITH TRAGIC NECESSITY AND
ALLOW MILLIONS OF AMERICANS TO DIE WITHOUT THE MEDICAL CARE THEY NEED
OR TO SUFFER DEVASTATING FINANCIAL DISTRESS WHEN A DECENT AMERICAN
PLAN SUCH AS H.R. 65 MIGHT BE IMPLEMENTED. I HAD HOPED THAT THE
PRESIDENT WOULD THROW ASIDE THZ SHACKLES WHICH SURROUND HIM IN
RESPECT, TO THIS MATTER AND TAKE A BOLD POSITION FOR WHICH AMERICA
WOULD BE EVER GRATEFUL TO HIM. HE HAS A CHANCE TO ENDEAR HIMSELF TO
THE AMERICAN PEOPLE ZVEN MORE THAN PRESIDENT ROOSEVELT ENDEARED
HIMSELF BY GIVING ‘THEM SOCIAL SECURITY.

1 HOPE TO LIVE TO SEE THE DAY WHEN IN OUR BLESSED AMERICA
EVERY MAN, WOMAN, AND CUILD WOULD BE ASSUPED OF GETTING THE MEDICAL
CARE THAT HE OR SHE SHUULD HAVE. I THINK THAT IS A PART OF THE
AMERTCAN DREAM, AND THAT IS A PAR1 OF THE AMERICAN GOAL.

bomny s,
-
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GPENING STATEMENT OF CHAIRMAN GEORGE MILLER

Chairman MiLLer. Thank you, Mr. Chairman.

1 am pleased to be here today with Chairman Claude Pepper in a
Joint hearing because I think it will graphically show that chronic
catastrophic illnesses and disabilities show no discrimination on
the basis of age.

We will hear from our first panel thic morning that children are
especially vulnerable as are the families in which they live. Thers
are 35 million Americans without insurance; one-third or 11 mijl-
lion of them are children. What we see is in fact children, because
of the situation of their parents, most often are not covered by
health insurance programs.

Nearly 30 percent of those children who have no health care rov-
erage have parents who are, in faet, covered by employer sponsored
programs, but they do not cover their children.

I think that we see no greater issue that confronts loag-term
family stability in this society than this one of how we handle long-
term illnesses and catastrophic illnesses. More often than not, what
we see is that many families are put in the position of choosing the
well being of their family—the bankruptey wiping out their savings
and totally altering the structure of their family to accommodate
these proceedings because they cannot meet the financial obliga-
tions that occurred as they tried to deal compassionately with the
illnesses suffered by their children.

this situation and I look forward to hearing from the panelists.
[The prepared statement of Chairman Miller follows:]




PREPARED STATEMENT OF CHnIRMAN GEORGE MILLER

Today, 1 ar. plessed to be here with Chairmar Clsude Pepper in a
Joint hearing of the Selec <Committee on Children, Youth, and
Panilies and the Select Comalttee on Aging.

The President ssks us to believ *“at his initiative would
protect thove most vulnerabls tr 9phic illness.

sut his proposal would pr¢ 7 & fraction of the elderly,
and none of the millions of you._ .wricans vho hsve a chronic
illness or no health insurance.

Debilitating illness or disability does not discriminate on the
basis of age. And today, the frightening reality is that more of us
are unprotected than ever before.

Children are especially vulnerable. Of the 35 sillion Americans
without any health insurance, ore-third - 11 sillion - are children.
Millions more children have heaith csre coverage that would lesve
them compleiely unprotected in the event of a catastrophic illness,
even if their parents are fully employed.

Neacly 308 of today's uninsured children have employed parents
with employer-sponsored hea):h plans -- but the plans do not cover
their children. This scenario vwill vorsen as increasing numbers of
new jobs are in the traditionally low-wage, low-benefit service
sector.

Por the poorest children, public programs fail to provide
adequate, if any coverage: millions of poor children are not covered
at all, znd millions more are not protected against the costs of
catastrophic care.

Tewer than half of all poor children, and only 608 of low-income
digabled children, are covered by Medicaid. And for low-income
families, the cost of routin: medical care or care for a minor
illness or surgery can be cstastrophic.

Pew igsues are of greater concern to this nation than ensuring
family stability. Yet the stability of millions of American fam:ilies
18 at risk because a child's {llness or disability has severely
strained their finances, and in many cases, has forced them into
poverty.

More often than not, families with chronically {11 or disabled
chiidren are denied health insurance when they need it most, face
extraordinary out-of-pocket medical expenditures that wipe-out
savinge or result in family bankruptcy, or are forced to choose
between poverty or their child's institutionalization.

Each of these situations undermines the fabric of family life,
and generates enormeus public costs. About 2 percent of the children
in America use 20-308% of chila health expenditures. And, as we will
learn today, in Californis alone, one half of one percent of all
hospital admissions of children cost #280 million, or 22% of hospital
costs for the state's children.

Today, we will hear from children and families who have
experienced the devastation of catastrophic illness. They will help
{nsure that the public debate over catastrophic health care does not
ignore the millions of children and families who are just as
vulnerabsie 28 the elderly, and perhaps more.

1 welcome all of our witnesses here today, and appreciate your
contribution to our efforts to expand health care protections for
vulnerable children and families.

- ERIC '3




PACT SHEET
CATASTROPHIC ILLNESS AND LONG-TPRM CARE:
- ISSUES POR CHILDPEN AND PAMILIES

EXTENT OF CHRONIC ILLNESS AMONG CHILDREN

*Approximately ten miilion children (10-15% of all children) have
& chronic illness; about one million have a severe chronic
illness. (Gortmaker and Sappenfield, 1984)

*Between 1960 and 1981, the prevalence of activity-limiting
chronic conditions among children under age 17 doubled, from 1.8%
to 3.8%. Respiratory conditions and mental and netrvous system
disorders demonstrated the largest changes. (Newacheck, Budetti,
and Halfon, 1986¢) .
*Prematurity is anticipated in 6 births per 10003 cystic fibrosis
in I birth per 1000; congenital hoart disease in 7.5 births; and a
diagnosis of cance~ in 130 children per 1 million. (National
Association of Children's Hospitcals and Related Institutions
[NACHRI}, 1986.)

*Prevalence rates of certain diagnostic groups may have increased
as a result of improved chances for survival. The evidence
suggests a sevenfold increase in survival to age twenty-one among
children with cystic fibrosis, and increases of twofold or greater
for children with spina bifida, leukeuia, and congenital heart
disease. 1In 1984, the survival rate for childhood cancer was over
548, compared to 3%: in 1970. (Gortmaker, 1985; American Cancer
Sociely, 1984)

*Poor children are 408 nore likely to have a severe functional
disability than do children in families with higher incomes (8.5%
vs., 4.9%). (NACHRI, 1986)

CHRONICALLY ILL CHILDREN 1AVE HIGH MEDICAL COSTS

*The cost of care for very distressed, ventilator dependent
{nfants vho remain hospitalized can reach #350,000 per year.,
{NACHRI, 1986)

*The annual expenses for hospital and physician services for a
child with a disabling chronic condition has been estimated to
range from $870 to 10,229, depending on the severity of the
illness. In contrast, the typical healthy child's expenses for
these services average about ¢270 a year. (Pox, 1984)

*In 1980, more than $1.7 billion were expended for physician
visits and hospitalization of children with activity limitations;
hospitalization accounted for 658 of the total. The average
annual hospital cost for a child with activity limitation wvas $511
compared with only #66 for & child wvithout limitacions. (Butler,
et al, 1985)

*Comprehensive care for a child with cystic fibrosis can cost a
family $6,000-12,000 annually: and intermittent hospitalizations
My average over §7,000 per stay. (NACHRI, 1987)
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*Expenses for a child with cerebral palsy, including physician
services, speech therapy, medications, special education, anc
other support services average $4490 annually, with 51% paid by
the family. (United Cerebral Palsy Association, 1986)

ACUTE OR_PRIMARY HEALTH CARE COSTS FOR CHILDREN HIGH

A s s

*In 1985, newborn intensive care costs totaled $2.4-$3.3 billion
and averaged #14,698 for each infant. (American Aridemy of
Pediatrics (AAP], 1986)

scardiac surgery for a child may cost a family $22,000 for a
hospital stay. (NACHRI, 1987)

*Treatment for extensive burns may result in a hospital bill of
$47,000. (NACHRI, 1987)

*The #500 cost of treatment for one atsthma episode, or a routine
hospitalization costing #700 per day, may be catastrophic for
those with no insurance ot very limited resources. (NACHRI, 1987)

SMALL PERCENTAGE OF CHRONICALLY ILL CBILDREN INCUR HIGB PERCENTAGE OF
MEDICAL BXPENSES

*pever than 1 million or 1% of all children under 21 are likely to
incur catastrophic expenses if catastrophic is defined as
out-of-pocket medical expenses greater than 10% of family income,
(AP, 1986; Newacheck, 1986)

*About 5% of all children incur annual medical costs in excess of
$5,000. Others estimate that 5-10% of children incur catastrophic
expenses in excess of #10,000 (regardless of insurance coverage).
(Rosenbaum, 1987; AAP, 1937)

*In 1983-84, the 1,358 ,f admissions to children's hospitals
incurring catastrophic expenses over #50,000 accounted for 268 of
the total children's hospitals' inpatient charges. Newborns
accounted for S0% of these hospital admissions. (NACHRI, 1987)

*In 1980, the total cost for hospitalization of children with
activity limitations ($1.17 billion) was 30% of the total hospital
care costs ($3.86 billion) for all children. (Butler, 1985)

MILLIONS OF CHILDREN WITH NO HEALTH INSURANCE

ERIC
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*In 1985, 11 million children age 18 or younger wefe vninsured.
Among uninsured children, 648 lived in families headed by someone
without health insurance; 29% lived in families headed by someone
with employer-based health coverage, usually a parent. (Employee
Benefits Research Institute (EBRI}, 1987)

sThree-quarters of all uninsured children have family incomes
below 2008 of the federal poverty level, and between 66-75% live
in working families. (Rosenbaum, 1987)

*In 1985, nearly half of the uninsured children age 18 or under
lived in single-parent, usually female-headed, families, (EBRI,
1987)
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*Children without any form of health irgurance protection were
most likely to be Hispanics and near puor children whose family
incomes were between 100 and 2003 of po"sity. Children living in
the south and West and in the rural ateas wece more likely than
those in other regions and communities tc lack coverage. (Butler,
1985)

*10.3% of disabled children, and 19.S5% of disabled childten in
poverty have no health insurance. (But‘ar, 1935)

*Porty percent of ;11 disabled children below the federal poverty
level are not covered by Medicaid. Private grtoup and i.dividual
insurance covers about 60% of disabled childcen, compared to 75%
in the general child population. (Butler, 1985)

*In PY 1985, Medicaid served 10.9 million children younger than 21
-~ more than 400,000 fewer than were served in PY 1978.
(Rosenbaum, 1987)

*Uninsuted low-income children :ceive 40% less physician care and
half as much hospital care as insured children. (Rosenbaum, 1987)

MILLIONS OF CHILDREN WITH INADEQUATE INSURANGE

*0f those children under 18 who are insured, 17% do not have major
medical to cover special health care costs, and less than 10% have
unlimited coverage. (NACHRI, 1987}

*0f all employers responding to a major health insurance sutvey
conducted in 1986, 73% indicated that theit plans excluded
coverzge of pre-existing conditions. Only about 75% of plans
offered by medium and large-sized firme between 1980 and 1985
contained protections against huge out-of-pocket costs borne by
enrollees in the event of catastrophic illness. (Rosenbaum, 1987)

*Pourieen state Medicaid programs limit the number of hospital
days covered each year, and .5 states restrict the number of
covered physician visits. (Rosenbaum, 1987; Pox, 1984)
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Chairman PepPer. Thank you very much, Mr. Miller.
And now we will hear from that distinguished member of our
Subcommittee on Health and L.ong-Term Care, Ms. Oakar of Ohio.

STATEMENT OF REPRESENTATIVE MARY ROSE OAKAR

Ms. OAkAR. Thank you very much, Mr. Chairman.

Mr. Chairman and Chairman Miller, first of all I want to compli-
ment both of you. I have always thought that health issues are
family issues and it’s really a wonderful tribute that you could
have a hearing to show that the needs of the elderly are not unlike
the needs of the children of our country.

Mr. Chairmen, I have just seen a very poignant film. It began
about a half hour ago and was called “Suffer Not the Little Chil-
dren.” Many of our distinguished panelists today are the stars, in
quotation marks, of that film.

We’re proud of their families for coming forward to allow their
situation to be nationally known, because that way we can call at-
tention to the problem.

I want to compliment Susan Sullivan, one of the great actresses
of our time. I'm especially proud of her, not only because of the
work that she does in this direction—speaking out on children’s
issues, hospice care and other kinds of difficultiecs—but also be-
cause she started her career at the Cleveland Playhouse in my dis-
trict. We're proud of that, Susan. I'm not sure that was the spring-
board for all your success, but we’re especially proud of that.

One area th=’ I would just like to briefly discuss is a bill I've in-
troduced that relates to long term care for the elderly. When we
wrote this bill, we took a comprehensive notion about health care
and included the services that people need whether it’s home care
or various therapies. The fact is that this approach is cheaper. It
makes sense to deal with the situation of treating chronically ill in
this reasonable fashion.

The other point that I would briefly like to make, in my opening
statement, is that I was very, very chagrined when I found out
from one of the member’s wives, Camilla Walgren, that at NIH,
which as you know very often does experimental research with
those people who are terminally ill, who are the so-called hopeless
cases that want hope, there are about 40 children in one of the
cancer wards over there. These children received therapy that
makes them bald. Some are amputees, some and have burns from
radiation and are swollen, and they range from ages of about 2 or 3
to about 11 or 12. One of the things that the Inspector General of
HHS has done recently is to rule that these kids could not have
what is to them a lifeline, their phone service—so that they could
call their friends at school or their families. Most of them are
pretty much alone and I think that the telephone service is as the
doctors said, part of their therapy. I would just hope that NIH and
the Inspector General understand that having those phones, their
lifeline, is part of the treatment for their illness and it gives them
a sense of Lope and comraderie when they can talk to their loved
ones. It also takes a lot of the stress away that is very often reiated
to cancer.

17
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So today, I hope that my distinguished Chairmen who have al-
ready, I think, called akout this and I know Jim Wright, the Speak-
er, is very concerned about this, I hepe that we can all work to-
gether and do something today to restore that toll-free ability for
these people to call their loved ones. These kids, I'll tell you, will
really do something very, very positive in a short time, so I call on
NIH to restore that service. Otherwise we’d have to do a little line
item or something that doesn’t make a lot of sense to have that
kind of a fight when it’s so doable.

So I want to thank both of you and compliment you and I look
forward to working with you on these and other issues. Thank you.

[The prepared statement of Representative Oakar follows:]
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PREPARED STATEMENT OF REPRESENTATIVE MARY ROSE OAKAR

CHAIRMAN MILLER, CHAIRMAN PEPPER, DISTINGUISHED GUESTS. I AM VERY
PLEASED TO BE A PART OF THIS HEARING THIS MORNING. THE ISSUES OF
CATASTROPHIC HEALTH CARE ARE VITAL ONES THAT WE MUST DISCUSS. AS A
MEMBER OF THE SELECT COMMITTE CN AGING, I HAVE LONG POUGHT TO SEE
THAT ADEQUATE HEALTH COVERAGE IS PROVIDED POR OUR ELDERLY
POPULATION. AS A MEMBER OF THE POST OPPICE AND CIVIL SERVICE
COMMITTEE I HAVE LONG FOUGHT TO PROVIDE ADEQUATE COVERAGE FOR OUR
FEDERAL EMPLOYEES. AND I AM HERE TODAY TO SAY THAT WE MUST ALSO
HELP CHILDREN AND THEIR PAMILIES WHO FACE CATASTROPHIC ILLNESS TO
DEAL WITH THE FINANCIAL PRESSURES THAT THAT ILLNESS CAUSES. THE
ILLNESS ALONE IS DEVASTATING ENOUGH FOR THE CHILD AND THE FAMILY. WE
CANNOT STOP THE ILLNESS. BUT WE CAN HELP BY INSURANCE POR HELATH
CARE. 1LOOK FORWARD TO HEARING THE THOUGHTS OF OUR EXPERTS TODAY
AND TO WORKING ON THIS PROBLEM.

1 ALSO WISH TO TAKE A MOMENT FOR A POINT OF PERSONAL PRIVILEGE. I WANT
TO BRING TO THE AWARENESS OF THE MEMBERS OF THESE COMMITTEES A
SITUATION INVOLVING CHILDREN WITE CANCER AND OTHER CHRONIC ILLNES3ES
WHO ARE PATIENTS AT THE NATIONAL INSTITUTES OF HEALTH. NIH IS
RESPONSIBLE, OF COURSE, FOR TREATING PATIENTS PROM ALL OVER THE
COUNTRY. THESE PATIENTS SERVE US ALL. BECAUSE THEY ARE WILLING TO
UNDERGO EXPERIMENTAL TREATMENTS, WE ARE COM'™NG CLOSER TO CURES
FOR SOME OF THESE MAJOR ILLNESSES.

RIGHT NOW, THERE ARE OVER 40 CHILDREN AT NIH. THEY COME FPROM ALL
OVER THE COUNTRY AND ARE OFTEN COMPLETELY REMOVED PROM THEIR
BROTHERS, SISTERS, GRANDPARENTS, PRIENDS. AT A PARTICULARLY LONELY
AND DIFFICULT TIME, THEY HAVE VOLUNTEERED TO GO AWAY PROM HOME 80
THAT WE CAN BENEPIT AND SO THEY CAN HOPL THAT MAYBE THE NEW
TREATMENT CAN HELP.

ITS$ SCARY AND LONELY FOR THESE CHILDREN. AND ITIS SCARY AND LONELY
POR THE PARENT WHO ACCOMPANIES THEM. USUALLY, ONLY ONE PARENT CAN
COME WITH THE CHILD. SOMETIVMES, THERE IS ONLY ONE PARENT AND OTHER
CHILDREN ARE LEFT AT HOME. THESE PARENTS, TOO, ARE TRYING TO
MAINTAIN SOME SORT OF FAMILY LIPE. BOTH NEED THE SUPPORT OF THEIR

PRIENDS AND THEIR PAMILIES.
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UNTIL LAST SUMMER, WE PROVIDED ONE SMALL COMFORT TO THESE CHILDREN
AND THESE PARENTS. NIH PROVIDED A PHONE AT THE END OF THE WARD. A
CHILD OR THAT CHILD'S PARENT COULD USE THAT PHONE FREE OF CHARGE TO
REACH OUT FOR SUPPORT, FOR HELP, AND TO KEEP IN TOUCH WITH OTHER
FAMILY AND PRIENDS AT HOME. FOR SOME OF THE CHILDREN, THAT PHONE
WAS ALL THAT WAS KEEPING THEM IN TOUCH WITH A "NORMAL" WORLPS. FOR
SOME CHILDREN AT HOME, IT WAS THE ONLY wAY THEY GOT TO KNOW THEIR
SISTER OR BROTHER WAS OK, AND THAT MOM AND DAD STILL LOVED THEM.

BUT LAST SUMMER, NIH DECIDED THAT THE PHONE WAS COSTING TOO MUCH
AND THAT PATIENTS COELD NOT USE THE PHONE BECAUSE THEY ARE NOT

FEDERAL EMPLOYEES. INSTEAD, NIH INSTALLED A PAY PHONE. OR, THEY SAID,
THE CHILD COULD USE THE PHONE POR FREE IF A NURSE OR A SOCIAL WORKER
SAYS IT iS NECESSARY AND THE CHILD DOESN'T HAVE THE MONEY.

T UNDERSTAND, AS WE AL. DO, THE CURRENT DEFICIT PROBLEMS. BUT THIS ISA
HEARTLESS SOLUTION. THESE CHILDREN ARE AT NIH SO WE CAN BENEFIT PROM
THE RESEARCH IN WHICH THEY PARTICIPATE. WE ASKED THEM TO SEPARATE
FROM THEIR FAMILIES AND THEIR PRIENDS. THE LEAST WE CAN DO IS HELP
THEM AND PROVIDE THE SIMPLE COMFORT OF A PHONE CALL. HAVE YOU EVER
TRIED TO SEEK COMFORT OVER A PAY PHONE? IMAGINE YOURSELF AS A CHILD
WHO IS SCARED, WHO IS SICK, AND AN OPERATOR SAYS "PLEASE DEPOSIT
$1.50". OR IMAGINE YOURSELPF HAVING TO INTERRUPT THE NURSE WHO IS
HELPING YOUR VERY SICK ROOMMATE TO ASK IF SHE'LL SIGN A STATEMENT SO
YOU CAN CALL YOUR DAD AND TELL HIM YOU'RE SCARED.

THIS SITUATION WAS BROUGHT TO MY ATTENTION BY MRS. CARMELA WALGREN,
WIFE OF THE CONGRESSMAN FROM PCNNSYLVANIA. CONGRESSMAN WALGREN
AND OTHERS HAVE ASKED NIH TO PLEASE RECONSIDER THEIR DECISION AND
ALLOW THESE CHILDREN THIS SMALL COMFORT. THEY DESERVE IT.

THAVE WRITTEN TODAY TO DR. JAMES B. WYNGAARDEN, DIRECTOR OF NIH TO
ASK HIM TO RECONSIDER AND TO KEEP ME INFORMED OP THE STATUS OF THIS
SITUATION. I ASK EACH OF YOU ON THESE COMMITTEES TO DO THE SAME. |
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MR CHAIRMEN, 1 AM ASKING FOR YOUR ASSISTANCE IN A VERY DOABLE
SITUATION. RARELY, IN OUR TIME AS MEMBERS, CAN WE MAKE SUCH A HUGE
DIFFERENCE Ii THE LIVES OF PEOPLE WITH SUCH A SMALL STEP. BY WORKING
WITH NIH TODAY, WE CAN HELP AT LEAST THESE 40 CHILDREN WHILE WE SEEK
WAYS TO HELP ALL OF THE CHILDREN WITH CHRONIC AND CATASTROPHIC
ILLNESSES. ONE NEVER KNOWS THE EXACT RELATIONSHIP BETWEEN MENTAL
STATE AND STRESS AND RECOVERY OR REMISSION FROM CANCER. IF THESE
PHONES CAN HELP ONE OF THESE 40 CHILDREN TO RECOVER OR EASE THE PAIN
OF ONE THEY ARE WORTH IT. AND WE CAN DO SOMETHING ABOUT IT NOW.

AGAIN, THANK YOU POR ALLOWING ME THIS POINT OF PERSONAL PRIVELECE.
AND THANK YOU TO OUR GUESTS TODAY. TOGETHER, WE WILL FIND WAYS TO

HELP ALL CHILDREN, ALL PEOPLE WITH HEALTH CARE NEEDS.

THANK YOU.

N
s
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Chairman Pepper. Thank you very much, Ms. Oakar.
Now we have the Honorable Ike Skelton of Missouri, another
very able and very interested and dedicated member of cur Sub-

committee on Health and Long-Term Care, the Honorable Ike Skel-
ton.

STATEMENT OF REPRESENTATIVE IKE SKELTON

Mr. SkeLTON. Thank you, Mr. Chairman.

My remarks are very brief because we do wish to hear from the
panel. I merely wish to compliment both you and the gentleman
from California, Mr. Miller.

Joint hearings are not all that common. When you have a joint
hearing from the two subcommittees that we have today, vou have
a great deal of interest across the spectrum. I know that as a result
of this, there will be a great deal of knowledge gained by the Con-
gress, a great deal of impetus to move forward on the issue.

I compliment the witnessees on coming and sharing their
thoughts and their time and their talents that they have offered in
this cause.

I compliment them and particularly, Ms. Sullivan. Thank you,
Mr. Chairman.

Chairman Pepper. Thank you, Mr. Skelton.

Chairman MILLER. I'd like to introduce Dr. Roy Rowland who is a
member of the Select Committee on Children, Youth, and Families
and represents the State of Georgia.

STATEMENT OF REPRESENTATIVE J. ROY ROWLAND

Mr. RowraND. Thank you very much, Mr. Chairman, and may I
congratulate both you and the Senator for holding this joint hear-
ing on the health needs of critically ill children.

I appreciate this opportunity to learn more about the health re-
lated problems that confront the families of these children and to
receive an update on the current status of public and private ef-
forts to provide necessary medical services. As you know, the isgsue
of catastrophic illness is one of the most pressing concerns in the
100th Congress and not surprisingly, numerous legislative propos-
als have been introduced. However, most of these proposals do not
extend beyond the elderly in providing protection for catastrophic
illnesses.

An illness of this kind is devastating, both financially and emo-
tionally, no matter how old the victim is. However, when a child is
faced with such an illness, the impact on the family may be differ-
ent chan when the victim is elderly. I think it is very important
that both of these Committees, one that focuses on aging and the
other that focuses on children and the families have Jjoint hearings.
It demonstrates a sensitivity to the fact that subtle differences in
insurance needs for the young and the elderly may exist.

Although catastrophic coverage for the uninsured or under-in-
sured has historically been the responsibility of State and local gov-
ernments, the time, I believe, is right to explore what role the Fed-
eral Government may play in encouraging reasonable catastrophic
protection for all who need it. 'm sure that when we leave here
today, we will have a better understanding of v hat the needs are
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for children and how we may best focus our energies on these
needs.

I commend the people who are here today to provide testimony
this morning and I look forward to joining in efforts to address the
issue of catastrophic insurance coverage for all Americans.

Thank you very much, Mr. Chairman.

Chairman Pepper. Thank you very much, Mr. Rowland.

At this time, if there are no objections, I would like to submit the
prepared statement of Congressman George C. Wortley for the
hearing record. Hearing no objections, so ordered.

[The prepared statement of Representative George C. Wortley
follows:]
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REPARED STATEMENT OF REPRESENTATIVE GEORGE C. WORTLEY

Mr. Chaircan, 1 commend you for holding «nis special joint hearing. 1 find this
hearing especislly important as I have the honor of serving on both select

committees.

Oftentimes, when we think of catastrophic health care, we think exclusively of
the elderly population. We fail to address the rest of the population who are
alao at risk for catastrophic illnesa. Thousands of children each year require
transplants, corrective surgery, or an operation following an acciaeat. Indeed,

the spectrum is much larger than most of us have been focusing upon.

So many families are uninsured or under-insured, and i1t is & tremendous financial
drain on a couple just beginning their family. The impact of a child's
catastrophic illness upon a family ia immeasurable. Beyond the financial
considerationa are the other children in the fsmily--the emotional drsin on the
parents and the possibility that the other children may feel deprived of their
parents love and attention because 8o much of the psrents time must be devoted to

the chid who is :11.

All of these aspecta must be taken into consideration when discussing

catastrophic illness. We must widen the scope of our consideration to include

the younger population and the impact upon the entire family.

ERIC 24
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Chairman PeprER. I'd like to introduce the gentieman standing
over here to the right who represents the National Foundation for
Hospice and Home Care and was the one who put together a ve
fine film that we saw a few moments ago in another room, Mr. Bill
Halamandaris

Now, the lady who narrated that film so beautifully and who is
doin(ﬂesuch a magaificent job in this critical area of care for the
children is the lovely lady, a distinguished and beautiful actress,
Ms. Susan Sullivan.

PANEL ONE-—-YOUNGER AMERICANS WITH CHRONIC HEALTH
PROBLEMS: CONSISTING OF SUSAN SULLIVAN, ACTRESS, LOS
ANGELES, CA, AND SPOKESPERSON FOR NATIONAL FOUNDA-
TION FOR HOME CARE, WASHINGTON, DC; RANDY KRAMER,
MIAMI, FL; ANGIE BACHSCHMIDT, WASHINGTON, DC, ON
BEHALF OF HER SON ROBERT, AGE 4; TRACY SUTTON, PHOE.
NIX, AZ, ON BEHALF OF HER SON ALEX, AGE 3; SANDY
RECKEWEG, WALDORF, MD, ON BEHALF OF HER SON JEFF,
AGE 5; JOE MILLER, LOS ANGELES, CA; STEVEN BROWN, BE-
THESDA, MD; DIANE FLEMING, BETHESDA, MD; DEBORAH RUS-
SELL, KALAMAZOO, MI, ON BEHALF OF HER SON DANIEL; AND
REV. ROBERT K. MASFIE, JR., BOSTON, MA

STATEMENT OF SUSAN SULLIVAN

Ms. SuLLivan. Thank you, thank you Senator Pepper.

Mr. Chairman, members of the committee, my name is Susan
Sullivan. I'm here as a member of the Board of Trustees and na-
ggnal spokesperson for the Foundation for Hospice and Home

re.

I am sorry that everybody did not see this film and I hope you
will get a chance to see it another time.

I have an official statement that I'm not going to bore you with
by reading it to you. I'd like to submit it for the record.

Chairman PeppER. Without objection, it will be received.

Ms. Suruivan. I think that these children and these parents will
speak far more eloquently on this issue than I can.

I would like to make one personal observation, if I may, that
really has nothing to do with the foundation’s report.

It seems to me and I suppose it’s partially my observation as an
actress, as I look around at these children and at these parents,
that we all have such a deep longing to be taken care of and a hope
that in this high tech society of ours, somebody is going to come up
with a solution to all of our greatest fears, those of illness, those of
dying, and that these problems can be solved. I think there is a
great danger in this hope because I think what happens is that we
abdicate our responsibility and when we abdicate our responsibil-
ity, we lose our personal power.

When my father was dying, he was in the hospital. He had
cancer. He was ready to come home. This is probably a terrible
thing to say, but we did not want him to come home. He did not
want to come home. We were terrified. We were terrified that we
wouldn’t be able to take care of him. My father was a wonderful
man, but difficult in the best of times and certainly, these were not
the best of times.- 7 - -
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He 3id come home. We did take care of him. It's alwavs hard for
me to say this because it sounds strange. It was probably one of the
most powerfal, one of the most important times in the life of not
only my father, but of my family. We came together in a way that
you can only come together around great issues, around life and
doath issues, around this kind of illness where poeople find out
who they are. Ycu either rise up and become the best of yourself or
you don’t. These families have similar careers.

All these parents want is the opportunity to take care of their
own. All they want is the opportunity to take on their responsibil-
ities.

How can we not help them to do this?

I think technology is a very poor substitute for humanity. As we
become even more sophisticated in this society, we are going to
have to deal with the aging process. We are all going to have to
learn how to take care of cir own. We have here before you lead-
ers and great examples of vhat. So I ask this com:nittee, as yon
deal with the catastrophic health insurance problems, please don't
forget these children. I think the only greater catastroohe would be
if we didn’t help them.

Thank you.

Chairman PeppER. Thank you very much, Ms. Sullivan, for all
that you have contributed to this meaningful subject.

[The prepared statement of Susan Sullivan follows:]
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PREPARED STATEMENT OF SUSAN SULLIVAN, MEMBER, BOARD OF
TRUSTEES; AND SPOKESPERSON FOR THE FOUNDATION FOR HOSPICE

AND HOMECARE

Mr. Chairman. Members of the Committec, my name 15 Susan
Sullivan. I am here today as a member of the Board of Trustees and
spoxesperson for the Foundation for Hospice and Homecare.

I have been involved with hospice since the death of my
father. He had cancer and died at home. I can't tell you how much
it meant to have him home at that time.

It was onc of the most powerful cxperiences in the life of my
family. We lived the last part of his life together. That simply would
not have been possible if we had left him in a hospital.

I becume involved with chronically ill children two ycars ago
At that ti'ac, I had a4 chance to meet some of these children and their
families. I found their cxpericnces were strangely similar to .my
own.

Chronic conditions and critical illness give you a heightened
sense of hat life is about. My father was at the end of his life
These children are just beginning theirs. But we share a concern for
the quality of life. We all want to keep our families together.

Shortly after meeting these familics, I was asked to represent
the Foundation before a Senate Committee interested in the
exploring home c.re for chronically ill chil¢ 'sn. Although I was
happy to oblige the Committee, I remember wondering why a
hearing was necessary.

The issue scemed so clear and the answer so obvious, I
wondered why it had to be discussed.

We all know children belong at home. This instinctive reaction
is supported by years of rescarch and countless studies which
document the importance of family support to a child’s development.

We all know about the progress of medical technology. The
manifestation of that technology is before you. The same technology
that keeps many of these children alive has been minatunzed to the
point where it is portable. This has made it possible to safely care
for most techonolgy-dependent childre + at home.

We also know that home care is almost always cost-effective.
On the average, we found the cost of caring for these children at
home is about onc fourth of the cost of supporting them in an
institution.

So, if it is better for the child and better for the family; if the
te-tnology is here; and it is safe and costcffective to bring these
children home - why isn’t that happening?

Given our socicty's tradition of concern for the young, what
about these children makes them so different that we neglect their
needs?

Why, as you will hear, do we make families move from state to
state and even give up their children before we will provide the
as.istance they nced?

27




A

.

ERI!

Aruitoxt provided by Eic:

=

22

Why will the government and most insurance companies spend
literally millions of dollars a year to support these children in
institutions but not a fraction of that to send them home?

Over the last two years, the Foundation's staff has travelled
across this country to determinc the nature and prevalence of this
problem. We have talked to dozens of families, doctors, nurses and
other health professionals. We have interviewed representatives of
insurance companies and we have talked with Federal, state and
local policy makers. We have producad the documentary you have
just seen and the report to be discussed by the next pancl.

Our conclusion is that there 1s one overriding reason this
problem continues. All of our health programs are structured to deal
with acute illness. These children, hke the growing number of
seniors on the oth*r side of life, hiave chronic health conditions.

What they need is long-term care. What they need 15 a
coordinated national program that is flexible enough to adapt to the
uniquencss of cach situation and comprehensive enough to provide
the assistance necessary.

Mr. Chairman, I know you and your colleagues deal with a
dozens of difficult issues every day. Day in and day out you must
decide questions of national security and economic importance.

You must worry about arms control and the environment,
balancing the budget and the deficit, farm policy and foreign affairs.
All of these and others are complicated issuzs. They present options
that seem a thousand shades of grey and requirc ncat judgment.

Thiz isn’t on> of them. Rarely will »ou have a chance to do
something so obviously right and so clearly necessary.

Rarely will you have a chance to do something that can so
significantly improve the lives of your constituents and the strength
of our society.

There is no down side to this issue. There are no ¢ast over-
runs. You don't have to worry about the adverse reaction of interest
groups or the cnemics you might make.

This is an issue that has been endorsed by Republicans and
Democrats, liberals and conservatives ahke. The issue here is as
basic as humanity and as fundamental as compassion.

In short, this is chance to be on the side of the angels. All these
children nced 1s a program that allows them to lead something
resembling 2 normal a life.

As you continue your discussions of catastrophic health
insurance, I ask you to remember these children. There is no health
need larger than theirs. In fact, the only greater catastrophy 1 can
imagine is if we do nothing to help them.

Thank you.
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Chairman MiLLER. Ne~t we will hear from Randy Kramer from
Mlﬂnll.

STATEMENT OF RANDY KRAMER

Ms. KraMER. By looking at me you may say to yourselves what’s
wrong with her, she looks OK. Well, things are not as great as they
appear. You are going to have to hear about my disease because
you can’t see it.

I have a disesse called cystic fibrosis. This disease causes thick
mucus to collect in my lungs, making it difficult for me to breathe.
To a normal person, it may feel like having the flu. To treat CF I
take aerosols and medication and somebody hits me for an hour
twice a day to bring up the congestion to make it easier for me to
breathe. It's degrading for me to have to live my life around some-
body to keep me alive, but I fight back and I do everything I can in
my power to keep myself going.

That is why I'm here today. I'm up against bureaucracy, besides
having to deal with the symptoms of my disease. I am 27 and on
the medicare program. I have been eligible for medicare since I
was 22. Medicare pays my doctor bills and my hospital bills, except
for the deductible. I see the doctor once a month and am hospital-
ized at least three times a year for a 2-week stay. In addition, I
have to go to the hospital twice a day for therapy. I used to have
my therapy at home until I reached the limit or: my private policy.
But I have to have it in the hospital now. The medicare pelicy says
that in order to receive home care, I must be homebound and even
when I'm homebound, Medicare will orllll'ﬂ pay for physical therapy
or skilled nursing up to $500 per year. They do not pay for respira-
tory therapists, who are qualified and trained to take care of
people witﬁ problems like mine, but they do pay for outpatient
treatment in the hospital.

I use the outpatient department at Baptist and Doctors Hospital
for my treatments, costing $350 per day.

The cost for the same treatment at home is $50 a day. The gov-
ernment has been billed—are you ready for this amount—$90,000
for my outpatient treatment since last March.

I did some research on my own and found that in the United
States, there are approximately 800 patients with cystic fibrosis
who receive treatments at the hospital, costing an average of $125
per treatment. These patients are on Medicare and it is costing the
government approximately $200,000 per day and $6 million per
month.

Mow, if these patients were to receive treatment in the privacy of
their own home, the average cost would be $25 per treatment,
saving the government $4.8 million per month.

Would you believe Medicare has closed their eyes to this savings?
Kathy Gardner, who was put on my case last year, and myself re-
ceived a letter from Dr. Bowen stating it would require a specific
legislative change to have respiratory treatments covered under
the Medicare home health benefit when serviced by a respiratory
therapist. The punchline is, Medicare decided to take two of my
outpatient therapy bills totalling $7,000 and reject them because
these services were the type that can be dune at home. In addition,
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I used to go to the physical therapy department and exercise with
the mist treatmen: and oxygen. This was to try and maintain my
lungs and try to improve their capacity. After 6 months of treat-
ment, I was recently notified that Medicare will not pay because
these treatments are not medically necessary.

The bills amount to $6,000. Whoever denied this should live in
my body and see how it feels and tell me it is not medically neces-
sary. More important than the financial savings is that personal
freedom has been taken away from my life. It's bad enough I have
to take treatments every day of my life, let alone plan the day
around going back and forth to the hospital. It takes me 3 hours to
get one treatment. It takes almost a whole day because I take 6
hours for two treatments. This makes me feel even worse. I get
tired, I get sick. I pick up more viruses because I'm expwsed to
them in the hospital. I was hospitalized five times last year and it’s
not my choice to have this done every day. I have to do it in order
‘o stay alive.

A lot of people whe i:ave health prcblems say oh, I'll take care of
myself tomorrow. I can’t afford to take these chances. The quality
of my health—my life is very important to me because I don’t have
the quantity. There’s no cure for CF. Treatment is directed toward
other illnesses like asthma, emphysema, chronic bronchitis. There’s
nothing in the book that gives a specific treaument for cystic fibro-
sis.

Twenty years ago, they were offering the same treatment that
they are today. With all this new technology, it seems they would
have found a better treatment or more of a medical help. CF was
never noticed as a significant problem. That’s because they never
saw anyone live long enough. All of them died at age 12. Some of
us were lucky to stick around and I'm a part of the new genera-
tion. I am here today because I'm living and I’m a prisoner of my
own life right now. I can’t get help and I wish you would please
help me escape because I can’t get through all this red tape and
the President’s catastrophic plan would not help me at all.

It's up to you and Congress to help me and everybody else like
me.

Thank you.

Chairman MiLLER. Thank you, Randy.

[The prepared statens nt of Randy Kramer follows:]




"“?E§§$
~ N

25

¥

M

PREPARED STATEMEWT OF RANDY KRAMER, MIAMI, FL

Good morning. My name is Randy Kramer. I‘'m 25 years old and I live
in Miami. Some of you may be looking at me and thinking. she appear-
to be in perfect health -- why 1is she here? The fact 1s I have
cystic fibrosis. a disease which causes thick mucus to collect ia nry
lungs. making it feel like there’'s a pillow over my face when I try
to breathe. Years ago. this debilitating illness would have requircd
confinement to & hospftal. Now., though. I can fight back. devoting
my life to taking care of my health. Since I first learned I had (F
I have become well educated in lung disease and the treatments
available. For five hours each day I exercise and toke two
respiratory treatments -- in fact. 1°l11 have one as soon as I leave
this hearing. These treatments are not a cure-all but a means of
survival. They provide a few hours of relief of not being conscious
of every breath I take. Having cystic fibrosis has also taught me
about the baffling bureaucracy of the U.S. health care system. 1°d
like to tell you a little about my experience in that area. I have
been eligible for Medicare since 1 was 22. Medicare pays my doctor
bills and hospital bills except for the deductible., which is now
§520. I have to see the doctor once a month and I am hospitalized on
an average of three to four times a year. Each time I am
hospitalized. I stay a mininum of two weeks. In addition, I have to
go to the hospital twice a day for therapy. I used to have my
therapy at home until I reached the $50,000 limit on my Aetna
insurance policy. Medicare won't let me have therapy at home becaus:
I don‘t meet their criterion of being homebound. Even when I am
homebound., Medicare will only pay for a physical therapist or a
skilled nurse. They do not pay for the respiratory therapists who
are qualified and trained. Because of these quirks in the benefit
structure., I am forced to use the outpatient department of the
Baptist Hospital for my treatment. The cost of these treatments is
roughly S350 a day, but the cost of the same treatment at home is
about S50 a day. ~he government could save a lot of money by letting
me get therapy av home. It would be better for me because every time
I go to the hospital. I am exposed to sickness that could cause
readmission to the hospital. I am burning up my Social Security
money on transportation. and the trips back and forth also mean wear
and tear on my body. As you know, there is traffic in the morning
and getting up at 6 o‘clock in the morning is difficult for me. I
have a new insurance policy which is supposed to cover 80 percent of
what Medicare doesn’'t pay. I thought it sounded promising. but it
has a $1.,000 deductible and it doesn’'t cover home care. Another dead
end. I have tried everything I can think of to try to get coverage
for my treatments at home. I wrote Congressman Pepper. who then
wrote a letter to Secretary Bowen at Health and Human Services. The
reply was negative. Mr. Don Newman. Under Secretary of HHS, wrote
that, although there are some parts of the Medicare law in which
there is flexibility, this was not one of them. I am not "homebound"
and so the home care benefit is denied to me. Period. I‘ve also
tried persuading my insurance company to cover home care. but without
success. When I get sick. I need help. and I need help from getting
sick. I don‘t think it should be such a struggle to get the

high-quality health care I need in the best possible getting.
Limitations on the provision of health care are hurting rather than
helping wWith all the hard decisions legislators have to make in
light of current budgetary constraints. expanding healtk care options
outside the hospital would save money. and improve the health of
many. I should tell you that there was another development in my
story jfust last week. I got a notice from Medicare that they would
not honor over $7500 in bills for my therapy. even though these are
expenses I know they‘ve covered for me in the past. And what was the
reason cited? In a classic "catch 22" response. the notice said that
Medicare couldn't pay for these services in the hospital because they
could be provided in the home. Can you believe it?

I am & fighter and I intend to keep fighting this illogical

situation. I hope those of you in Congress will pay close attention
to the stories presented today and work to enact some kind of policy
to help those of us with chronic illnesses. The President's

catastrophic plan would not help me at all. It‘'s up to those of you
in the Congress to help us. 1In my case and in many others. the home
care option would save the government money -- about S4.5 million per

month. according to my calculations. fo. stic f£ib; i
alone. Thank you. il rosis patients
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Chairman Pepper. We're going to question the witnesses later,
but I can’t refrain from saying that what Ms. Kramer just told us
not only indicates the callousness, but the ridiculousness of the pro-
gram that we follow today. I'm sure that our committee here joint-
ly is going to recommend a new definition of homebound, which
will permit you to get the home care that you are entitled to re-
ceive, Randy.

The next witness will be Mr. Robert Bachschmidt, age 4 of Wash-
ington. He suffers from muscular dystrophy. He’s accompanied by
his mother, Mrs. Angie Bachschmidt and we’ll be glad to hear from
you. Mrs. Bachschmidt

STATEMENT OF ANGIE BACHSCHMIDT

Mrs. BacuscHMipT. Good morning.

I am Angie Bachschmidt and I'm frcm Washington, DC. I am
here to tell you about my youngest son, Robert. He’s age 4 and he
suffers from muscular dystrophy. He has a severe form of muscular
dystrophy that is congenital and has kept him in and out of the
hospital intensive care units for 2 years of his life, While in the
hospital, he was placed on a ventilator to save his life. Because we
realized that Robert would probably need ventilator assistance for
the rest of his life, and we so desperately wanted him home with
us, his father and I approached the staff of Children’s Hospital of
the King’s Daughters in Norfolk, Virginia, where we were living at
the time about the feasibility of caring for Robert at home. We
were informed that neither the hospital nor the State of Virginia
had the necessary resources to properly care for Robert at home. In
desperation, we approached other hospitals outside the area. Phila-
delphia Children’s Hospital turned us away; so did Bethesda Naval
Hospital. Finally, in April, 1984, Children’s Hospital National Med-
ical Center in Washington, D.C. accepted Robert as a child to re-
ceive home care.

My husband is a first-class engineman in the Navy and through
the Navy, we are covered by CHAMPUS health insurance. When
Robert was accepted at Children’s Hospital, the Navy graciously
granted us a humanitarian transfer to Washington, DC. At the
time of our transfer, CHAMPUS approved Robert’s home care and
agreed to pay for his medical costs. Then we got unsettling news.
CHAMPUS would pay a maximum of $1,000 per month for home
care expenses. This amount would not even cover the rental costs
of Robert’s equipment, not to mention needed supplies, nursing
care and the other resources necessary to ensure quality care at
home. Despite our attempts to reason with them, CHAMPUS re-
fused to cover our expenses. Robert remained at Children’s Hospi-
tal, where his expenses for 18 months of hospitalization totalled
$865,800. Home care for this same period of time would have been
approximately $30,000—nearly one-tenth of the cost of hospitaliza-
tion.

In an unsuccessful attempt to get access to home care, our family
had moved from Virginia to Maryland, where we heard the
chances were better. Again, in hopes of having Robert home with
the family, we had to move to Washington, DC. We were told that
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with special permission, medicaid would cover expenses for home
nursing. Finally, in January of 1985, Robert came home.

Robert has received home nursing care for 2 years. CHAMPUS
pays for most of Robert’s supplies such as the respirator and cath-
eters, as well as equipment needed to clear his lungs. Even so,
many of Robert’s needs go unmet. He does not receive any physical
therapy, occupational therapy or speech therapy because these are
not reimbursable by CHAMPUS or medicaid. I am responsible for
the costs such as increased utility bills, transportation, and other
additional costs. I wish my family could get assistance in dealing
with the stress of caring for technology-dependent childre., either
in the form of respite care or social work and counseling. Unfortu-
nately, such resources are not available. I am left alone to pull all
tge nebessary resources together and figure out how to pay for
them.

Saving a child with modern technology is a blessing. Being able
to keep that child at home is a blessing too, but unless there is
some guarantee of provision of comprehensive services, quality
home care is impossible. Being at home with his family has made a
wonderful difference for Robert. You wouldn’t believe it’s the same
kid who was in the hospital. They say children who have been
trached can’t talk, but he talks. He laughs and smiles and will kiss

you.

I think families should have the right to care for their children
at home, regardless of the State they live in and who’s going to pay
the bills. Having a chronically ill child is difficult. At least families
should be given the help they need.

Thank you.

Chairman PeppER. Thank you very much, Mrs. Bachschmidt.

Chairman MiLLER. Next, we will hear from Tracy Sutton, the
father of Alex Sutton, of Phoenix, Arizona, who suffers from Tay-
Sachs disease.

Mrs. SuttoNn. All right, we have a little change, his mom’s going
to speak.

Chairman MiLLER. You changed the order and mom’s going to
talk here?

STATEMENT OF TRACY SUTTON

Mrs. SuTTON. Good morning. My name is Tracy Sutton and I'm
Alex’s mom. Alex will be 3 next month. I'm here to tell you about
him. He suffers from Tay-Sachs. It’'s a degenerative and terminal
disease which causes the breakdown of the nervous system. Alex
developed as a normal child until about the age of seven months.
At that time we noticed that he was not learning new things.
That’s when we became anxious to find out exactly what was going
on. The doctors told us what they wanted to do was wait until Alex
was a year old before they did any analysis because typically chil-
dren develop at different rates. We felt that there was definitely
something wrong. We took him to a child development specialist
and she suspected he was going to be severely retarded. We didn’t
know why. We decided to go through further testing and that’s
when we came up with the knowledge that Alex had Tay-Sachs
Disease, a genetic disorder.
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The doctors first said that Alex would live approximately 3 to 5
years. Now they said it’s back to 3 to 4 years. They warned us that

. Alex’s development would reverse and he would go back to being

like a baby, which is pretty much where he is now. He can’t do
much of anything. He’s blind. He can’t laugh or Cry or even move.
He is in constant need of respiratory treatment to prevent pneumo-
nia. His feedings ace given by means of a G-tube. He has a series of
medications he has to take to control his epileptic seizures, which
sometimes last 25 to 30 minutes. It’s very difficult to get the right
combinations of medications to keep his seizures under control. His
medications also have serious side effects such as internal bleeding
and liver toxicity.

In the State of Arizona, there are no financial programs estab-
lished to aid people with this type of catastrophic illness. It’s hard
for me to believe that there is no program set up for children in
Alex’s situation. The only options open to us would have been to
have the insurance company allow him to stay in the hospital on a
full-time basis, which they didn’t want to do, or make Alex a ward
of the State, in which case we would have to give him up. We don’t
want to do that. Alex is our baby. We want him at home with us.

Fortunately, we were able to persuade our insurance company to
cover home health care. This \ as not an easy task, but with the
assistance of numerous doctors, they finally conceded it is the best
kind of care for Alex and it is also a better bargain for the insur-
ance company than hospitalization. Tony had Blue Cross-Blue
Shield which would cover 80 percent of total costs. In our case,
that’s 80 percent of $200 to $250,000 a year, so the 20 percent that
we would cover out of pocket, would still have been an awful lot
and in fact, there is even a maximum on what Blue Cross can pay
for catastrophic coverage. We are more fortunate than most be-
cause I work for a large hospital system and have excellent insur-
ance. If I didn’t have that, I don’t know what we would do.

Obviously, there is a great need not only on the State level but
at the national level. The new Reagan plan wouldn’t do anything
for children, so that’s not the solution. There needs to be an aware-
ness of the catastrophic health care needs of children. Policies
must be created to establish precedents, so that when someone is
faced with a situation like this, they know where to turn for assist-
ance A catastrophic illness such as Tay-Sachs is emotionally
straining and the victims should be assisted with their financial
burdens.

Thank you.,

Chairman PepprR. Thank you very much.

Now, the next witness is Jeff Reckeweg. He’s age 5 from Wal-
dorf, Maryland. He has hyperventilation syndrome, a respiratory
disorder. He’s accompanied by his mother, Ms. Sandy Reckeweg,
and we would be pleased to hear you.

STATEMENT OF SANDY RECKEWEG

Ms. RecKEWEG. Good morning. My name is Sandy Reckeweg and
I live in Waldorf, Maryland. I would like to introduce you to my
5%-year-old son Jeffrey.
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Jeff and many others like him are the reason we are all here
today. When Jeff was 14 days old, he stopped breathing for the first
time. This was the beginning of our son’s numerous and perplexing
medical problems. Our son suffers from a rare and little under-
stood disorder called hyperventilation syndrome. This is a com-
bined respiratory and brainstem disorder in which Jeff does not ap-
propriately respond to CO. in his bloodstream. As a result, during
sleep and even at times during the day, Jeff's breathing becomes
dangerously shallow. This can lead to chronic respiratory failure,
heart failure and death if the child is not properly ventilated. In
short, our son’s life depends on the miracles of today’s technology.

Jeffrey spent the first 18 months of his life in a pediatric ICU.
Those were difficult times for our entire family, especially for our
older son, who was only 3 years old when Jeffrey was born.

When the decision was made to trach and ventilate Jeff during
sleep, we all talked about home care as an option. After 18 long
months, we were more than ready to bring our son home and hope-
fully enjoy some sort of family life. I was absolutely obsessed with
getting our son home. The hospital was raising our child. When a
child is in the hospital for a long period of time, one begins to lose
perspective that he is your child. It almost felt like our child be-
longed to the hospital. His doctor would not release him without
skilled nursi 1g care. The biggest obstacle was money. Jeff’s health
insurance was used up by the time he was 9 months old. We were
in a real dilemma. We were told our son would never again have
health insurance. Imagine being nine months old and being unin-
surable. After contacting the press and much, much persistance,
Crippled Children’s Services of Maryland agreed to pay for Jeff’'s
home care on a temporary basis.

My husband and I have gone through many emotional ups and
downs the last 5% years. We've experienced fear of losing our son,
anguish over not being able to bring our son home due to lack of
money, and despair over huge hospital bills due to not being able
to qualify for any assistance, because my husband made too much
money, even though Jeff had no insurance. To this day, we still
owe Children’s Hospital $800,002.

We felt joy at Jeff’s survival and at finally bein%1 able to bring
him home and pride at the wonderful success his home care has
been. We are very blessed to now be covered by the State of Mary-
land model waiver program. Without it, Jeff might very well have
grown up in a hospital intensive care unit. Up until his cischarge
at age 18 months, Jeff had never seen it rain, seen a flower or ex-
perienced the thrill of coming down his stairs on Christmas morn-

ing.

It is difficult to comprehend what Jeff’s life would have been
growing up in a hospital. Jeff now attends kindergarten in our
area school, rides his big wheel with his friends, eats popsicles,
learned to ski this winter and is even signed up to play soccer next
month. Quite a fun and high-quality life for a child who depends on
technology for survival. We are fortunate to have such a State pro-
gram. However, there are others in similar circumstances who do
not have the same. There are only a handful of States with such a
program.
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Our population of children is surviving illnesses which 10 years
ago they would never have survived. People have to understand,
technology is often keeping these children alive. However, our soci-
ety really does not know what to do with these children once they
have survived. I feel every child deserves the right to grow up with
a loving family. I recently agked Jeff’s 8-year-old brother what he
liked best about having his brother home. He replied, “I love the
things we do together”. He also replied to me, “I hate when Jeff
goes into the hospital. I am so lonely without him”. They are each
other’s best friends.

The average person takes something so simple as growing up
with a sibling for granted. These children have so much potential.
Let's make home care an available option for all chronically ill
people, young and old.

Thank you.

[The prepared statement of Sandy Reckeweg follows:]
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PREPARED STATEMENT OF SANDY RECKEWEG, WALDORF, MD., ON BEHALF
OF HER SON JEFFREY

Good morning. My name is Sandy Reckeweg and I'm here to tell you
about by son Jeffrey, who's five years old. When Jeff was about 14
days old, he stopped breathing for the first time. I was holding him
in mv arms in our bed and noticed he wasn't breathing. In a pamic, I
screamed at my husband and after trying several things desparately we
finally started Jeffrey breathing again.

Jeffrey got progressively worse instead of getting better and
after an initial misdiagnosis of sleep apnea, they tested him again
and gave us the diagnosis of Ondines -- a syndrome in which Jeffrey's
brain fails to tell his body to breath at night during sleep. This
can aappen at any time.

Jeffrey was in the hospital for about 18 months. He was in for a
year and home for about five weeks. Then he would be in the hospital
for three weeks; he'd be home for a day; he would have respiratory
arrest; he would have to go back to the hospital; he would spend
another month; he wouid come home for two days; he would arrest
again; he would be back in ihe hospital. So finally, we just decided
to keep him in the hospita’.

Then the doctors decided to put Jeff on a respirator full time
whenever he sleeps. This would allow him to stay at home. And after
-pending that much time in the hospital, I was very ready for Jeffrey
to be at home. When vou have a child who's in the hospital for that
long, especially in intesive care or a critical care unit, you sort
of lose the perspective that he is your child. You can't even give
him a hug in private, say. You have to always feel that, you know,
:he doors are open. I wanted to raise my own son.

The biggest problem was and is MONEV. We had a heaith insurance
policy with a limited lifetime coverage of $100,000. That was
completely exhausted no more than 9 months after Jeffrey was born.

We were told by different insurance companies that he could never get
insurance with his pre-existing condition. We even applied for
Medicaid, but were turned downed because the State said we had too
much money. The result? We are now in debt for about $800,000. It
costs over $600,000 a year for the health care Jeffrey needs to stay
alave in a hospital!

I wrote letters and called everyone I could think of. I was
absolutely obsessed with getting Jeff home. Then, we got lucky. The
Crippled Children's Services of Maryland agreed to pay for home care
for Jeff. It costs about $14,000 a month -- about one fourth the
cost of care in the hospital. This includes 16 hour a day nursing
care, the rental of his respirator, his oxygen, all of his ¢ “ipment
and medical bills.

There's a big difference with Jeff at home. He's brigher. He's
happier. It's really hard to explain how much he's grown. He came
home a docile little kid without any spunk at all. He had never been
outside. He'd never seen a cloud; he'd never seen it rain; he never
seen it snow. So when we got him home, the first thing we did was to
take him nut and who him all the nature of things people take for
granted that these kids can°t experience when they're growing up with
four walls of an intensive care unit. Now Jeff has a wonderful life
and there are very few limits on what he can do.

However, the support from Crippled Childrens could end at any
time. If that would happen I don't know what we'd do. I do know
that we can't afford the cost of his care. Pecple have to
understand, technology keeps many kids alive. But nobody seems ta
know what to do with them once they are alive, and I really think *
society owes them the right to be at home getting the health care
they need. We need a catastrophic health care program which would
provide this -- every day that goes by without it, people suffer.
Thank you.
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Chairman PeppER. Mrs. Reckeweg, I just want to comment so
that the record will show what a lively handsome little fellow Jeff

is.

Ms. REckeEwEG. Thank you.

Chairman Pepper. He'’s writing now with a pencil and smiling
and enjoying, apparently, what’s going on here—being in the spot-
light. That little child might not be alive if it had not been for
]»:'.hat you told us it was possible for you to have been able to give

im.

Ms. RECkeEwEG. You better believe it.

Thank you very much.

Chairman PepPER. There’s a lot of illness today that we don’t
have the answer for.

My wife passed away with cancer. I resorted to every source that
I knew of to try to find some way to save her. There wasn’t any.

But we do have technologies now that will save the lives of many
and make it possible for them to enjoy relative health. Surely,
surely we must provide some way to make that technology avail-
able to those who need it.

Chairman MiLLer. Thank you.

Next we’ll hear from Joe Miller, who's from Los Angeles.

STATEMENT OF JOE MILLER

Mr. JOoE MILLER. Good morning. 'm 18 years old and I live in Los
Angeles, California.

In 1985, about 2 years ago, I was at my friend’s house. It was the
day before our finals at school, our mid-semester finals. We were
leaving, getting ready to go study. I was riding my 10 speed and I
was going up the street. All of a sudden, my front tire flipped off
and I landed on my head and I broke my neck.

I spent the next 7 months in the hospital and I was pretty much
paralyzed from about the nipple line of the chest down. One day
when I was in the ICU unit, I asked the doctor if I was ever going
to be able to walk again and function normally. He told me no,
that I wouldn’t be able to, but that anything’s possible, you know,
since they don’t know too much about the spinal cord. But he told
me that he assumed that I would never be able to walk again.

It was rough for the first few months but I have slowly been ad-
justing every day of my life now. The biggest problem ;s that I need
nursing care at home, but since the government will not pay for it
my mom has been having to take care of me and that means she is
unable to work. We have trouble, you know, making ends meet
from month to month, week to week, with rent, pills, et cetera.

We have filed with the Social Security and homemaker chore
program they have in California to get help. We finally were grant-
ed the homemaker service and we found they would pay $3.72 a..
hour for the 7.5 hours of care a day they thought I needed. With
the Lelp of my social worker, we were able to prove I needed more
than 7.5 hours of care. However, it’s impossible to hire anyone for
$3.72 an hour. No one will work for that, so we've been put in a
position of going on welfare.

I was granted Social Security, but because my older sister
worked, they considered her inconie as part of the household’s.
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Therefore, I was allowed only $38 a month Social Security. When
my sister moved out, they increased my SSI to $103. We face the
same problem with my younger sister, Kathy, who is 15. She wants
to get a job to help, but if she brings in additional family income,
they’ll cut my SSI benefits. more than likely.

These kinds of policies force people to do desperate things. I had
a friend who was in the hospital—my roommate for a while—and
then he left the hospital. He had nursing for a while and then they
cut it. He was pretty depressed about his situation. When they cut
his nursing, he contemplated and tried to commit suicide. I guess
he felt that it wasn’t worth putting people through the problems
that they would have to face not being able to be taken care of,
whatever, and having his parents take care of him.

It seems to nie almost like someone is trying to make things diffi-
cult for us. They are telling us that we can’t justify our needs. It's
crazy because a week’s cost of keeging me institutionalized is more
than the cost of caring for me at home for 10 months. Bills for my
stay in the hospital are coming in at $18,000 a month. On the other
hand, medical supplies and everything run about $500 to $1,000 a
month for my care at home. So far most of my bills have been paid
by my parents’ insurance policies. Between the two of those they've
pretty much covered it, but because my mother takes care of me
now, she can no longer work. Her coverage is ending and my fa-
ther’s insurance will only continue for a year.

After that, I don’t know what will happen. I do know that the
bills are very, very horrendous and unless some changes are made
under the government policy, 'm going to be facing a lot of these
problems and challenges for the rest of my life.

Thank you very much.

Chairman PEpper. Thank you, Joe. The next is Steven Brown,
age 22, from Bethesda, Maryland. He has Duchenne’s muscular
dystrophy. He’s accompanied by his mother, and Steven, we'd be
pleased to hear from you.

STATEMENT OF STEVEN BROWN

Mr. BRowN. My name is Steven Brown. You see my situation. I
doubt that anybody would agree with me, but if it happened to you
and you could not be at home in the security of your family to live
1y:‘our life normally, comfortably, with dignity and respect for the

uman condition for society as we know it.

Thank you very much.

[The prepared statement of Steven Brown follows:]

PREPARED STATEMENT OF STEVEN BrowN, BETHESDA, MD

MK name is Steven Brown. I am 22 years old and have Duchenne’s musculas dys-
trophy, a disease that gradually weakens the body’s muscles.

In 1984, I was having trouble breathing and was close to death. I would have died
if I had not been put on a ventilator and been fitted with a trach. I knew the sur-
gery was risky but I decided to take the chance. I wanted to live. I was not ready to

die.

I've been livinf at home with the ventilator for two and a half years If I had to
live in a hospital, I wouldn’t want to live anymore. People on ventilators still have
rights and I want to be with my famil}y; and friends. My life is worthwhile because I
have my home, family, and friends. A hospital cannot be compared to a home

I think that anyone who elects to live a life dependent on technology should also
have the option of living at home. Our public policies should not prevent anyone
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from receiving the care he or she needs at home. Please help make sure this is pos-
sible. Thank you.

Chairman Pepper. Thank you Steven for your excellent state-
ment.
Chairman MiLLER. Next we’ll hear from Ms. Fleming.

STATEMENT OF DIANE FLEMING

Ms. FLEMING. I am Diane Fleming. I am married and the mother
of three children, two of whom are handicapped.

Steven is here with me today. He is of Korean American descent
and was adopted when he was three years old. He has Duchenne
t/pe muscular dystrophy.

Chairman Pepper and Chairman Miller and members of this
committee, I speak to you today after 19 years of caring for and
loving a remarkable young man, my son Steven. We have had the
support of the muscular Dystrophy Association, Maryland Medic-
aid and last, but not least, our HMO Group Health Association. We
have had home care nursing for 2% years.

I know Steven’s indomitable spirit and his stubborn will to live
fleally depend in large measure on his being a part of our family
ife.

Steven has muscular dystrophy, a progressive disease that slowly
weakens the body’s muscles. Until the age of 19, Steven was able to
breathe on his own, but in 1984, weighing less than 80 pounds,
unable to swallow, with heart and respiratory failure, Steven decid-
ed to opt for life. The doctors warned about the risk of the neces-
sary tracheostomy. They pontificated about the quality of life. One
doctor told me, if he were my son, I would take him home to die,
but Steven didn’t listen. He chose instead, with characteristiz stub-
bornness, to live. In effect, he said, “gentlemen, give me the quanti-
ty and I will take care of the qualily.” Steven is one of the oldest
surviving victims of this type of muscular dystrophy. Against all
odds, he has defied death, depressioa, despair and statistics.

Totally dependent on a respirator, a complete life support
system, with 24-hour nursing care for his medical and personal
needs, he still draws his exquisite pen and ink sketches, supervises
the planning of an herb garden outside his window, aculpts tiny
rosebuds in wax to be made into jewelry for his friends, raps with
his friends, enjoys his music, goes to the movies with all his life-
saving paraphernalia, laughs and loves and is very much in charge
of his own universe.

At tt.= time of Steven’s decision to choose life support technology,
the question of how we would pay for it was not an issue. Steven
was covered by our high option health insurance policy with Group
Health Association and they’'d always covered his medical ex-
penses.

After the surgery, the doctor gave Steven 3 months to live. Be-
cause the prognosis was so poor, Group Health agreed to make an
exception to their policy and cover Steven’s care at home. Through
Group Health’s Continuing Care Department, home care is provid-
ed in some short-term cases, but Steven is their only subscriber on
a ventilator with home care nursing.
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They agreed to pay for 24-hour nursing, the respirator and all
the necessary respirator supplies which has ziucvated to about
$15,585 per month. Maryland Medicaid covers his prescription
medicines, his nasal gastric tubes, feeding bags and syringes. This
amounts to close to $607 monthly.

Muscular Dystrophy has paid one-time equipment expenses, such
as suction .nachines, a hospital bed and feeding pump of close to

2000 and in the past 2 years, wheelchair repair and maintenance
costs of $1,250. The total daily cost of the care he currently receives
at hce is $574 for daily care. Hospitalization would cost close to
$1,500 per day.

The bottom line, in our case, is that if Steven had stayed in the
hospital for this past 2% years, it would have cost Group Health
about 1.27 million. As it is the bills for his home care have amount-
ed to $488,000. Home care then repreaents 38 percent of hospital
care in Steven’s case.

The resources which we have available in America are immense.
Private organizations such as the Muscular Dystrophy Association
in our case are ready, willing and able to help with patient care to
the best of their ability. State and county programs, in some States,
provide many health care services—counseling and respite care, to
mention a few—but the availability of these services is not known
by the average person in need of these services.

How does one know where to go for help when one doesn’t even
know that help exists? When catastrophic illness hits one’s family,
the emotional stress limits the functioning abilities of even the
most articulate and informed person.

I cannot envision completely how to implement the needed Fed-
eral policy for home care, but I know it is essential that we have a
Feders. clearinghouse to Jisseminate information about available
resources. That’s a first step, but you must remember these serv-
ices still do not meet the medical needs of those people who are
catastrophically ill.

We 1ave beer: very fortunate in having home care nursing for
Steven. I urge you to make provisions to ensure that all people who
need home care can receive it.

Thank you.

Chairman Pepper. Thank you very much.
Chairman M:LLER. Thank you.

[The prepared statement of Diane Fleming follows:]
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STATEMENT OF DIANE FLEMING
BETHESDA, MARYLAND
March 23, 1987

My name is piane Fleming. My son Steven has Duchenne's
muscular dystrophy. and I want to tell you little about his
case.

Until the age of 19. Steven was able to breathe on his own.
Shortly thereafter, his condition deteriorated to the point of
near death due to the progressive weakening of his breathing
muscles.

You can understand my horror when his doctor told me, “If he
were my son I would take him home to die." Steven told me he
wasn't ready to die. He decided to risk surgery and live his
life on a ventilator.

At the time of our decision in favor of life-supportive
technology, I never gave a thought to how we'd pay for it.
Steven was covered by Group Health Association, an HMO. and
they'd always covered all his medical expenses. What I didn't
know was that the policy did not cover home care. I also had no

idea of the extent of Steven’s medical and therapeutic needs at
home.

After the surgery. the doctors gave Steven three months to
live. Because the prognosis was so poor, Group Health agreed to
make an exception to their policy and cover Steven's care at
home. They agreed to pay for 24-hour nursing, the respirator, a
battery, gloves, tubing, suction catheters, and respirator
supplies, amounting to $15.608 per month. This in no way
covered all of Steven's needs and I was left with the
responsibility of £inding additional resources. The Muscular
bystrophy Association (MDA) paid for Steven's wheelchair,
feeding pump, bed, and suction machine ($7.500), and gives us
$150 a month for equipment maintenance and special mattresses.
Maryland Medicaid covers his tube feedings, feeding bags,
syringes, and alcohol swabs, adding up to $700 per month.
Hospitalization would cost $1.500 per day, or $46.500 per month,
whereas home care costs ebout $17.000 a month.

I am so pleased to have Steven at home with us. However,
Juggling all of these resources is exhausting and difficult.
Even with Group Health, the MDA, and Medicaid, my family was
left alone to deal with the stress on my husband and me and the
other childre.a. Things like transportation, respite care, and
social work should be included in policies that cover home care
for children. without comprehensive care, technology-dependent
children do not experience the quality of l1ife to which they are
entitled.

Steven wanted to live. I wanted Stever to live. He ar
immeasurably to our household. Living in a hospital just .,uld
not have been feasible. His quality of life at home, with
family and friends around, cannot even be compared to a 1ife in
a hospital. No child should be denied the right to receave
total care at home. I 'irge you to make provisions to ensure
that all children who need home care can receive ft. Thank you.
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Chairman MiLLER. Now we’ll go to Daniel’s mother.

STATEMENT OF DEBORAH RUSSELL

Ms. RusseLL. I'm Deborah Russell, I'm Daniel’s mother and I am
here today with my husband Scott and our daughter, Margaret.

Daniel and Margaret are 4-year-old twins. They were born seven
weeks premature. After four weeks in the neonatal intensive care
unit, Margaret came home. Daniel’s problems were more severe,

After 5 weeks on a respirator, he was given a tracheostomy. His
condition continued to decline and he was transferred 150 miles
away to Detroit Children’s Hospital. There it was discovered that
he had a rare congenital problem with his airway, which was caus-
ing it to collapse and actually grow shut. A specially made trache-
ostomy tube was inserted to hold this area open. The respirator
tube had obliterated his delicate upper airway and paralyzed his
vocal chords. For 5 menths we were with Daniel as he was shuttled
between the two hospitals. His condition went up and down. We
had our tiny six-pound baby with us, our other baby, also.

Today, Daniel remains a child with a risk-obligatory tracheosto-
my. He’s had about 30 surgeries to correct his problem and has
spent several addit:onal months in the hospital. From the begin-
ning, we have been committed to having Daniel at home. We
learned all of his care—suctioning, respiratory assessment, trach
care, resuscitation, tube feedings, cardiac monitor use, respiratory
treatments, OT and PT exercises, signing and speech therapy. Al-
though we can do each element of his care, we are not able to pro-
vide it around the clock without help. We have managed Daniel at
home most of the time between surgeries due to his successful
home care program, which includes private duty nursing, extensive
equipment and supplies and speech therapy. This has been a very
complex and fragile arrangement involving dozens of providers,
two insurance companies, Crippled Children money and medicaid
waiver programs. In reviewing all the stresses of the past 4 years,
%)he worry over financial coverage for the home care has been the

iggest.

When our kids were born, I was huying the family’s health insur-
ance through my employer group. This covered 100 percent of Dan-
iel’s hospital care, but only 75 percent of hic private duty nursing
and 90 percent of his equipment and supplies. Of a $45,000-per-
month hospital bill, we paid nothing. The same care at_home re-
quired us to pay $1,600 a month of a%7,000 monthly bill, Even with
good insurance, in quotes, the cost of home care was beyond our
means,

We have not really been financially ruined as a result of Daniel’s
medical needs, but we have continually been faced with the threat
of ruin and a steady reduction of our assets. Making the choice to
care for Daniel at home has increased that threat. We requested
the insurance company to waive the co-pay requirement since it
would save money for Daniel to be at home, but it would not do so.
After several weeks, Crippled Children’s arranged to provide for co-
pay on just the first 10 weeks of nursing. Then we applied for the
new medicaid waiver in our State. At first we were denied because
it wouldn’t save the medicaid program any money. Someone sug-
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ested that we admit Daniel to a nursing home and then perhaps

e'd be eligible since our insurance didn’t pay for that and medic-
aid would. Later his hospital bills did make him eligible, but then
we were told he was ineligible because we had him at home. We
were told we'd have to rehospitalize him for 30 to 45 days. We
would not do it and we started contacting our legislators and doing
everything else we could think of to pull out the stops. By then, we
started getting rejections from the insurance company for their
portion of t"e nursing bills. When we tried to follow up we were
told Master Medical doesn’t talk to customers. In the end, we were
accepted for the waiver, but we still had to go through lengthy
monthly recertifications and frankly, put up with continuous at-
tempts to reduce the number of hours and the types of care, always
by vgzople who have never even seen our son.

en my husband was job hunting, a primary concern was in-
surance coverage for Dan. We were afraid to leave Michigan be-
cause we heard it offered the best in medicaid and Crippled Chil-
dren’s and special education programs. Scott’s new employer has a
reputation for taking care of its pevple and looked to have good in-
surance benefits. However, there was a 1-year wait on preexisting
conditions. We hoped to keep my job until Scott’s insurance would
begin paying so we wouldn’t be totally dependent on public sources.
However, the waiver was cut back on our nursing and I was forced
to quit.

Several months before Dan was to be covered by the second in-
surance, we started to work with their agents to determine what
care would be covered. We were init:ally t0ld that Daniel could be
admitted to a nursing home which is 50 miles from our home be.
cause his care was, quote, custodial, unquote, and I still don’t know
what that means, and as such, it was likely that none of his care
wo''ld e paid for at home. This was devastating and we also knew
it was not appropriate. I think you just have to see Dan to know
that. Finally 9 months later, the company &greea 0 pay for the
care that Dan’s physician ordered and I'm not particularly singling
this company out. I think that this is just a problem with under-
standing what our needs are. I think this is one of the good compa-
nies, in other words.

Last fall, Daniel had a ser 1 attempt to rebuild his trachea

using cartilage grafts from * 3. He had complications which
took him to the operating xtra four times. He was placed
on a ventilator, had IV fee. d medications to paralyze and

sedate him. After this, Danie very weak and required resKira-
tory treatments five times per day. He also was discovered to have
a new problem called gastroesophageal reflex. Stomach acid was
coming up and going down his airway, damaging it more. Daniel’s
care became so complex during the next months that he had proce-
dures nearly nonstop and more frequent surgery, and I can tell you
that our daughter was extremely neglected during that period and
started having a lot of behavior problems as a result.

Dan’s doctor agked for an immediate increase in nursing hours,
but it was several weeks and we had still not heard from the insur.
ance comﬁany. Finally I became so exhausted and anxious and de-
pressed that I couldn’t care for Daniel at all. We were forced to
admit him to the hospital for 10 days and send Margaret tc family
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while I received medication and treatment tor nvy stress. To us, ad-
mitting Daniel to the hospital under this situatio: was a terrible,
terrible failure.

Our new insurance has an upper limit. In the first year, a quar-
ter of it has been used. Once we reach the maximum, we’ll have
several options. We can change employers to find another group in-
surance, likely with the same limitations as the last, or take on the
burden of his expense, which we cannot afford, or institutionalize
Daniel, in which case all of his care would be covered by the gov-
ernment. We feel we're in a Catch-22 situation. Daniel’s needs have
left us also with additional costs and I'm not going to go into them
because I think they've been covered by other people. I want to add
that our families have been extremely supportive and helpful, al-
though they don’t live in our State.

Both our careers are limited now. We've gone from a two-career
to a one-and-a-half to one wage earner family. The primary con-
cern in making {ob and life decisions is insurance coverage to meet
Daniel’s needs. If the coverage is good and the claims are actually
paid, we don’t dare risk changing jobs. When the benefit limit is
reached, you must move on. This is how we avoid financial ruin
and keep Daniel at home.

When Daniel came home, he weighed only 8 pounds and he was
7 months old. He couldn’t sit up. He looked like a little stroke pa-
tient. He was labeled, “failure to thrive” at the hospital. He
couldn’t lift his head, he was very weak. He was 3 months behind
in his development, but he quickly progressed at home and he is
now a normal 4 year old except for his speech problems, but his
language comprehension actually tests a year ahead of his age
level and he has a lot to say. Our kids have been able to grow up as
siblings together. We are convinced that home care has made the
difference in Daniel’s healthy development.

As you consider remedies to the problem of catastrophic illness, I
urge you to include all age groups in your solutions. Such solutions
must address the overwhelming burden of chronic and long-term
care and make the option of home care available to families.

In closing, I ask that you do whatever you can to make it easier
for families to have their children at home with nursing care. This
option must be available to families of all incomes because it will
sav}elz money and because the kids will do better and because it’s
right.

Please don’t penalize those of us who have insurance which
doesn’t cover home care by leaving us without help. Don’t allow
our public programs to lure families into taking their children
home and then leave their families to disintegrate with inadequate

long-term support. You will be destroying an important resource. It
is our wish to be parents and provide a stable, loving family which
gives our kids the motivation to achieve their full potential.

Thank you.

Chairman PeppeEr. Thank you very much, Mrs. Russell. T'll let
the record show that Daniel is a delight—a handsome, bright-eyed
little lad of 4 sittingdin his mother’s lap. In his own lap he has his
rabbit and he told Mr. Miller and Ms. Oakar and me the name of

his rabbit and shook hands with us a little while ago when we
passed by.
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It just shows what the technology we have today can do if we
make it available to those who otherwise couldn’t get it.

Next is the Reverend Robert K. Massie, Jr., age 30 of Boston,
Massachusetts, hemophiliac and former chaplain o Yale New
Haven Hospital, an activist on behalf of chronically ill children.
Reverend Massie.

STATEMENT OF REV. ROBERT K. MASSIE, JR.

Reverend Massie. Thank you Senator and Chairman Miller.

I have an additional written statement which I'd like to include
at a later time if that’s all right with you.

My name is Robert Massie. I'm an Episcopal clergyman from
Boston. I wish that you could come with me today to my parents’
house in Irvington, New York, which is where I grew up, and come
up the stairs to our attic. I'd take you to the corner of that attic
and show you a testimony of my past and that would be eight sets
of leg braces, starting from very small size ranging up to the size
that I wore as a teenager. I couldn’t walk without these leg braces
because I have chronic, severe hemophilia.

For those of you who don’t know, hemophilia is a genetic disor-
der in which a person is absolutely normal except for the absence
of one tiny protein caused in some cases by a single tiny genetic
error. Because of this error, the blood does not properly clot. Now,
many people think that the issue in hemophilia is external bleed-
ing, but that is not the case. External bleeding can usually be con-
trolled. The problem is internal bleeding, particularly bleeding into
joints that have been stressed—and as a child running around, ob-
viously there’s a lot of stress on their joints.

I bled many, many times into my joints as a child and I missed
literally hundreds of days of school. I could not walk because of
hemorrhage into my left and then my right knee that took place
when I was 5 years old. And when I was 12 years old in 1968, scien-
tists discovered how to take this clotting factor and concentrate it
into a high-powered special blood product which I brought for you
today. It’s a powderecf,;croduct am? for me, this concentrate, whcn
it came out, was like a miracle. Instead of going to the hospital to
receive care, wasting precious hours waiting in the emergency
room until someone confirmed my diagnosis of hemophilia and
then got some concentrate or fraction out of the blook bank, I could
be treated at home. My parents learned to give me infusions and
eventually, I, at the age of 14, learned to self-infuse.

This enabled me to have an independence that I could never
have known before, to travel far away from hospitals, to cut that
umbilical cord. It meant that I could travel by myself. It meant
that I could go to Princeton University and graduate, that I could
g0 to Yale Divinity School, that I could be ordained as an Episcopal
clergyman and serve in my chosen vocation. It also meant that I
could take all of those leg braces and carry them upstairs and stick
them in the attic and leave them there forever. Now, the miracle
that enabled me to walk again really came in two parts. This is one
part.

But the other part was finding the way to pay for this. The cost
of this single bottle of clotting factor is over $100 and I have to
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have this at least four or five times a week. Over my life, I've had

well over 5,000 such injections. This works out to an average of

about $25,000 a year. Now, you can imagine the story that my

family went through is extremely similar to all the stories we've

heard this morning. Thore were very few, if any, insurance compa-

Rlies that were willing to touch us because I had a pre-existing con-
ition.

Time after time my father sought insurance for me and was told
that the company would be delighted to provide insurance for
every member of the family except me. At one point my father was
earning only $9,000 a year supporting a family of four and $5,000
of that had to go for my medical care. Fortunately, in 1968 my
famil{amoved to France and we found, when we were in that coun-
try, that blood products are freely available to all persons through
their system of national health insurance. The miracle to me was
that I was covered, even though I was not a French citizen, but
only a foreign resident. That I can walk into this room today is
therefore due both to American medical technology and to French
political compassion.

Now, in the late 1970s the American Federal Government did
decide to assist persons with hemophilia by funding comprehensive
treatment centers which enabled some hemophiliacs to receive
high quality care and also, to get it at home from their very earli-
est years. Several economic studies have been done and have
shown that as a result of this federal commitment of only $3 mil-
lion a year, there have been net savings over 10 years of well over
$1 billion. Thousands of children who would have been doomed to
live completely dependent and pain-filled lives have grown into en-
ergetic, independent and taxpaying citizens.

However, you know that there are still hundreds of thousands of
Americans who have serious chronic illnesses—who are barred
from insurance coverage—and I urge you to remember that we,
who are here today, are but a tiny, tiny percentage of this hidden
group. To me it is an outrage that in our great Nation we have a
sﬁstem that gives perscns with the lowest medical risk and need
the best insurance at the lowest cost whereas the persons who most
need insurance coverage are given the worst insurance at the high-
est cost, if they can get it.

With regard to hemophilia particularly, there are still many seri-
ous problems to be faced. You may know that hemophiliacs are in
constant danger of exposure to the AIDS virus, and private phar-
mezeutical firms are working now to develop a product which will
be completely virus-free. The companies, however, plan to charge
from 3 to 700 percent more than the current product. In other
words, the cost for a person like me could go from $25,000 a year to
as much as $175,000 a year.

Members of the Committee, there are thousands of Americans
like me, but I must say that I was always extremely privileged. I
had extremely energetic and dedicated and thoughtful parents, like
many of the parents who are here today, and my parents had a
profession which enabled them to apply special pressure—that is
that they were journalists and writers. They were able to take
their concerns and speak out and put it in print. They were ex-
tremely dedicated and committed so that when I was barred from
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my local school, they insisted until I was finally introduced into
the school system over the objections of the teachers who didn’t
know anything about hemophilia.

My nts were always resourceful. When they discovered that
New York would not teach me to give myself infusions, they went
down to Philadelphia. But there are many, many people who are
not able to withstand the psychological and financial burdens of
catastrophic illness with the same abilities that they showed.

There are many people who are simply crushed by the grossly in-
equitable system of health care we have in this country. The provi-
sion of medical care—good medical care—is critical. And home care
for our children is as we've heard today not only medically scund,
it’s also economically wise—and to me it is morally imperative. So
I urge you to take the steps that will allow these children, all chil-
dren, to cast off the enshackling braces of their disease. I hope
those of you in Co will enable them to do as I have done,
which is to walk freely at last.

you very much.
i . Thank you, Reverend Massie, for your excel-
lent presentation.

Mr. Miller, do you have any questions?

Chairman MILLER. k you, Mr. Chairman, I want to thank
every member of the panel for their testimony.

I find it somewhat difficult to listen to it, I guess, und realize
that I'm almost exhausted here after listening to your tales of
trying to secure the resources necessary for the survival of your
ﬁ:rticular children, but also for your family. I think that I would

correct in saying that in many instances, you're the exception;
that there are an awful lot of families out there who desire the
same goal of some sort of home health care, some ability to have
their children home, who simply have not even been able to obtain
the level of home ealth care that you have. So as tragic and as
exhausting as yo . atories are, in fact you are still the exception to
the rule in the ca. of your children.

One of the things that also comes through the stories is the
extent to which the illnesses of these children spill over, if you will,
to other members of the family. If you read through the various
pieces of testimony there’s constant reference to trying to hold the
family together and to deal with the natural stresses and the
strains of marital relationships, of children’s relationships with one
another and with their parents through this entire ordeal. Then
when you see something, as in the case of Joe, you’re talking about
here’s your sister, 15 years old, who wants to go out and get a job,
but Social Security is going to tell her she can’t do that, or your
family’s going to have to tell her she can’t do that, because those
earnings would decrease her family’s income and as a result, would
diminish your ability to have support from the Social Security Ad-
ministration. It is unbelievable, I think, to members of Congress,
when in a sense we keep telling our constituents and ourselves
that these are the families that we want to elp. These are families
who are showing self-sufficiency, tenacity, they’re going out and
bangin? on every door, cutting every pie.e ./ red tape and then we
come along and continue to pull little pieces of the support system
away from the families.
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I don’t know, maybe we should establish a bounty that you can
have half of all the money you save either the insurer or the Fed-
eral Government, then you would be both wealthy and have care at
home if the res are as your testimony represents. You would all
do very well use you’ve been creative enough and resourceful
enough to turn either federal or private bureaucracies around for
al:e benefit of those bureaucracies and for the benefit of your chil-

en.

Randy, in your case, you're telling us that the only distinction
between the care you get at home and the care l?l'ou get in the hos-
pital and whether or not it will be paid for is the fact that you're
not homebound by definition. Your care enables you to go out and
to live an active life and as a result of that, you don’t meet the
definition of being homebound for purposes of reimbursement?

Ms. KraMER. I can lead an active life. It’s still limited.

Chairman MiLLER. No, I understand that.

Ms. KraMEr. It’s just the 6 hours it takes to get therapy when
it’s only 2 hours at home. There’s a big difference. That’s 4 hours I
spend in getting therapy every day.

Chairman MiLLER. But at that point for the remainder of the day
you could then go on about your ordinary course of business.

Ms. Kramer. Right and then I could exercise and do whatever I
have to do and do my chores.

Chairman MiLLEr. But the fact that you have that remaining
g:ﬁod of time now, does not qualify you in the sense of home-

und, is that correct?

Ms. KraMer. Right. .

Chairman MILLER. To what extent do any of your families re-
ceive respite care from the State or other sources? Do any of the
parents here receive any kind of respite care?

Ms. Reckewec. We receive skilled nursing care through the
State of Maryland.

Chairman MiLLER. But does that allow you respite care—I'm
talking about just for your mental, physica! well being.

I know in California we have a small respite——

Ms. ReckeweG. They had 2 weeks in Arizona, if you’re approved
for the program.

Chairman MiLLEr. You mean you could get 2 weeks of respite
care if you live in Arizona. You don’t mean they’re giving you 2
weeks in Arizona.

Ms. RECKEWEG. If you live there.

Chairman MiLLer. OK. We had a poignant hearing about chil-
dren with disabilities and in California we have a respite care pro-
gram. I think trey are giving 4 days a month and one young
woman who was testifying had used 2 days of her respite care to
come to the Commi:tee to tell us about the lack of respite care.

Joe, when you’re talking about nursing care you’re talking about
attendant care for yourself so you can go to school?

Mr. J. MiLLER. Yeah, to put me into bed at night. You see, the
way I am, it’s hard to have a certain set schedule for nursing serv-
ice.

They say I could have a nurse for 8 hours a day. Well, whst 8
hours a day should I have the nurse there? Because at night to put
me into bed, that takes about 1 hour to 2 hours to take care of my
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needs at night and then once I'm in bed and asleep I generally
don’t need anything until “he next morning when I have to get up
and get ready for school. Then it takes about another hour, hour
and a half to get me up in the morning.

And then from there, I never know what’s going to be needed
you know. One morning I can have an accident, where I have to
have my pants changed, taken off and cleaned and put on another
pair, or I may not be feeling good and I may have to stay home and
have certain things taken care of and done—it’s hard to say.

You know, you have to choose 8 hours day—well, what 8 hours
do I choose?

Chairman MiLiLER. Do you have attendant care now?

Mr. J. MiLLER. No, I do not. My mother is taking care of me and
that's why she is unable to work. It's really hard on her because,
you know, she’s 5’4" and I'm pretty close to 510", and 140, 145
pounds.

Chairman MiLLER. Have you had attendant care in the past?

Mr. J. MiLLEr. We had it for about 3 or 4 months after I had
gotten out of the hospital and then it was refused by the insurance
comﬁany, because they wouldn’t cover it, I guess. They tell you in
the hospital that they will try to get you coverage as long as the
possibly can for when you leave the hospital where you have a full
24-hour nursing staff. But frora there, they want to see how much
time they can cut back on the insurance company because like
they say, the insurance company only pays so much money up to a
certain amount like——

Chairman MiLLEr. You're not entitled to attendant care under
Social Security?

Mr. J. MiLier. That’s what that $3.72 an hour is for and you
can’t hire a professional for that amount of money. That’s like a
little bit above minimum wage, you know.

(%}mirman MiLier. No, I understand. I understand very, very
well.

We've been battling this out for some time and I guess, you
know, young people like yourself—are you in school now?

Mr. J. MiLier. Yeah, I'm still trying to graduate. I lost a semes-
ter of school and so I’'m struggling to gain credits.

Chairman MiLiERr. I know when I went to law school my neigh-
bor and a number of my classmates were paraplegics and we were
constantly being called upon in the morning because their attend-
ants didn’t show up or had taken that month’s care and not shown
up or what have you. We find time and again, that we keep trying
to hire attendants on the cheap and that's exactly what we get—
cheap attendants. It’s very difficult even for people who want to be

rofessional attendants and have trained themselves to make a
iving doing it. What we find is that people like yourself end up
going thiough attendant after attendant after attendant after at-
tendant with no stability or reliability in that system, so in this
case, it’s your mother who now once .gain is called upon to take
care of you.

Mr. J. MiLier. I also rely a lot on a lot of my friends. They take
me to and from school and help me with other needs I may have,
you know, we sit there and we hang around together, we go out on
weekends. Without a lot of my friends, I'd be stuck in the house
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about, I'd say, 95 percent of my time. Right now I'd be stuck at
home if it weren’t for my friends.

Chairman MiLLER. Let me ask one other question and that is, the
other thing that seems to be common throughout this testimony is
the marked improvement in the children when they do come home,
in the attention they get. So often when children are institutional-
ized in hospitals for great lengths of time, it’s simply the inability
of the institution to try to even hope to deliver the kind of care
that you as parents might. That just seems to run throughout this
testimony. In Jeff's case, you talk about him being docile when he
first came home and the same was true of Daniel to some extent.
Obviously neither one of them are at this point, they’re well be-
haved, they’re just not docile.

God forbid a Congressman would criticize somebody’s children. If
you need me to kiss them, I will later.

But I think that’s important you know, because two things
happen to us in the Congress. One is that, as I sit on the Budget
Committee and we ure considering all these medicare and medicaid
changes right now, we’re only given the credit for the increased ex-
genditures. If we were to provide the language change in CHAM-

US or in Medicaid or Medicare to allow reimbursement for home
health care services, we would all tget chalked up with additional
spending. There would be no credit for the savings.

The other thing that happens is there is no way to figure into
that equation what it means to the child and to the parent, to the
relationship and to the healthy development of that child. There
obviously is no bookkeeping mechanism to handle that, but it is
clearly something that this Congress is going to have to come to
grips with.

I just want to thank you very, very much for your testimony and
thank the childrer very much for being with us this morning. I
think the case has fully been made. Once again, this situation is
what so very often we say we want to address and now it’s here on
our doorstep and it’s affecting millions of American fami ies and it
has little or nothing to do, as we have found out, with age. And I
think we're going to have to be much more expansive in our attack
on this problem that really, really threatens the stability of these
families no matter how good, how resourceful you are.

I don’t know many families that can live under that kind of 24
hour, 365 day stress and you are really to be commended for how-
ever you've been able to cope with it.

Thank you, Mr. Chairman.

Senator PepPER. Thank ~ Mr, Miller. Ms. Oakar.

Ms. OAKAR. Thank you Mr. Chairman. I thank the panelists.

I guess the frustration that I am experiencing slong with my dis-
tinguished friend, Mr. Miller, is the fact that I honestly believe
some of the problems are with the regulations, not with the legisla-
tion.

Susan told us, and we were glad to have you share that with us,
about her father and I believe he was in a hospice program.

I recall several years ago when the administration changed its
hospice program regulations so that in effect, it wiped the hospice
program out. The fact is, we legislated the right thing, but the reg-
ulation was problematic and in the case of Randy, it seems to me
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that HHS is making a broad interpretation of what your needs are.
Apparently, the way they interpreted that regulation is that you
are supposed to be restricted to a bed for several hours and so on.
There’s nothing that I know of in the legisiation that talks about
the hours. I could be wrong about that, but then in this case, I be-
lieve, Mrs. Reckeweg or it might have been Mrs. Sutton, you were
talking about what your State gives out as options for home care
and f'ou just don’t happen to plug in, but I'm not so sure it’s the
legislation that has been passed by your legislature. It might be the
interpretation of the bureaucrats and so I think right away what
we might want to do just as we did for the hospice program we
might want to look at the regulation, the regulations of some of
these things.

Systematically, I've seen interpretations of regulations of the last
few years being contrary to the spirit of the law so it seems to me
that there might be some interpretation that we might want to get
intc in analysing some of these programs.

For example, and I gave one earlier, you have a situation where
some bureaucrat—the inspector general, who thinks he’s a doctor
of HHS—has now said that even though the doctors feel that these
kids should have access to their lifeline so they could call a friend
or their classmate or something or their parents, he seys that it’s
against the law and only r'ederal employees should use that and
yet, prior to that, these 40 kids were able to call people as part of
their ability to have some hope and that’s a regulation. I just think
that we ought to take a look at this regulation.

The other point is that the quirk of the medicare law that says
that you have to be able to learn for a certain period of time when,
you know, it’s just backwards it seems to me and I think that those
are doable kinds of corrections right away.

However, I must say that as much as I am very, very supportive
of home health care, the real answer is you need a comprehensive
policy. I mean, we cught to come to grips with that. You shouldn’t
have to go to France to get your medication paid for and this is
what some of us have tried to do and it’s an old idea, but I don’t
know why we don’t have national health insurance in this country.
It’s just crazy to me, but let me ask you, Steven, your mother say3
that you decided—well, you said too that you decided and you said
this on this great film which I hope is going to be syndicated. I
hope somebody picks it up so people in the country can see this
fantastic film that Susan participated in, but you said that you
made the—your doctors, you know, a lot of them and there’s some
marvelous doctors. We have one in Congress, as a matter of fact.

But you said that your doctors kind of encouraged you not to un-
dergo this surgery and you wanted to.

Mr. BRown. Yeah.

Ms. OAkAR. How did you make that decision?

I mean, who gave you the impetus to challenge them?

Mr. BrowN. Well, my mocher and my stepdad had a meeting and
a conference and they felt it was worthwhile. My doctor at Chil-
dren’s Hospital, for humanity sake, didn’t want to see me suffer, so
they gave me the option to have the trach or not. It wasn’t very
encouraging, but I'm glad I had the trach.
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Ms. OakAR. And you're a good artist, right? Is that what you

:g)nt to do professicnally one of these days or what do you want to
07

I'm still deciding what I want to do when I grow up so what
would you like to do when you grow up?

Mr. BrowN. I do pen and ink when I have strength to do it and
right now I'd like to make a business of it. Whenever I draw some-
thing, I give it away.

Ms. OakAr. You give it away?

Mr. BrowN. To friends, yeah.

Ms. OakAR. Do you ever think you're going to get involved in
that commercially?

Mr. Brown. Well, I don’t know. Unfortunately, I don’t have a
whole lot of strength, but I do what I can.

Ms. ?O.uum. Mr. Miller, what do you see yourself doing in the
future?

Mr. J. MiLLER. Personally, I am going to try to get into psycholo-
gy, become a psychiatrist—either that or radio broadcasting, one of
the two. They're the same.

Ms. OAKAR. Same thing, right?

And we have Rev. Massie, who already is an example of some-
body who's in a career.

Mr. Chairman, I just want to say I think what we’re talking
about, beyond everything else is the value of life. How much do we
in this country value life and that’s what I think the hearing is all
about and I think we ought to pass a bill real fast and change
those regulations as well and put the administration, not to make
this partisan, on notice that at least things that we have something
to say about, that they ought to not be trying to thwart the law
that’s already on the books.

Thank you.

Chairman PerpER. Mr. Rowland.

Mr. RowLAND. Thank you very much, Mr. Chairman.

I think that we have heard a common theme that ran through
all of this testimony here this morning. I believe that Randy set
the tone for that when she talked about the contradictions in the
system. The fact that she was trying her very best, in spite of the
terrible handicap, to live in society, make a contribution to society,
and enjoy life and then was penalized by doing that.

I think that set the tone for everything and I listened to Angie
talk about CHAMPUS and exactly the same contradictions take
place there. Angie, there are some changes, I hope, that are coming
in CHAMPUS now. You are probably aware of some prototype
studies that are being done to try to change CHAMPUS making it
an HMO type concept where those kind of contradictions will not
exist and I certainly hope that works out.

Basically I agree with you. I don’t think the administration ban
will work. I don’t think the plan that has been introduced by some
members of the Ways and Means Committee will work.

It only covers about 3 percent of the medicare population—it
only is for extended acute care in the hospital. It doesn’t cover
home care, nursing home care, prescription drugs, or physician’s
fees. It doesn’t cover any of those things. In my opinion, it’s just

hd .

{

ba




48

another one of those bandaid type proposals that’s being made and
it just really doesn’t address the problems that we have.

Sandy, you talked about you couldn’t stay at home even though
it would cost less to keep your child at home. It’s just a shame that
we’re not able to deal with that in a manner. Sometimes, we are
going far beyond what we need to do, looking for answers, when
the answers are right in front of our face and I certainly agree
with you.

And Joe, you said that your family had been put into the posi-
tion of going on welfare. You know, that’s a thing that we hear so
often is that people, families deplete all of their assets and then
they find themselve. in a situation where they become dependent
to a point that they really don’t need to be. We must find some
way to address that.

Steve, living at home means everything to you. So many people
don’t understand that. They just take for granted that they can
live at home and how great that is, but you realize that that is so
important and most people den’t even understand that.

And Deborah, you find it cheaper to have your child in the hospi-
tal than taking him home. I think that we’ll find with the cata-
strophic insurance proposals that that’s exactly what’s going to
take piace. Families will find it is going to be cheaper for them to
try to keep the patients in the hospital. In these cases, we may find
families and doctors and hospitals in an adversary situation if that
insurance passes because the families, many times, want to keep
the person in the hospital rather than take them hume.

And Robert, I was listening to you about your hemophilia and
when the concentrate came along, it was really a boom. I did
family practice for several years before I got into Congress and the
joint problems were just almost overwhelming. I had about three
hemophiliac patients that I treated and when that came along, it
just really made a tremendous difference.

But, Mr. Chairman, we’ve heard this common theme that ran
throughout this testimony this morning and I think our Chairman,
Chairman Miller, touched on this. I think that we are now finding
that economic considerations are running head on with moral and
ethical and humanitarian considerations and it is very difficult to
deal with.

I don’t know how we are going to solve this problem. Congress is
moving constantly trying to shore up the holes that appear in the
ayke, trying to stop it here and it breaks out somewhere else.

It seems to me that Congress must stop, stand back and take a
look at what we're doing. I think it’s time that we look at the
system that we have in this country. I believe that we’re headed
towards a national health service. What you got in France certain-
ly made you feel a lot better, but I think they'd be running some 35
to 40 years behind the British experience. We'll wind up with a
system of socialized medicine national health care that will not be
in the best interest of the people of this country.

I think that we are going to have to step back and look at what
we are doing and stop the bandaid approaches that we’ve been
taking over the past two decades that I have been watching this
very closely.
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Mr. RowLaND. I really thank all of you very much for coming
today. The testimony that you have given certainly focuses cn the
problems that we are having in the country.

Chairman Pepper, you mentioned the new tecnnologies and how
much they are doing to help people in this country, but it’s pre-
sented as a whole new area of problems that we didn’t have 25
years ago. This new technology has thrust us into an area now that
we must find answers for the questions. Thank i})u very much.

Chairman PeppER. Thank you, Mr. Rowiand. Mr. Vento?

Mr. VEnTo. Mr. Chairman, I have no statvement at this time. I
commend you for the hearing, and look forward to hearing from
some of the additional witnesses this morning.

Chairman Perper. Mr. Miller, I know what you have in mind.
You think if you start off as a radio broadcaster, you, too, may
wind up as President of the United States.

You noticed in the testimony of Reverend Massie, that he told
about his family living temporarily in France, and how they got
the medical care that they needed. The only two industrial coun-
tries in the world that don’t do that for their people—do you know
who they are? The United States of America and South Africa.
That’s the company we keep. And we see the tragedy that follows
in the wake of *hat callousness on our part.

Now, there .re some very pertinent observations that derive
from this wonderful panel that we have had here this morni 3.

The first is, in generni, all of you havc testified that the - ‘tient
having available the technology that was available in th. nospital
at home, does better at home than in the hospital.

Isn’t that the consensus of this group? And the second thing is
that it crits less, with the technology available, to provide that
tech in the home, than it does in the hospital. Isn’t that the
consensus of all of you here?

The third point is the cost that you have to incur, either in the
hospital or in the home, to take full advantage of that technology,
is prowibitive to the ordinary family. Isn’t that the testimony of all
of ﬁu here today?

en, what is the alternative? You have to have some help, some
sort of support system needs to be designed, or else you suffer.
There are those of you living today here before this committee,
vho wouldn’t be alive if Kou hadn’t had the technologies and the
assistance that you have had. I think all of you will agree to that.

Now, what do we need to do? All we neeg to do is to apply the
rinciple of insurance. Some of you spoke of insurance policies that
have been helpful. Generally speaking, I don’t know of any insur-
ance policy t at gives comprehensive care to any individual cov-
ered by that insurance policy. The insurance companies have made
a lot of progress. They're *-king a more advanced attitude toward
the subject. I hope they wi. confinue to do so.

My bill, H.R. 65, does provide comprehensive coverage to the el-
derly, and I'm introdl'.cinmnot“ ar bill that will provide compre-
hensive coverage to everybody. We hope the governn.. 1t will use
whatever we formulate—a program that will take care of the needs
that you hav~ presented here today, which will utilize HMOs, in-
surance compunies, hospital associations, doctors’ groups and pri-
vate enterprise, as much as possible, to implement the program
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that we announce, in order to provide the service. And we want the
maximum coverage. I sat down the other day in Miami Beach
around a table with a lot of elderly people, and I had been talking
about some of the things that you have discussed here today.

A lady from Canada was at the table. She said,

You know, I don’t understand. All these things, if they had occurred to me in
Canada, would be taken care of, under our programs. I don't understand why your

eount?' doesn’t provide some way by which these catastrophic things can be taken
care of.

Somehow or other, certain people have put into the public mind
that if we develop a comprehensive program, like Social SecuritK,
based upon the Feo’ple making a small contribution each month.
Some people couldn’t pay it and we would of course have to pay it
for them, or pay part of it. Under my bill, everybody would pay
something, even if it’s only a dime. I'd like everybody to pay some-
thing. But we can develop it as we’ve done withrgocial Secu.ity.

We require people to deduct from their monthly paycheck or
their biweekly paycheck, a certain contribution to the Social Secu-
rity trust fund. And when you retire, you get a Social Security pen-
sion.

I've talked to thousands of people who raceive Social Security
checks. I have yet to hear one say, “I'm sorry that mean old gov-
ernment made me deduct from my paychech a contribution to that
trust fund.” They’re mighty glad they did. It gives them a nest egg
they otherwise wouldn’t have,

And we can develop, if Congress will overcome the fear that
some demagogues or some people who are falsifiers of the facts,
have installed ia them by calling it socialized medicine, which is, of
course, a first cousin of communism—we can develop a system of
comprehensive health care in this country. I do not believe you are
a Cgmmunist if you want the people to get the medical care they
ne_d.

Tha fact is, we are faced right here and now with a rare opportu-
nity. I am sure my colleagues will agree that Cong._ss is more fa-
vorable to do something meaningful in this field that we have been
since I came here over 50 years ago.

We have a long way to go, however. Just the other day when I
appeared before the Ways and Means Committee, the Chairman
from California said, “you know, I approve of everything you said. I
want our staffs to work together. We want to get the %est bill we
can.

We need to give special help to the people of the middle class.
We thought in 1965 when we passed medicare that it would take
care of the old folks and then we would take care of the very poor
with medicaid. We thought the middle class could take care of
itself. All of you people here are good, middle class Americans. You
see the problems that you’ve had to face.

And so it's those middle class Americans that suffer—I'll just
mention two cases. My subcommittee had a hearing recently. I had
a letter from a man 83 years old from Maine. He said, “I’'m one of
the loneliest men in the worla. My wife of 55 years developed Alz-
heimer’s diseuse. I had to put her in a nursing home. And then, I
had a stroke. One of my legs had to be amputated. I had some
other disability. Now I'm struggling to take care of my wife in a
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nursing home and we’ve almost used up our savings of $160,000.”
You’ve referred here, some of you, to several hundred thousand
dollars in medical expenses. How many Americans have got
$160,000 in the bank? I know I dcn’t. And 1 think most Americans
don’t.

Another fellow said,

I was 58 years old. I was in good health. I had a good job. My wife and I owned a
comfortable home. I had four insurance policies. Then, I got the word one day that
my wife has cancer. Thel,, shortly after that, I had a stroke. Shortly after that I had
an automobile accident. The result is, I have been struggling to keep my wife in a
nursing home, which is not covered by Medicare, and we have almost used up our
$140,000 in the bank—our life savings.

We had four witnesses before our committee the other day. All of
them were good, middle-class Americans just like you all are. In
the long run, every single one of them had to sell their home.

I'll never forget the agony of one lady. She said,

My husband had Alzheimer's disease and I was trying to keep him in a nursing

home. We used up our savings and we had to sell our home. But I dared not teil him
that we had to sell our home, because it would have broken his heart.

So if the citizens out there just realized the Jjeopardy they are in,
they would tell our Senators and Representatives, listen, you sit
down and work out a sensible, reasonable, sound American pro-
gram, under which we can provide a means by which the American
people can get the medical care they need.

Excuse my speech. But anyway, I just wanted to say those things.
And thank you, every one of you. You have been wonderful wit-
nesses this morning. Thank you very much.

Our next panel is on the dimensions of the problem, they will
please come up as their names are called.

The Honorable Frank Moss; the Honorable Charles Percy; the
Honorable Dr. James Perrin; the Honorable Dr. J.D. Northway;
and the Honorable Dr. Josephine Gittler.

Will you all please come up here?

Our first witness is a very distinguished former colleague of mine
in the Senate, a man who has been a leader in the field of health
care for the American people for a long time, the former U. S. Sen-
ator from Utah, Chairman of tlie Board of Trustees of the Founda-
tion for Hospice and Home Care in Washington, DC, my friend and
a great American, the Honorable Frank Moss.
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| PANEL TWO—THE DIMENSIONS OF THE PROBLEM: CONSISTING
OF HON. FRANK MOSS, FORMER U.S. SENATOR, AND CHAIR-
MAN, BOARD OF TRUSTEES, FOUNDATION FOR HOSPICE AND
HOME CARE, WASHINGTON, DC; HON. CHARLES H. PERCY,
FORMER US. SENATOR, AND VICE CHAIRMAN, BOARD OF
TRUSTEES, FOUNDATION FOR HOSPICE AND HOME CARE,
WASHINGTON, DC; JAMES PERRIN, M.D., DIRECTOR, AMBULA-
TORY CARE PROGRAMS, CHILDREN'S SERVICE, MASSACHU-
SETTS GENERAL HOSPITAL, BOSTON, MA, ON BEHALF OF THE
AMERICAN ACADEMY OF PEDIATRICS; J.D. NORTHWAY, M.D,,
PRESIDENT AND CHIEF EXECUTIVE OFFICER, VALLEY CHIL-
DREN’S HOSPITAL, FRESNO, CA, ON BEHALF OF WESTERN AS-
SOCIATION OF CHILDREN'S HOSPITALS; AND JOSEPHINE
GITTLER, J.D., CODIRECTOR, NATIONAL MATERNAL AND CHILD
HEALTH RESOURCE CENTER, UNIVERSITY OF I0WA, IOWA
CITY, IA

STATEMENT OF HON. FRANK MOSS

M%anabor Moss. Thank you, Chairman Pepper and Chairman
iller.

I am pleased and honored to have the opportunity to appear
before this joint hearing. And I want to commend you, as chairmen
of the two great committees for bringing them together.

We are coming before you today to present a report of the Foun-
dation for Hospice and Home Ca.e. The report is entitled “The
Crisis of Chronically Ill Children in America, a Triumph of Tech-
nology and a Failure of Public Policy.”

[See Appendix 1 for report referred to above.]

Senator Moss. Now, Senator Percy and I, who were here this
morning, sat and listened to the testimony of that great panel that
you just had, and it seems to me they told the story so eloquently
that it could not be missed in any way. And the summary made by
Chairman Miller and then by Chairman Pepper indicated the
strength of the message they gave. All the other members of the
committees indicated they had the message. We are happy that we
can present this report to you, because there is entirely too much
in the public press of late on what some people call the battie over
scarce resources. What some critics would have you believe is that
the Nation’s children and the Nation’s elderly have little in
common. They would have you believe, depending on their point of
view, that either the Nation’s elderly or the Nation’s children, are
receiving a disproportionate share of our resources. They would
also have you believe that we can’t afford to provide the basics of
decent health care for all Americans. And therefore, these critics
assert that we should choose one group or another for our efforts
and our resources.

I was so pleased to hear how eloquently that was answered from
members of the committees. This hearing proves that all of this
doom-saying is nonsense. The Nation’s older, infirm Americans and
its disadvantaged youth have much more that unites them than
they do that sevarates them. For one thing, the two groups are
united by their need for care and by their relative vulnerability.
No one 1s going tu persuade me that we do not have enough re-
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sources in this great Nation to provide the rudiments of adequate
health care for our elderly and for our children.

I am convinced that working together with your committees, we
can serve as a catalyst to help bring the Americans together.

If I may, I'd like to say a few words about the Foundation for
Hospice and Home Care, and then I want to follow with some gen
eral conclusions of our repoi.. Senator Percy will then highlight
our firdings in a little more detail.

Our foundation began with the premise that senior citizens are a
neglected and underutilized resource and none more so than re-
tired Members of the U.S. Senate and the U.S. House of Represent-
atives.

It was my idea to bring these former members together us trust-

- ees cf a foundation and give them an oppo:cunity to contribute

once again. As you can see, our foundation board includes an im-
pressive list uf former Members of Congress. To this nucleus, we've
added other interested celebrities and an occasional sitting Member
who has expressed a special interest in supporting our activities.

The scope of the foundation’s interest is framed by a quote of our
old friend and former Vice President, Senator Hubert H. Hum-
phrey, who talked of the crucial need to help those Americans he
described as being on the fringes of life. These are our chronicall
ill children who suffer health problems in the dawn of life, our el-
derly citizens with compound burdens in the twilight of life, and
our disabled, who he said have been relegated to the shadows of
life. Those are the Americans with whom we are concerned.

Our foundation conducts research on timely topics. We do this
through what we call the Cariag Institute. We hold hearings just
as this Congressional hearing. And we have assistance of staff and
have interviewed citizens and experts. The data which we gather
are fashioned into reports which we release to the public and to ap-
propriate committees of Congress for consideration. We plan to
augment these activities with the pr:duction of visual documenta-
ries such as the one you saw this morning. Chairman Pepper and I
hope all wili have a chance to see it. It's a wonderful, marvelous
film, and tells the story so eloquently. Many of the stars of that
film sat at your table here this morning.

Permit me now to tell you a few words about our report. It is
based on 2 years of research. It examines what I call a blight on
the American conscience—the clear deprivation of the civil rights
of some of our most vulnerable members of society, who are our
chronically ill children.

We investigated the troublesome fact of thousands of American
children being kept in institutions, for no sound reason. They want
to go home. It is better for them to be at home. The families want
them home. And certainly it is better for society and a better use
of our resources to care for them at home. The sad fact is that most
of these special children have been deprived of their freedom and
are being robbed of an opportunity to grow and develop to the full
extent of their God-given abilities for no reason.

Day after day, they are required to live a regimented, regulated
existence, often confined to rooms without windows, isolated from
their parents, their brothers and sisters, and from all of society.
They spend months if not years under hot lights in tiny cribs,
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never seeing the clouds, the trees, or the other wonders of nature.
They have never had a chance to hear a bird sing, or smell bread
baking, simple things that otiier children take for granted.

The crime these youngsters have committed is to be born with a
less than perfect body in a society which prizes perfection. The
};zfngth of their confinement can be for months or years, even for

e.

As with other such similar confinements, rationalizations are of-
fered which have little to do with the facts. It is asserted for exam-
ple that placing them in this restrictive setting is for their own
good, or that even if this setting is not for the child’s best interest,
society simply has no alternative. Others simply argue that con-
finement is in the best interest of society in general.

The plain and simple fact and the major conclusion of this report
is that these youngsters could and should be home with their par-
ents. The fact that they are not represents a collosal failure of
public policy.

So the natural questions are: who are these children and how
many of them are there? These children are largely a gift of
modern science. Modern technology has allowed us to save the lives
of thousands of infants who previoulsy would have died. Many of
these children were born premature, and for that reason, some-
times, their internal organs did not fully develop. In other cases,
the youngsters are carried full term but suffer from congenital dis-
abilities. Cthers are injured by accident or neglect. And I think you
saw examples of every one of these categories.

Many of these children fall into 11 categories which have been
called marker diseases. They are leukemia, cystic fibrosis, congeni-
tal heart disease, spina bifida, asthma, hemophilia, chronic kidney
disease, juvenile diabetes, muscular dystrophy, cleft palate and
sickle cell anemia, and a small but rapdily growing number are
children who are the victims of AIDS.

According to reliable estimate, there are 10 to 12 million chil-
dren who suffer from some degree of chronic health impairment.
Some 2 million of these suffer from severe chronic illness. To these
rumbers must be added several million children who are the
victim of accidents, including burns.

This smaller group of children currently account for about 40
percent of all pediatric in-patient days in U.S. hospitals. Many of
these youngsters live in pediatric intensive ~are units of the Na-
tion’s hospitals, and some live in total isolation.

Some of these children are called technology-dependent, a refer-
ence to the fact that they owe their very lives to modern technolo-
gy, and continue to be dependent upon it to some extent. It is the
evolution and refinement of such technology which makes it possi-
ble for these special children to be cared for at home.

You have already seen and met some of these youngsters. You
have heard their families speak of their struggle. You have heard
in particular their problems in obtaining the necessary funding to
support the care of the children at home.

I want to stress for you one vitally important point. Unlike other
problems that you face, this one is susceptible to fairly easy solu-
tion. Moreover, the solution should not be more, but less expensive
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than the patchwork of current programs that are so inefficient and
generally so unhelpful to the family.

The simple message that we bring today is that the United
States’ policy has not changed to keep pace with technology. We
are spending millions of dollars now through government programs
and families are spending millions more in private health insur-
ance, to keep children in institutions. The sad fact is that not only
are we depriving the children of their Constitutional right to
humane treatment, in the least restrictive environment possible,
but we are pr:lling the families apart, and are also spending four or
five times as much money for their care in institutions as we would
spend if the children were cared for at home.

The problem here is that the present government programs
either provide little help or they contain an institutional bias. As
noted, this means that parents of chronically ill children must face
a Hobson’s choice. They can either keep their baby in the hospital,
knowing that care will be provided and the bills will be paid, or
they can bring the child home knowing that little or no financial
help will be forthcoming.

In closing, I would like to say that I believe there is an almost
universal agreement that the Nation needs to enact a catastrophic
health program in the reasonably near future.

Moreover, there is beginning to be a strong consensus that the
major gap in oux health care system is long-term care. I think our
report demonstrates beyond question that long-term care is neither
synonymous with nursing homes nor limited to the elderly.

Long term care relates to functional impairment and disability
and to the need for assistance in performing the activities of daily
living. These Americans with chronic illness will need help not on
an intermittent, episodic basis, but over long term.

I would ask you to consider the needs of the chromically ill chil-
dren in any long-term care proposal which you might wish to incor-
porate into catastrophic health proposal. A national policy must be
fashioned which allows for the long-term care of both children ard
older Americans. This policy must be based on providing care at
home whenever possible and preserving the sanctity of the Ameri-
can family.

The problem of chronically ill children is going to increase in the
years to come. It is vital therefore that the Nation come to grips
with the problem. We must develop a policy which restores to these
infants their full complement of Constitutional rights. Our failure
to do so will not only deprive the children, but impoverish our soci-
ety as well.

I think that the message has been so clearly given and I do com-
pliment these two committees for sitting together to hear the in-
comparable testimony of the people that are involved with their
children and families with this.

I now ask that Senator Percy go ahead to present a number of
the detailed conclusions of our report.

Chairman MiLLER. Senator Percy, welcoine to the committee.
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STATEMENT OF HON. CHARLES H. PERCY

P Senator Percy. Thank you, Chairman Miller and Chairman
epper.

Before Senator Pepper leaves, I just want to thank you, Con-
gressman Pepper, for being an honored trustee of the Foundation
for Hospice and Home Care.

I would like to say, Mr. Chairman, this is the first time as a pri-
vate citizen in over 25 years that I've had the privilege of testifying
before the House. I did before the House Ways and Means Commit-
tee 25 years ago and in my 18 years in the Senate, I did a few
times, of course. But this is an occasion, when two great commit-
tees come together, committees that engage in some of the most
worthwhile and meaningful work that the Nation carries on.

And when you combine the problems of the elderly and the prob-
lams of children and youth, this becomes a historic hearing and
one that I will not soon forget.

I think that we should recognize that certainly as De Toqueville
discovered in 1832, that voluntarism in the United States is one of
the geniuses of this society. This point is certainly demonstrated by
Foundation for Hospice and Home Care. Essentially the work that
is done by hospice and home care with the terminally ill is equally
voluntary—75 percent of that work is done by volunteers. Doctors,
nurses, social workers, clergy and private corporations, business
people all help. Over 50 corporations last night participated in put-
ting together a benefit for Hospice and Home Care’s foundation.

I'd like to insert in the record with your permission, Mr. Chair-
man, a list of the volunteer companies that participated with us.

We had some of the families that appeared before you attend
that dinner, to see the efforts being made on their behalf in the
voluntary capacity, in raisirg private funds to carry on the work of
Foundation for Hospice and Home Care. They made possible the
production of the film, “Suffer Not the Little Children”, which was
narrated by Susan Sullivan, a distinguished person who was with
us all last evening, shared the evening with many others, and
helped inspire them, as did Senator Moss and others that came
with us. Senator Pell, the Chairman of the Foreign Relations Com-
mittee, and Senator Brock Adams, came to be with us simply to
work on the problems that your committees are facing today.

It’s my great pleasure to just boil down for you as quickly as I
can some of the conclusions that we have received that we have
reached in this extended report, ‘“The Crisis of Chronically 111 Chil-
dren in America, Triumph of Technology, Failure of Public Policy,”
and to point out what we need to do in the area of public policy.
We want to be as specific as possible as to what can be done now to
put into effect and implement the testimony that has been given
and will be given following us today.

We heard Senator Moss speak eloquently of the need to provide
assistance to meet the long-term care needs of all chronically ill
Americans, young and ola alike. Senator Moss is in a good position
to speak on this subject, having served 18 years as Chairman of the
U.S. Senate Subcommittee on Long Term Care.

For most of that time, I had the privilege of being the Ranking
Republican on the Subcommittee. 1 was also fortunate enough to
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serve as the Ranking Republican on the Senate Select Committee
on Nutrition and Human Needs, chaired by Senator McGovern,
and to serve on the Select Senate Committee on the Aging. I had to
give up the Joint Economic Committee to serve on that committee.
But I just really decided that shift should be made. I was an econo-
mist, but there are a lot of economists, but not as many people that
were really looking at that time after the elderly. Certainly, we
had Claude Pepper right here in the House. I just was thrilled to
do tl?at, and I'm thrilled in my third career now to carry on that
work.

From this perspective, I'd like to say that the problem that you
are addressing today is among the most significant which this
Nation will face in the balance of the 20th Century. There is need
for reform and change and for the establishment of a coherent
public policy.

Among the major findings of the foundation’s report are first,
contrary to some mythology, most families do not abandon their
children when born with birth defects. Most parents accept them
and want those children home.

Second, physicians are in general agreement that it is possible to
manage the care of most chronically ill children at home, even
complex cases involving multiple disabilities.

You've heard testimony this morning from wonderful parents
that have enriched their own lives and the lives of everyone that
knows about what they’re doing, as a result of being able to care
for their chiidren at horme.

Third, physicians are in general agreement. Criteria for dis-
charge from the hospital into the home are the child must be
stable; the transfer home must improve the child’s quality of life;
the parents must be willing and able to take on most of the child’s
chl'e; and adequate community and financial support must be avail-
able.

The fourth conclusion we came to in this report was that the
major factor which stands in the way of bringing most children
home is lack of funding. Either no funding exists or ironically,
there is a bias in government programs in favor of institutional
placement even though home care is more cost effective.

So here we have a chance to go for something that really would
help us achieve Gramm-Rudman-Hollings. It will cut the cost and
it humanizes the problem far more.

Fifth, therefore, most governmeat programs, we conclude, such
as medicare, medicaid, CHAMPUS and Crippled Children’s Serv-
ices, provide little in the way of home care services for children,
even though it’s the most economical and the most humane way of
providing care. Somehow we’ve got to change and shake up the bu-
reaucracy.

And then Sixth, most major private health insurance plans con-
tain the same bias toward institutionalization, with no, or at best,
highly limited, coverage for pediatric home care services.

couldn’t help but think, as I saw the Wail Street Journal this
morning. Here’s a picture of my son in law, Jay Rockefeller. And
he is espousing the fact that whenever we see new technologies
abroad, we shouldn’t hesitate to adop thos> technologies here. So,
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too, I felt when we have technologies here we car share abroad, we
ought to help encourage them to accept our aid.

I couldn’t help but think of the time that I had as a Senator
when I tried to help a constituent get their product into Japan and
we found the bureaucracy in Japan simply impossible to break
through. For 6 years we couldn’t get the idea through.

The idea was very simple. An idea that’s used here. Kidney dial-
Ksis. Patients must go into the hospital three times a week, 15

ours a week, and hook up to those machines and just stay there.
How does a person working, how does a student at school do that,
and not totally disrupt their lives?

And then a development came along, CAPD, by Baxter Laborato-
ries. It’s a system whereby a patient can be trained to carry a little
bag and sack around, the blood will be cleansed while ther;’:-e work-
ing, while they’re at school, so forth. And yet, the bureaucracy in
Japan couldn’t be broken down.

After I left the Senate, I went over there, and Senator Mansfield
and I went over and I just wanted to finish up some of the work I
had started. We saw Prime Minister Nakisone and explained it to
him. And when we got to the top, the bureaucracy saw the reason,
it would free up thousands of lives, young and old, it would make
for more efficiency, it would reduce the cost of the programs and
the flexibility to that person is just unbelievable. In 3 months, we
broke the bureaucracy down and they changed. And the 6 year
battle was over. My son in law war saying, well, if they can do it,
we can do it. We can break our bureaucracy down. We can change
all this format that I have mentioned that makes it restrictive and
difficult for home care and see if we can’t ease the path to have
these children, older people and so forth, cared for at home.

So seventh, a few insurance companies, such as Aetna Life and
Casualty, provide reasonable cuverage which pays not only for hos-
pitalization but also facilities the provision of similar services at
home. So the private sector is trying it out. It’s working. Let’s see
that it moves forward. Aetna’s program had the additional advan-
tage that it saved their company $36 million in 1985. And that
megns insurance premiums went down by that amount. So it can

one.

My eighth point of the report is simply that thousands of chil-
dren live in hospitals and institutions not because they need to be
there, but because it’s the only place where reimbursement is
available for their care. Prolonged hospital stays pose significant
problems, including delayed development, inhibited bonding be-
tween children and their parents, increased stress for the families,
reduction of the stimuli and freedom necessary to produce the
highest quality of life, and even increased risk of infection.

Ninth, home care has significant advantages for most chronicall
ill children. Among them, according to the experts are, high qual-
ity of care when the af)arent is properly trained and assisted by
health care professionals, a more positive environment, which often
leads to improved physical and mental development, reduction of
family stress levels, cost effectiveness, more freedom for the chil-
dren, promotion of the family unit, and a higher quality of life.

Certainly, delivering Meals on Wheels Erograms help. I went out
for a week and just delivered them to homes of the elderly, the
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young who were confined to their homes, and found out what a
marvelous program we had in being. That ought to be strengthened
in every way it can. And that enables people at home to stay at
home and not have to go o an institution where the cost is astro-
nomical.

The tenth point of the report is that service coordination or case
management is a very important part of a successful pediatric
home care program. What this means is that someone must accept
responsibility for coordinating all the care and services that the
child needs. Parents need the assistance of a social worker or other
health professional to help them get the supplies and service: that
are necessary to maintain the child in the home. This help is
needed in part because the current system is so fragmented and
disorganized that it takes skilled hands and experience to navigate
through the maze and reach the goal of quality home care.

The eleventh point to be made in the report can be summarized
in simply this one sentence. Even after parents had been successful
in bringing their children home, they lived with dangerously high
levels of stress.

Twelfth, families and medical professionals alike are in strong
agreement on the need for respite care to ensure the success of any
pediatric home care program. Families need a break from the pres-
sure. Parents need some time to themselves, an opportunity to run
errands, to take care of thieir own needs or just to rest. A short res-
pite will allow most families the chance to gather the strength they
need to continue to provide safe care for their children.

Thirteenth, one of the primary conclusions of this report relates
to the need to educate the American public. This committee and
these hearings will do a tremendous amount to accomplish that.
Relatively few people understand the extent of the technological
revolution. Only about 40 percent of the American public knows
about home care as an alternative to keeping chronically ill or se-
verely disabled children in the hospital. There is a need to inform
affected families in particular, since most of them have nowhere to
turn when their child is born with long term health care problems.

The proceeds from our benefit dinner last night for the Founda-
tion for Hospice and Home Care, to a large extent, can go out to
educating the American people so they will come in to their own
hospice centers in their own communities and say how can you
gelp ?us, how can you work us out of this particular problem we

ave?

Fourteenth point and the last one of the report, and one that is
very meaningful to mes, and we saw it here voday. Families are in
agreement that despite all the pressures, having and caring for one
of these special and fragile children is the highlight of their lives.

I think many of you know my daughter Sharon, her twin sister
Valerie and our son, Roger—three little children, at the age of 1
year for our son and 3 years for the twins—my wife died. And I
had those children for 3 years alone. Trying to run a corporation at
the same time, and whenever I'd have to go to Detroit for a board
meeting, I'd put them on the train with me, have a nurse meet me.
Those children, for 3 years, I saw the wonderful thrill a parent can
have in taking care of the needs of those children. I experienced
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that same thrill as I talked to these parents last night and talked
to some of them this morning.

What a wonderful thing it is, what it does for everyone that
knows them. I've seen it 80 many, many times, that I just urge we
move our society to the point where we can manage to see that
home care is a part and parcel of the health system of this country.

I have nine points; I'd like to just yield to the other witnesses we
have here and ask your permission to incorporate these in the
record. They take about 2 minutes more and they’re the final rec-
ommendations we have for your consideration.

If you're tight on time, please, I'd just put them in the record.

irman PepPER. You go right ahead, Senator.

Scaator Percy. Maybe it would be quicker if I just run down
these without any further comment.

irman PEPPER. Go right ahead.

Senator Percy. The first recommendation that we make in the
Foundation for Hospice and Home Care is that first we expand
Crippled Children’s Service to provide a comprehensive home care
alternative for individuals up to 18 years of age. This comprehen-
sive program should include federally-mandated eligibility and cov-
erage criteria and respite care.

Second, CHAMPUS. A great program. The program should make
comprehensive home care available to the children of Armed
Forces personnel. It’s not now available.

Third, create and fund a program of pediatric hopsice care.

Fourth, revise the medicare program to ensure home care avail-
abilitf)" lf::r chronically ill or severely disabled individuals over the
age of 18,

Fifth, provide incentives for private insurers that will encourage
them to remove the institutional bias in existing health insurance
policies by making home care available to chronically ill or severe-
ly disabled children. And we can do this as we know at tremendous
reduction in cost to the Federal Government.

Sixth, increase education and training of medical personnel to
handle the problems of our new technology and the resultant popu-
lation of medically fragile children.

And seventh, increase public awareness of the availability of the
home care alternative to institutionalization, which our banquet
last night and dinner will continue to do.

Eighth, continue and expand research into the causes and poten-
tial cures of 11 market diseases of chronically ill children.

And finally, establish educational opportunities and programs for
the burgeoning class of technology-dependent children.

Mr. Chairman I thank you very much, and the distinguished
members of your committee and again, I commend you on these
hearings that will be so meaningful and important.

Chairman Prpper. Senator, I am sure I speak for my whole com-
mittee here and the Committee on Children, Youth and Families,
expressing our profour ¥ gratitude to you and Senator Moss for the
magnificent statements , ou have given here today.

Incidentally, my plane didn’t get into the airport until 9 o’clock

evening, and that is the reason I wasn’t at the dinner. I'm
sorry that I had to miss that happy occasion.
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But your colleagues will be very much impressed, your former
colleagues with whom you served with such distinction your coun-
try as well as the Congress, by the statements that you and Sena-
tor Moss have made here this morning, because they all have pro-
found respect for you on both sides of the aisle.

So we are very grateful to you for coming here and I'm very
proud to be on the board of trustees with you gentlemen. Let’s keep
fighting until we can make some of these wise things a reality for
our country and our people.

The next witness is Dr. James Perrin, Director of the Ambulato-
ry Care Program, Children’s Service, Massachusetts General Hospi-
tﬁa: in Boston, on behalf of the American Academy of Pediatrics.

. Perrin.

STATEMENT OF JAMES PERRIN, M.D.

Dr. PErrIN. Thank you very much, Mr. Chairman, Mr. Miller. I
am a gereral pediatrician practicing in the State of Massachusetts,
currently on the staff of Massachusetts General, on the Harvard
Faculty, and I wanted to say how honored I am to be able to be
here.

Children with chronic illnesses and their families live in the twi-
light zone of public understanding. And your two committees are to
be thanked and appreciated for helping to bring this twilight group
of children in America to public knowledge and understanding.

I think we’ve heard this morning a clear statement that children
deserve to be at home with their families. That really should be the
goal of public policy and public programs as we develop them.

Many families, as we’ve heard this morning, currently go with-
wut adequate services because of inadequacies aspecially in the pri-
vate health insurance market, because of inadequacies in Medicaid
and how Medicaid serves families, and inadequacies in a number of
other governmental programs, perhaps most strikingly the Title 5
Crippled Children’s Service activities.

What are some of those problems? They’re the issues of deducti-
ble payments; they're the instituticnal biases that we’ve heard; the
lack of family coverage that we’ve heard; the issues with respect to
preexisting condition waivers.

With respect to medicaid a striking fact is that if you have a
chronic illness and also live below the poverty line, you are twice
as likely to have neither public nor private insurance as if you
lived below the poverty line without a chronic illness.

We prepared a longer statement that I think documents the vari-
ety of the issues, the scope of the problem, the number of children
we're talking about, some of the things we know about costs. I'm
not going to give you all those details now but would ask that that
might be in the record of the hearing today.

[The prepared statement of Dr. Perrin follows:]
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‘ PREPARED STATEMENT OF JAMES PERRIN, M.D., OM BEHALF OF THE AMERICAN
X ACADEMY OF PEDIATRICS

Introduction

Mr. Chotrman, sesbers of the committee, I am Or. James Perrin, hers today

on behalf of the American Acadesy of Pediatrics, an organization represe iting

) wore than 30,000 pediatricians who are dedicated to the promotion of saternal

1 and child health. At the outset I want to commend you, Mr. Chairsan, for con-

\ vening thia hearing todsy on children’s catastrophic jllness. Despite the

‘ public dedate on the need for a comPrehensive catastrophic health care progras,
no one until recently has focused on children. Little i3 known about the sagni.
tude and distribution of thia poPulation. What ve do know, however, is that
children represent a small but important segment of the total catastrophic
expenas bill.

In this testimony the Academy seeks 1) to define catastrophic 1llness;
2) to examine unique characteristics of cetastrophic illness among children ys.
other age groups; 3) to develop preliminsry national estimstes of children at
risk for incurring catastrophic medical expenses; 8) to describe the demographic,
health and functional status, and insurance characteristics of these children;
and 5) to reviev a range of policy options to reduce i.ildren’s catastroph.c
expenses. The Academy‘a task force that has been reviewing this isaus will
‘ ooaplete work on specific policy recoamendations involving catastrophic coverage
for children within e week. Our efforts at that time will be coordinated with
sany of the child ¢ groups repr ed here today -- as well es others -
; to aubmit to you promptly s unified, cosprehensive plan to provide comprehensive
’ catastrophic health care to children.

Defining Catastrophic Illnass

Catastrophic fllneas ia typically defined in three weys.

1) total annual sedical expeoditurea greeter than a threshold amount =- e.g.,
$10,000 (regardlesa of insurance coverag:) or

2) total out-of-pocket expensea 10 excess of 3 fized amount -« e.g,, $2,000 or

3) total out-of-pocket expenses as s percent of family incoss ~- e.g., 103158,

Cataatrophic {llness is experienced by children with end without heslth
inaurence coverage. Some familisa with extensive private insurance co:
exceed their cataatrophic lisits. Others with lesa Senerous coverage have
limsited benafit packages and ocons®Quently end up paying s large portion of their
madical bills out of pocket. Still others have little or no private insurence
coversge; they either pay for most of their care out of pocket, or obtain
Medi:aid, or rely on rree care provided by clinics, hoapitals and other health
profeaatonals. 1In other words, catastrophic expenses are influenced not only by
the presence or absence of health insurence, but also by eligibility policies
for dependenta, the specific benefits that ere limited or excluded, the
dedactible or co-insurance oolicies, and the catastrophic protection provisions.

Catastrophic Illness Differences Among Children vs. Adults

Children with cataatrophic sedical exPenses have to be examined differently
froa edults for several reas.ns. Compared with Medicare beneficiaries, families
with children ere leaa likely to purchase aupplesental insursnce to protect
theaselves from financial disasters. In eddition, cnildres (as vell as adults

| in their child-bearing yesra) ere iikelier to be unins-red or Medicsid-inaured

‘ and consequently more apt to incur costs that sre uncompensated. Moreover,

| children require sore ambulatory care than nospital care; therefore the resource
|
|

utilization picture for children with c. -astrophic erpenses looks quite dif.
ferent from that for other age groups.

National Estisates of Children at Risk for Catastrophi¢ Expenses

Estimating the burden of childhood catastrophic {1lness is complex. First,
there 2 no single dats base that collects this information. Second, existing
national expenditures surveys are at least six years out of cate and tend to
have a relatively ssall number of children with catastrophic expenses. Third,
sany of the more current data bases include only hospital Jata. fourth, few
nationsl or state surveys are population-dased or longitucinal.
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With these limitations in mind, the following preliminary nstional estimates
of children at risk for catastrophic expenses can be made from the 1980 National
Medical Care Utilization and Expenditure Survey (NMCUES) (Newacheck, 1986).

These figures, displayed ‘n Tables ! and 2, are underestinates because of the
changes that have occurred since 1980 in tnsurance policies, including increased
deductibles and copayments as well as many recent Jdvances in the technology of
newborn intensive care.

® 0.51% or %400,000 noninstitutionalized children under 19 had total
medical expenses greater than $5,000.

® 0.36% or 300,000 children had out-of-pocket medical expenses
greater than $2,000.

® 0.61% or 821,000 children had out-of-pocket medical expenses

greater than 103 of their family’s income.

Newacheck (1986) examined the characteristics of children in the top 10
percent of out-of-pocket expen3e. and found tbat adolescents aged 16-18
represent 26% of this population and children under 2 about 10.5%. Moreover,
these children were four times as likely to be at least 30 days ill in ded, two
times as likely to be in fair or poor health, and two times as likely to have
limitations of mctivity.

In a 1984 study on insurance options just .or chronicall- i1l children, ft
483 estimated that the total number of uninsured chronically 11 children
potentially eligible for Catast1ophi¢ insurance is sbout 52,000. ad¢ to that
snother 6,500 vho have inadequate insurance protection and the tctal would oe
approxisately 58,500. This represents approximately 2.7% of the noninstitu-
tionalized child population under 19 or about 15% of all potential catastrophic.
2ligible Sildren (based on the above 1980 estimates).

Based on these findings, fewver than 1 million childrvn or under 1% of all
children under 21 are likely to require some catastrophic expense reliefl (if
defined as out-of-pocket medical expenses greater than 10% of a family’s income).
However, il catastrophic is defined as total annual sedical expenses in excess
of 310,000 (regardleas of insurance cuverage), 5-10% of all chiidren might be
eligible. Clearly, far more actuartal and research analysi$ 13 required to be
confident about the actual size and characteristics of the infant, child ind
youth population, 3ges 0-21, at risk for incurring CatastrophliC expenses.

Characteristics of Children at Risk for Catastrophic Fxpeases

Child populations at greatest risk for inCurring catastrophic expenses are

by age infants, toddlers, 1114 adolescents,

-- by health status birth-related conditfons and cnroni¢ conditions
as reasured by functional limitations,

-- by socioeconomic sStatus anc health insurance coverage children w

are poor and near-poor and are¢ uninsured all ¢~ part of the year

The following section i3 primarily devoted to infants (including - 15)

and chronically {11 children. To present 3 more coaprehensive pictur rther -
information i3 needed on adolescents and other 3c¢hool-aged children. + are

provided froas the National Hospital Discharge Surv + (NHDS) and the Calirornia

Health Facilities Commission (CHFC) on the size of the infant population as risk

for catastrophic expenses (as measured by hospital lengths of stay in excess of

2 weeks), diagnosis, hospital bills per stay (in 1983}, and expected so.rce of

payment.

A note of caution. thesc preliminary data are largely based on hospital
utilization and its associated charges. wWith the exception of the National
Medical Care Utilizatior. and Expenditure Survey (NMCUES), no inforsation is
provided on ambulatory care. While ambulatory services are relatively
inexpensive on a per-child basis, they are txtremely impor’ ° to factor into
the estimates of catastrophic expenses, particularly for iniants, t~ddlers, and
adolescents. Moreover, it is well documented that children who are uninsured or
underinsured are less likely to use prevent! : care services. Ambulatory care
services, unlike hospital services, are often viewed as discretionary and are
therefore inadequately used by families with limited or no insurance Coverage.
Finally, length of hospital stay is only one indicator of risk f¢ catastruphic
expenses. Kany children who are hospitalized for less than two weeks also incur
catastroph.ic expenses as do some children who, except for their birth, are not
hospitalized at all.

1. Infants unde~ ) (including newborns)

A. WNational Incidence Estimaces

S
Data from the 1984 National Hospital Discharge Survey shyw that 2.7%

(128,132) of the 4.7 million tnfant (including newdorns) discharges were for a

period of 15+ days (Table 3). Fifty percent of these lengthy discharges
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{68,470) were for disordere relating to short gestation and unspecified low

birth veight; 7.6% (9,765) were for congenital anosmalies; and 5.9% (7,546) were
for reepiratory distrese syndrose. The remaining 36.2% (26,351) infant
discharges were from all other diagnoees. Roughly half of all lengthy

diecharges were for sick newborns and helf were for eick infants. Unfortunately,
it is ispossible to detc .ine from the MHDS how many infants were hospitalized
and rehoepitalized; only the total nusder of infant dischargee iy available.

Of the 3.9 sillion newborns (defined as patients admitted by birth)
discharged in 1984, only 1.7% (6%,099) had lengths of stay in excess of 1A days
Certain conditions originating in the perinatal period accounted for 89.83
(57,571) of these lengthy hospital stays.

8. National Insurance Estimates

Tadble 3 summarizes 1984 newborn data froa the National Hosp:tal Discharge
Survey (NHDS) on expected principal source of paysent. The NHDS does oot obtain
inforsation on the actual source of payment. With the exception of the 1980
MICUES and the |971 1MCES data, it is tepossible to deteraine the actual
source(s) of hospital payeent for children from national data bases. In addi-
tion, none of these data explains the scope of insurance coverage provided by
those who are insured for ail or part of the year

The NHDS data, however, are illustrative of probable insurance sources
for newborns. The reader should be cautioned about the self-pay categorv ..
eany faillies with newborns who incur high madical tills spead down and becoee
eligible for Medicaid.

Of the 3.86 million newborn discharges reported in 1984 by the NHIS, 16.6%
expected their source of paysent .o de oat of pocket (self-pay); 15.4% for
Medicaid; 61.28 for private incurance; and 6.6 for other remaining sources. For
those 61,748 newborns with en ALOS greater than 1M days, 25.8% responded as
self-pay, 22.2% as Medicaid, ¥2.0% as private, and 10.8% a3 other.

The MHDS data show that children vith lengthy hospital stays are likelier
than their healthier counterparte to expect to pay out of pocket or de covered
by Hedicaid and leee likely to de privately inaured. To wvhat extent the
self-pay patiente actually beco ‘e Medicaid recipients is unclear. 3everal
questions can de raised about th. differences in private insurance as a source
of paysent among all children (61.25) ea cospared with children vho required
hospital et.y: areater than 14 days (82.08). Firat, is the expacted source of

payment sin:lar 0 the aotual source? Secoad, could these large differences be
accounted for by lisited depandent policiee, pre-exieting condition olavae*,
and/or low catastrophio lisit provisions among private insurers.

C. Cslifornia Incidence and Cost Estimatee

The 1983 data provided by the Californis Health Facilities Commission
(CHFC) include approximstely 511 hoepitals in the state, and represent almost
108 of all infant discharges in the Uaited Statee (with all children’s hosPitals,
university and general hospitale reporting and only Kaiaer patiente exclu.ed).
Theee CHFC dats are diaplayed in Tablea ¥ and 5. Tadble ¥ summarites the nusber
of cases, daya, ALOS, total charges, and average charge per case for all infant
discharges with hoapital lengths of atay greater than 16 days. Table 5 provides
a ranking of each of the diagnostic categories in teras of the above variables
(e.g., casea), with ! Deing the higheat and 21 the loweat. The following
aection d~aorides some of the major charagteriatica of this infant population at
poesible riek for cataatrophio jllmese. Nute: Just as with tne MDS, it is
imposeible to tell how many of theee caaes were readmisaions and also how eany
diagnosea are chrodio ve. acute.

CHFC reports 8,272 tnfant and newborn discharges in 783 with lengths of
stay in excess of 16 days. 1nis repressntec 2.1% of all hospital discharges,
yet 22.6% of all hospital days. The average length of stay (ALOS) for all
infants and nrwborns in this 16+ category was 37.a days. with an average charge
per stay of $35,607. This contrasts sharply to the ALOS of 3.5 for all CHFC's
infant discharges and the average charge per stay of $1.764. Some $295.5 eill fon
or 82.4% of all CHFC charges (amount billed) was spent on this infant population.

Three diagnostic categories -~ obstetric. perinatal conditions, and
congenital anomalies, accounted for 838 of the cases «ith lengthy hospital stays
and approximately 208 of all hospital days. Fifty percent ~f these lengthy
discharges were for sick newborns and the other S0% were for sick infants.
Steilar 0 the NHDS estimates, 1.2% or 3,173 newborn discharges had hospital
stays greater than 16 days.

Examining diagnostic categories with the largest nuaber of cases presents
only part of the picture. It is also important to exaeine ~ach diagnostic group
in terss of ita probadbility of falling into the lengthy discharge group. The
three diagnostic crtegories likeliest to have lengthy hospital stays were 1)
infanta with a discharge diagnosis of eusculoskeletal systes and connective
tissue diaeases vith a 231 likelihood of falling into this high-cost (16+ day)
group; 2) infants with sental disorders with a 17% chance, and 3) infants with
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perinatal conditions with a 168 probdadility of spending «t least 16 days in
hospital.

Ave,age lengths of stay by dlagnostic category for this high-c>st group,
displayed in Table &, show that diagnoses with the longest lengths of stay were
1) mental disorders (¥ days), 2) perinatal conditions (82.6 days), and 3)
endocrine, nutritional and aetabolic diseases and ismunity disorders (¥1.3
days).

Three diagnostic groups accounted for 868 (or $254.6 aillion of a totsl of
$294.5 aillion) of the total charges amsong this 16+ hospital day infant popula-
tion group: birth and Pregnancy ($132.5 million), pe.inatal conditions ($90.8
aillion), and congenital anomalies ($31.3 sillion).

The infant cases with the sost expensive cost per star in 1983 were conge~
nital anomalies ($85,280), certain conditions originating 1 the perinatal
period (85,037), and neoplasas ($30,%02). For more information about disease-
specific incidence and cost figures, see Tables 4 and 5.

2. Newborn Intensive Care and Low Birthweight Cost Estimates

A. Estimated Costs of Newborn lntensive Care, 1985

Based on 1978 data, newborn intensive care costs in 1985 totaled
$2.%-$3.3 dbillion and averaged $13,698 for each infant. Using the
same a33umptions, but updated using 1985 live birth figures froa
the National Center for Health Statistics and the 1985 medical care
t of the C Price Index, the following total and
average estisates of the costs of newborn intensive care can be
sade:
Total Newborn Intensive Care Costs, 1985- $2.3-33.3 biliion

Caleulations
Number of percentage of Mean cost/
births X all tirths X patient + TOTAL COST
(3,739,070) adaitted to ($15,698) $3.31 biilvon
NICUs
{0.06)
No of Estimated Days/ Mean = TOTAL COST
Level II1 X Occupancy X Year X cost/ $2.43 billion
bess reported Rate (365) ($1,001)
by Ross Labs (0.90)
(7,387

Average Newborn lntensive Care Costs, 1985 13,698

B. Estimated Hospitalization Costs for LBW Inf>1ts during their Firat Year
of Life, 1985

In 1985 hospitalizaticna costs for L8W infants in their first

year of life totaled $3.1 billion. For LBW infants hospitalized
only at birth, the initial hospitalization costs averaged $10,062.
And, for those LBW infants who were re-hospitalized, the total
first year of life charges Jere approximately $20,528. This infor-
sation i3 based to somwe extent on the Institute of Medicine’s 1985
report, Preventing Lov_Birthweight (Chapter 10° “renatal Care and
Low Birthwelght. Effects on Health Care E£xpenditures).

1. Low Birthweight (LBW) Rate: 6.8
This ts 1983 data from thz National Center for Health
statistics, the latest year for which data are avalilable.
Rote 1.28 of al; dirths are very low birthweight {under
1,500 grams or less than 3 1bs. ¥ oz.) and 5.61 weigh bet-
ween 1,501 and 2,500 graas (between 3 1bs. 4 oz. and S
.. 8 oz.)

2. .usber of LBW lnfants 254,932
€.068 X 3,7%9,000)

3. Est.mated Mortality asong LBW Infants. 8% or 20,395
(.08 X 25%,932)

§. LBW Survivors. 234,537

(258,932 - 20,395)
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5. Initisl Totsl Nospitalicatios Costs: $2,565,125,78%
(13 days X $778 X 254,932)

The average length of stay for LBW 1s 13 days according to
tne 1984 MiDS. Unfortunately, it was 1spossible with the NHODS
data to obtain length-of-stay information for very .ovw birth.
weight and maoderate low dirthweight, assun.ng infants under
1,500 grass would have to be hospitalized for longer stays.
The average charge per day in children’s hospitals, according
to the American Hospital Association’s data. 13 $774 in 1985,

6. Imitiel Average Wospitalization Costs: $10,062
($2,565,125,788 - 254,932)

7. Nesber of LBW Infents Rehospitalized: 51,768
7,383 X 37,380} + (.19 X 197,197)

According to McCormick et al, 38.3% (or 14,32%) of all very
low birthweight infants (less than 1,500 g) are likely to bde
rehospitalized for an average length of stay (ALOS) of 16.2
days, and 19% (or 37,367) of moderately low birthweight
infants (greater than 1,500 g and less than 2,500 g) are
likely %o de hospitalized for an ALOS of 12.5 days.

8. Tetel Rehospitalization Costs: $581,810,608
(16.2 X $778 X 18,301) & (12.5 X $778 X 37,867)

9. Aversge Rehospitalization Charges: $10,866
(541,510,608 - £1,768)

10. Total First Year of Lifs Nospital Charges for All LBV
Infamts: $3,166,936,388

($2,565,125,78% + $541,810,60%)

11. Average Pirst Year of Lifa Hospital Charges for LB¥ Infants
who were Aehospitalized: $20,528

(810,062 + $10,%66)

3. Chronically I11 Children

The following data 2re abstracted from the 1580 National Medical Care
Utilization and Expenditure Survey and the 1980 Census of Persons in Institutions
and other Group Quarters. Thkis inforsation profilcs chronically 111 children in
tarss of & continuum of functional limitations and tha degree to which they
aight be at risk for catastrophic medical sxpensas (in terss of total annual
medical expenditures greater then $10,000, ragardless of insurance coverage).

Approximately 185,000 institutionalized cnildren and noninstitutionalized
children with sajor lieitations of activity (under 18) would Bost likely fncur
catastrophic expenses However, it :3 unclear how many children with chronic
conditions that result in moderate, #11d or no limitations of activity amight
also f3all into this _ategory. Saiatlarly, we do not know biw many children
without chronic conditions but with an acute 1llnes3 or injury wouid have an
extraordinary medical bill in any given year.

Cnildnood chronit conditions can be Jescribed along a continuum. At the
203t severe end are the 70,000 children under 18 who resided 11 institutions and
other group quarters in 1980. While disgnostic inforzation on these high-cost
chiidren i3 unavailadble, 1t »ppears from the types of facilities they live 1n
that aental conditions are the 3ain reason fcr 1nstitutional placeaent. E£a’, of
these children can be classified as “aving catastrophic expenses in teras ,f
total eejical expanditures, regardless of insurance coverage.

At the next level are children restricted in their ®ajor activity (f¢-
school-age children, this means unable to attend school, for p-e-school children,
this means inadility to engage in any kind of play) According to the National
Health Interviev Survey in 1980, 75,000 children under 17 were ..aited in their
®a jor activity. Children under six were fOur tises as likely to fall into this
category. Mpproximately 25% of these children suffer with ispairsents of
speech, special sense and inteiligence as well as an assortaent of other aental
and npervous ayatam disorders. The other 75% have a variety of physical
conditions, with paraiysis and deformities of the dod, accounting for a
significant portion. It is highly likely that sost of these children wouid
incur extraordinary medicel espertes in a given year. For how many consecutive
vears catastrophic expenses aight be expected is unclear.
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Tha third group along the continuum 1s childrer with chronic conditions who
are abla to attand school or play, but are limited in the Kind or amsount of
activity (e.g., sttanding school part time). The 1980 MilS data shov that 1.}
aillion childran under 17 fall into this category, with alsost a 50/50 distri-
bution among childran under and over age six. Alsoat oge-third of these
children Suffar from speech, special sense and intelligence impairments and a
variety of other mental and nervous dystes disorders. Another two-thirds of
childran hava a range of physical diseasas and impairsents, with raspiratory
413easas and asthaa in particular affacting thas largest nusber. It 13 unclear
’ vhat portion of thess children would have catastrophic expenses.

Further down this continuus are chronically 111 chnpren who can attend all
norsal 3choo. activities but ere liaited in their outside-school activitias
{¥ore: only school-age childran fall into this group). More than one million
children fall into this category, ¥with a similar diagnostic picture as described
in the pravious paragraph, with lover prevalence rates of mentally bandicapped
s=nditicns a4 nighar oravalence rates of orthapedic lapairments and deformities.

Mo inforsation 13 avallable on how many of these children 1ncur very high anrzal
medical bills.

Finally, it 13 estimsted that approxisately 11 million chilten have ona or
more Chronic conditions bi't suffer DO long-tars disability. The sajority of
conditions raported in this group ara raspiratory. ¥o information 1s available
on their risk for incurring catastrophic expenses.

Chronically 111 children with limitations of activity are at increased risk
for catastrophic 11lness because of their relatively nigh utilization of a broad
range of health 3ervices, as descrided in Table 6 and Suamarized below.

s Approximately A% of ¢hildren s1th chromic conditions uave functional
limitations. These 2hildren {with LA) are tuice as likely to be hospitalized
and spend four times as many days 1n hospital as children with no LA,

« Crildren with LA visit (fysicians twicCe as often and *re twice as likely :o0
sace five Or zore physiCisn visits over 3 year's tice.

« Children with LA see nor-physicians five times as often as vn-LA children
and, at the 3aze tise, are four times as likely to have five or o0re visits,

e Activity-linited childron receive twice the nupber of prescription sediCines
a d twicc the numder of aedical 3upplies and equipaent as non-LA children.

« ynile children uith LA make u» only 4% of the population, they account for
113 of total child health expenditurss.

e Children #ith LA have tw‘ce the out-of-p.cket expenses a3 do non-LA children.

Conclusions

families with children who experience a catastrophic 1lless -- at birth,
in childhood, and/or in adolescence -- are often placed in extrege financial
indebtedness. Many fasil.es exhaust their private insuranc~ benefits and in
order to qualify for Medica.4 have to spend down their assets to such a degree
that, once eligible, they bectae virtually impoverished. Other faailies covered
by Hedicaid are often put into . ntenable poditions because the state often
places Severe limits on the amoun’ of cara that will be reimdursed (through
walyers) or on the nusber of “anda‘ory and optional services. While state
Crippled Childran's Services anu ~l.er privata foundations (e.g., Shriner's and
the Huscular Dystrophy Assoclation, play a critical role as payers of last
resort, the lnconsistencies by state, by childhood condition, and by family's
income are extresely arbitrary.

To reduce some of these state variations in order to insura sore consistent
public and private catastrophic policies requires further exasination of:

1) Mandatory adoptisn of Sedically needy prograss under wedicaid and sora
generous spend-down policies for poor and near-poor families with children.

2) Expansion of Medicaid hoge and community-based walver prograss, not Jolely
based on Cost-eflfectiveness, for families with wedically fragile children.

3) Increased coordination and supplesenting of Hedicaid witn EPSDT beneflits,
specifically designed for chronically £11 children and other children with
acute but catastrophic illness.

&}, Excluston of pro zvieting condition clausaes.

5) Expansion of public anc private insurance policies for adolescents and young
adults between the ag 3 of 18-25.

Many policy options are currently veing considered {and have been adopted
in a growing number of states) which nold proaise for reducing the Jamily's,
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orovider's and insurer's risk in care for children with catastrophic 1llness.
Included are:

1. State-mandated high risk pools

The state requires all insurers to establish a pool to cover those
individuals vho are uninsurable because of 2 prior existing chronic medial
condition. The ool would offer cosprehensive coverage at reasonable presiun
rates to be paid for by the family (or subsidized through other sechanisas).
Actual losses or profits would be shared equitably by the .nsurers in the pool.

2. Eeployee mandates

Require employers to provide minimum ins.-ance which covers prenatal
aarvices and primary services for children, uith tnsurance pools to assist saall
enplosers.

3. Medicaid expansions

As discussed previously, mandate Medicaid coverage for pregnant woesen
and children who are below the federal poverty level and standardize Medicaid
coverage for mandated services.

¥, Expand Title V MCH-CC prograss

Obviously these options will need to be examined with an eye for children's
unique needs. For example, although risk pools may help a number of children,
as currently established these mechanisss have failed the pediatri¢ populaion.
And, vhile there is much merit to Medicaicd expansions and esployee mandates,
each has limitations. We look forward to working closely with you, other child
acvocates, and provider organizations to develop a cosprehensive proposal to
meet the needs of all children who incur catastrophic¢ expenses.

TABLE 1

TOTAL CHARGE AND OUT-OF-POCKET EXPENSE DISTRIBUTION
FOR CHILOREN O TO 18 YEARS: U.S.. 1980

Charge Percent with Total Perzent with Total No.
Level at Total Charges Number Out-of-Pocket of Persons
or Adbove (fnCl. dental) of Persons (fnc). dental) (mi))fons)

a4t or adbove (miilions) at or above
threshold threshold
$ S00 13 492 9.4 4.46% 3.1
1,000 7.61 5.3 1.96 1.4
1,500 4,57 3.31 0.81 0.6
2,000 2 59 1.9 0.36 0.3
2,500 1.€9 1.1 0.15°* 0.1°
5,000 0.51 0.4 0.05¢° 0.03°
7,500 0.28 0.2
10,000 0.17* 0.1°
* May be statistically unrelfable due to small sample size.
Note: A)) figures in 1980 dollars; excludes fnstitutfonalized
populetions; estimates besed on person time~adjusted

weicht.

Source: Unpudblished provisiona) data from microdata tapes., 1980 National

Medica) Care Uti)szation and Expenditure Survey.
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TABLE 2

OUT-OF-POCKET MEDICAL CARE EXPENDITURES (IMCLUDING DEN‘AL) FOR
CHILOREN WITH OUT-OF-POCKET EXPENSES OF 3500 OR MORE., AS A PERCENT
OF FAMILY INCOME FOR CHILOREN O TO 18 YEARS: U.S..1980

Children with Estimated No. Percent of
Out-of-Pocket of Chiltdren A1l Chsldren
Expenses at {thousands)
or Above

102 221 0.€02

15 210 0 39

20 168 0.28

25 187 0.27

3o 157 0.22

S0 81 .12

* May be statistically unrelfable due to small sample size.

Note: A1l figures in 1930 dollars: excludes (nstitutfonalized
populations; estimates based on person tire-adjusted
weight.

Source: Unpublished provisional data from microdata tapes, 1980
National Medical Care Utflization and Expenditures Sur-
vey.

TABLE 3

EXPECTED PRINCIPAL SOURCE OF PAYMENT FOR HOSPITALIZATION FOR ALL
NEWBORNS AND NEWBORNS WITH LENGTHT OF STAY GREATER THAN 14 DAYS:
UNITED STATES., 1984

Hewborns ANl Self-Pay Medicaerd Private Other
Sources Insu ance
of
Payment -
Totai 3,857,445 640,257 603,305 2,360,004 253,879
100.0 16.6 15.6 61.2 6.6
Greater 1,744 15,666 13,738 25,913 6,427
than 100.0 25.¢4 22.2 420 10.4
14 days

Source: Unpublished data from the National Hospital Discharge
Survey, Natfonal Center for Hoalth Statistics,
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SIRTH A°D IWFANT (DNMOER 1) nvnnmum i
[ 14 ll“’!l. CASES. llIS. AwD 983

3 TOTAL CHARGES ATG, CHARCE
OIAGNOSLS CASES DATS a0 rea cast
sesecen 2 P eectseecntisnse
ML Casts
[ 114 393,732 L.371.909 3 1694, 688,859 51788
Porcont teo.o 100.0 100.8
AL CASES *1TH .
LEMGTNS OF STAT
of 16 OATS
114 4.212 309,492 31 s $294.5)7.187 135.607
Porcent t 16 :3'1
1. InFECTIONS
Tatal Resber 5,388 8,821 .2 116, “l 381 5 ).168
Percont 1 L] 100 ¢ 0.0
Keaser with 16 157 4,801 20.2 $ 4.019,43) 125.s01
Percant 2.9 1.8 231
1. mEOPLASNS
T.972
te a2 71 5 1.323.4841 3
Percent 100.0 100 ¢
Nesbor olth 18¢ s 1,498 13 3 1.810.09) 340,402
Porcont 10.2 e 14

3. EROOCRING . SUTRITIONAL

ARG WETABOLIC OLSEASES AND INWURITY O130RDERS

Tots! mesdor 107 $.738 2.7 3 0.388 3 5.072

Percent 100.0 100.0 100.0

- ¢ etth 18e (14 2,088 1.3 1 2.020.071 129,392
rcoat 9.2 e 82

s OISEASES OF TNE 6000 ANO BLOOO FORWING ORGANS
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TABLE 6
CHILDREN UNDER 21 WITH AHO WITHOUT LINITATIONS O ACTIVITY:
PERCENT DISTRIBUTION OF PREVALENCE. USE OF HEALTH SERVICES.
EXPENDITURES. AND INSURANCE. 1980

L

I Brexajence
Not limited 96.0%
limited 4.0 -
11. Use of Selected Health Services
A. Hospital Days 0 (days) 1-7 (gays), 8+ (days)
Not ltmited 92.3 6.9 08
Limftea 82.0 14.5 3.5
B. Physician V¥isits 0 (visits) S+ (visits)
Not limited 26.6 19.3
Limited 14,2 38.9

* Updated using the medical care component of the CPI,
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€. Non-Physiclan Vistts

Not limited
Limited

D. Prescription Medicati._as 0 (medic)

Hot Tiaited
Limited

€. Other Medical Services
(Supplies, equipment)

Not limited
Limited

111. Expenajtures 1
A. Tota) Charges

Not limited
Limited

B. Out-of-Pocket Expenses

Not limited
Limited

1v. lasurance
A. Type of Coverage
1. Medicaig f

Not limited
Limfted

2, Qther Public Jnsurapnce

Kot limited
Limited

3. Private Insurance

Kot Vimited
Limfted

4. Combined Coverage (Med
vate coverage for all

Not limited
Limited

8. Perfod of Covorage

Tota:
Kot limited 100.0
Limfted 100.0

EsssEEVNEEEEVEESEERESEFEAFENEEEASSEESSCESSSCESSEEEEEESsITssssss
Abstracted from reports prepared by Paul Newacheck for
the Hatfonal Maternal and Child Health Resource Center
as part of a Hational Report on Future Dfrections of
Public Services for Children with Specialized Health

Source:

Care Needs, 1986
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0 (visits)

70.8
56.8

44.6
36.8

0 (svcs)
88.3
78.9
980

3263
760

1980

76
135

vll Year

fcaid,

S+ (visits)

3.4
13.1

3+ (medic)

13.4
25 8

3+ (svcs)

1 985°*

3399
1,152

1985

115
205

Part Year

other public, and/or pri-

or part year)

90.1
92.0

All Year

76.4
77.1

Part Year

14.9
16.3

Hone

8.6
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Dr. PerriN. In broad terms, let me share with you two or three
facts about the epidemiology and background of ong-term illnese.

As was said a few moments ago, probably 10 to 15 percent of chil-
dren in America have sowe kind of chronic health impairment. Of
that number, however, only about 10 percent, or 1 to 2 percent of
children in America, have severe health impairments that inter-
fere on a regular daily basis with their being able to do the things
other children do—go to school, do their chores, play with their
classmates, and so forth.

That number has probably doubled in the past two decades. I be-
lieve we have gone from 1 percent of children to 2 percent of chil-
dren with severe long-term 1llness.

That doubling has been the result of significant improvements in
medical and surgical technology and in our ability as a Nation to
get services to children and families.

That number is not likely to double again in the next two dec-
ades. We probably have a relatively stable populatjon of children
with severe, long-term illnesses.

And as we’ve seen this morning, the vast majority of those chil-
dren today live to adulthood. The challenge now is how to help
these children grow to be effective adult participants in our society.

In years past, we said basically that children with cystic ‘ibrosis
all died. We needn’t worry about them. Children with leukemia all
died. We don’t have to have any special programs for them.

Children never became respirator dependent because we didn’t
know how to do that. They all died. We didn’t have to worry about
schooling for those children.

Well, times have changed. Most children with severe long-term
illnesses now survive into their third decade and longer, and we
have an important and exciting challen ge ahead of us.

Catastrophic health insurance can be meaningful to many fami-
lies. But it is important to recognize that the needs of families are
complex and go well beyond traditional medical and surgical care.

Mr. Pepper made that comment a few moments ago, and I be-
lieve he is absolutely right on the target. The needs of families are
broad. Insurance alone is necessary but not suificient. Children
with long-term illnesses and their families need access at least to
8iX main groups of services.

One, high quality medical and surgical specialty care. Two, high
quality general pediatric or general heslth services. And it's sad
that these children lack the basic modicums of immunizations,
health supervision, that most children in America do get.

Third, nursing services to help children be able to stay at home,
to be at home, and to receive care primarily from their families. I
am a so-called primary caretaker. 'Fhat’s what vou call physicians
of my ilk these days. 1 don’t take care of children. I consult with
families who do the daily care of their child. That’s what you heard
this morning.

We want to find ways to maximize the ability of families to be
able to take care of their children.

The fourth service is preventive mental health services. The fam-
ilies of these children face tremendous burdens, demands on their
lives and their psyches, trying to raise these children.

The fifth group of services are social services.
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And the sixth and probably most neglected are educational serv-
ices 80 these children can continue to survive well with their class-
mates in school. I could spend an hcur talking with you about the
problems that children with illness have in schools. They're inter
esting, problematic, and we have major steps to take forward there.

Catastrophic health insurance will help with some but not all.
Attention to a child’s malfunctioning knee may make the child’s
knee work better. But without proper habilitation, he may not
walk, he may not stay up to speed with his classmates in school
and he may not have access to needed appliances to improve his
mobility.

So my first recommendation on catastrophic insurance is, it
needs to go beyond health.

The second is, that catastrophic health insurance has the risk of
being inflationary, by providing an incentive to spend up to a de-
ductible limit after which services are free. And therefore, I would
strongly recommend that developments in catastrophic health in-
surance be tied to incentives to build high quality, long term care
programs that decrease reliance on expensive in-hospital care.

And my third and final broad recommendation is——

Chairman MiLLER. What was your second one again?

Dr. PerriN. The first is that we can’t do just insurance, Mr.
Miller. It’s got to be broader than that.

The second is, you’ve got to tie an insurance program to incen-
tives to build long-term care programs that diminish reliance on in-
patient services. It can’t be just insurance. It’s essentially repeating
the same comment in a different way.

And the third is, as you listen to the stories around the table this
morning, these arzn’t short-term catastrophes. Very little, for
agults by the way as well as children, is short-term, acute catastro-
phes.

We're mainly talking about long-term catastronhies. For these
children, we need to have deductible periods or the equivalent that
can be lifetime deductioles or 5 year deductibles and not hased on a
single point in time.

While our statement has gone into a series of other options, we
in fact are working with some of the other people you have heard
from today and hope to have a series of more explicit recommenda-
tions for you within a week, that we will hope to share with you.

Thank you very much.

Chairman MiLLER. Thank you very much. Dr. Northway.

STATEMENT OF J.D. NORTHWAY, M.D.

Dr. Northway. Thank you, Mr. Chairman. I am likewise hon-
ored to be before you today.

I am J.D. Northway, the President and Chief Executive Officer of
Valley Children’s Hospital in Fresno, California. I am a pediatri-
cian and pediatric nephrologist by training. The children’s hospital
which I administer is in rural central California, and over 60 per-
cent of the patients which we serve are Medicaid recipients.

I am here today to speak on behalf of the Western Association of
Children’s Hospitals on the very critical issue of catastrophic ill-
ness among children. We commend, as have others, the seject com-
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mittee for its efforis to draw nstional attention to this issue and to
develop remedies through whic 1 this crisis might be resolved.

Every year, many Americans face the trauma of a catastrophic
illness in their family. All too often, that family member is a child,
80 the emotional devastation is compounded by the overwhelming
flaancial burden. We've hesrd that over and over again this morn-
ing. Medical bills, which can run into the hundreds of thousands of
dollars, can precipitate financizl ruin of families without insurance
or with inadequate coverage. Fortunately, however, the incidence
of severe catastrophic iliness in children js actually quite low. We
have compiled a data base based upon our experience in California.

During 1984, there wcre about 500,000 children hospitalized in
California. This constitutes atout approximately 10 peicent of the
State’s children. Less than 3,000 of the 500,000 of these hospitalized
children incurred char es in excess of $50,000. But the total of this
small group represents 22 percent of the total charges of all 500,000
children. The average cost per child in this group was over
$100,000.

Who is paying these bills? Insurarce cos Ze in this countr is,
as you know, quite variable “pproximate., .0 percent of th's Na-
tion’s children have some fo.__; of private family health insurance.
Anocther 12 percent are covered by government-sponsored health
insurance, primarily Medicaid, which varies wid.1y across the
S“ates in terms of benefiis and eligibility requiremen‘s; 19 percent
or .0.2 million of this natior’ -hildren have no health insurance
coverage at all—despite the i..c. that 50 percent of these children
come from families with working parents.

Thus, in my opinion, the real victims of catastrophic health epi-

are children of the working poor. These are the families
whose income ‘is in excess of medict.id eligibility . sels but who do
not have access to or cannot afford private health insurance. Pre-
miums for these families can reach out-of-pocket expenses of two to
tnree hundred dollars a month which would represent somewhere
. between 35 and 5" percent of the gross monthly salary of a mini-
¢ mum wage worker. The situation then becomes either milk or
i health insurance.

In addition to the children of the working poor, there are chil-
dren who are simply uninsurable. And you saw a large number of
those this morning. Typically, these children have precxisting med-
ical conditions which prevent their being able to obtain private in-
surance coverage. These are children with cancer, cystic fybrosis
and other chronic disorders. According to a 1986 national survey,
approximately 31 percent of employers offering group health cover-
age res*~ict such coverage for preexisting conditions.

Anotaer group of children——

Chairman PLppER. Restrict what?

Dr. NortHwAY. About 31 percent of empluyeis offering group
health coverage restrict such coverage fcr preexistirg conditions.
In other words, if a child has a preexist 4 medical condition, they
won’t insure them.

Another group of children deserving our attention are the under-
insured. Underinsured families are those whose policies restrict the
| number of hospital days covered, cap the total dollars payable for
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the insured’s lifetime health care costs, or which have no maxi-
mum out of pocket limits.

How does inadequate insurance coverage affect the government?
In California, of those children whose hospital bills were $5,000 or
less, Medicaid paid approximately one third and the private insur-
ers about 50 percent. For the catastrophic cases, those in 3xcess of
$50,000, Medicaid’s share rose to almost 40 percent, whereas the
private insurers’ share dropped to 32 percent. Underinsured or un-
insured families can usually deal with minor health problems. But
when a catastrophe hits and the family’s resources are rapidly ex-
hausted, the already overburdened public assistance programs or
the hospital providers are asked to pick up the tab.

Which h- spitals typically undertake this task of caring for these
children? Seventy-five percent of the children in California whose
hospital bills were over $100,000 were cared for at a children’s hos-
pital or a university medical center. We believe that this is where
they should be cared for. But we agonize for these families as their
resources are eaten up and their dreams for the future are turned
into nightmares. None of us at the Children’s Hospital close our
doors to these children. But the demands on our resources are
many and the availability of our resources is limited.

However, if the financial risk for the cost of hospital care for all
of the pediatric cases in Calit.rnia—over $50,000—was spread
across the entire pediatric population of California, the cost would
be roughly $4.55 per child per month. This amounts to less than
oggi dthird of the cost of providing one day of elementary school per
child.

The issue of dealing with catastrophic illnesses in children is
complex and may well defy a single, shori term resolution. Howev-
er, it is imperative that a plan for protecting these f- _ailies from
cconomic and emotional ruin of catastrophic illness be developed.

We stand ready to support this committee’s endeavors. We would
suggest that any catastrophic health insurance plan for children
include the following:

One, that all of this Nation’s childrep must be provided with
health insurance.

Two, that the financial risk for this coverage must be spread
throughout the population so that the burden will not fall dispro-
portionately upon any one segment.

And third, tha* <trong case management requirements are in-
cluded in order t. _usure that financial resources are expended in
the most effective and efficient manner.

Thank you very much.

[The prepared statement of J.D. Northway, M.D,, follows:]
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PREPARED STATEMENT OF J.D. NORTHWAY, M.D., PRESIDENT AND CHIEF EXECUTIVE
OFFICER, VALLEY CHILDREN'S HOSPITAL, FRESNO, CA, ON BEHALF OF WESTERN
ASSOCIATION OF CHILDREN'S HOSPITALS

Mr, Chairman and Members of the Ccumittee

Gocd mornini. I am J. D, Northiway, President and CEO of
Valley children's Hospital in Fresno, California am a
Pediatriciar and Pediatric Nephrologist by training. The
children's hospital whaich I administer is in rural Central
California. Over 60% of the patients which we serve are Medicaid
recapients.

I am here today to speak on behalf of the Westecn
Association of Children's Hospitals on the very cratical issue of
catastrophic illness amons ch:ldren. We commend the Select
Committee for its effo *s to draw national attention to this
issue and to develop remedies through which this crisis wmight be
resolved.

Every year, many Americans face the trauma of a catastrophic
illness within their family. All too often, that family member
is a ch1ld and the emotionzl devastation is compounded by an
overwhelminy financial burden. redic.. bills which can run into

the hundreds of thousands of dollars can precipitate the

financial ruin of families without insurance or with inadequate
coverage.

Fortunately:, the incidence of severe catastrophic jllness
in children is actuasly very low. We have compiled data based

upon the experience in Calaforraa.
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During 1984, there were about five hundred thousand children

hospitalized in Cal:fornia. This constitutes approximately 10%

of the rtate’'s chaldren. Less than 3,000 of these hospitalized

children incurred charges in excess of $50,000, but the total
cost of this small group was in excess of $280 million and

represents 22% of the total charges for all five hundred thousand

plus admissions. The average cost per child in this group was

over $100.000.

Who is paying these bills? Insurance coverage in thas

country 1s quate variable., Approximately 70% of thas nation's
children have some form of private family health insurance.

Another 12V are covered by government-sponsored health

insurance, yraimarily Medicaid which varies widely across the

states i1n terms of benefits and eligibi“aty recuairements. 19%,

or 10.2 million,

of this nataon's children have no health

insurance coverage at all.

Thus, the real victams of a catastrophic health episode are

children of the working poor. These are the families whose
income 15 in evcess of Medicaid elagibilaty levels but who dad
not have access to, or cannot afford, private health ‘asurance.

Premiums for these families can reach out-of-pocket ¢xpenses of

$200~300 per month, which would represen. 35-50% of the gross

monthly salary of a minamum w2ge worker. The situatica then
becomes either milk or health insurance.

In addition to t™e chaldren of the working poor, there are

the children who are simply "uninsurable®. Typically, these

children have "pre-existing” medical conditions which prevent

their being able to obtain private insurance coverage; these are
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children with cancer, cystic fibrosis, and other chronac
disorders. According to a 1986 National survey, 31% of employers
offering group health coverage restrict such coverage for pre-
existing conditions.

Another group of children deserving of our attention 1s the
underinsured. Underinsured fampilies are those whose policies
restrict the number of hospital days coverel, cip the total
dollars payable for the insured’s lifetire health care costs, or
whaich have no maximum out-of-pocket limits.

How does inadequate ainsurance coverage affects the
govecsnment? In California, of those children whose hospital
bills were $5,000 or less, Medicaid paid one-third and the
private insurers about 1/2. For the catastrophic cases, those in
excess of ¥50,000, Medicaid's share rose to almost 40t of the
bills, whereas the private insurance groups share dropped to 32%.
Underansured or uransured f{amilies can deal with minor health
problems, bu. wuei a catastrophy hits and the fam.ly's resources
are exhausted, the already overburdened public assistance
programs or the hospatal providers are asked to pack up the tab.

75% of the children whose hospital bills are over $100,000 are

cared for at a children's hospital or uriversity medical center.
We beliese that this is where they should be cared for, but we
agonize with these families as their resources are eaten up and
tleir dreams for the future turn into nightmares. Mone of us at
the children s hospitals close our doors to these ci*ldren., but
the demands on our resources are wany and the availability of our

resources is limited., If the financial risk for the cost of
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hospital cary for all of the cases over $50,000 was spread across
the entire pediatric population of California, the cost would be
roughly $4.55/child/month. This amounts to less than 1/3 of the
cost of providing one day of school for ore chald.

The issue of dealing with catastrophic 1llness in children
18 complex and may well defy a single short-term resolutinn.
However, it is imperative that a plan for protecting these
families from econom:ic and emotional riin of catastrophic illness
be developed.

We stand ready to support this Committee’s endeavors. We

would suggest tnat any —atastrophic health insurance plan for
children include the follow:ng:

1. That 3ll of thys nation's children zust be provided with
realth insurance.

2. That the financial risk for this coverage must be spread
throughout the population so that the burden will not fall
dasproportionately upon any one segment.

3. That strong case management requirerents are included 1in
order to ensure that financial resources are expended in the most
effective and efficient manner.

Thank Yyou.
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Chairman Pgepex. Well, we thank you, Dr. Northway. That was
a magnificent statement.

Our next witness is Dr. Josephine Gittier of the Nationsl Mater-
nal and Child Health Center at the University of Iowa, Iowa City.

STATEMENT OF JOSEPHINE GITTLER, J.D.

Dr. Grrrrex. Thank you, Mr. Chairman. I do want to express my
great appreciation for the opportunity to appear before this very
important hearing today on behalf of the National Maternal and
Child Health Resource Center. Because of time limitations, I would
ask that my written statement be submitted for the record and I
will confine my remarks to very brief observations.

I think you heard this morning from the -panel of parents just
how devastating catastropkic child health problems can be for the
child and the family.

And this is something that we at the Resource Center have
become very conscious of. Sitting in the audience today is Mrs.
Julie Beckett who is the Associate Dircctor of the Resource Center.
She is the mother of Katy Beckett, the little girl whose plight re-
sulted in a change in Medicaid under which  child that was insti-
tutionalized could receive Medicaid benefits, but when she wen:
horie she could not receive Medicaid benefits because of her fami-
ly’s income being too high to qualify for benefits when she was at
home.

Julie receives innumerable calls from parents all over the coun-
try on a weekly basis, who do not have private insurance, have pri-
vate insurance but it’s inadequate and who are having problems in
working their way through Federal and State bureaucracies to
obtain any relief from public programs.

In fashioning some kind of Federal response to the problem f
children with catastrophic health probiems, I know you all are
aware of the difficulties that come about just because there’s no
agreed definition of what constitutes catastrophic child heslth
problems.

Traditionally, these kinds of problems have been defined in
terms of total annual health care expenditures above a certain
amount. I'd like to suggest to you that another way of defining
them is to look at children that have certain kinds of diagnoses or
have certain kinds of functional limitations, and there is some
precedent in formulating legislation to take the latter approach in
‘tihe security income program thai covers blind and disapled chil-

ren.

I think the previous panelists have indicated that the prevalence
of catastrophic child health problems is not that large. It really
does appear that children represent a relatively small proportion of
the total catastrophic expenses. When you look at the prevalence of
common handicapping conditions in chronic illnesses what you find
is that they are fairly rare in the general child population. Like-
wise when you look at the proportion of children that have some
limitation on normal activity, such as play or schoo!, you find that
they constitute a relatively sma!ll proportion of the child popula-
tion.
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Now, I mention this because I think it’s significant in terms of
{our responsibilities in fashioning a Federal response to this prob-
em, because it may really, it really does seem that taking care of
these children witn catastrophic health problems need not cost as
much as sometimes people think it may. I mean, they are a rela-
tively small proportion of the population, albeit they are high cost.

We have heard a lot of testimony about the magnitude of ex-
penditures for children with catastrophic health problems, and I
will not repeat the information in my written testimony on that
matter but I will simply refer you to my written testimony.

You have also heard extensive testimony about the lack of in-
gured coverage of children with catastrophic health problems or
the inadequate insurance «overage of children with catastrophic
health problems. I would re.lly like to submit to you that the prob-
lem of underinsurance is equal to the problem of uninsurance.
What we have seen both :n the statistical data that we have col-
lected and what we have seen on the basis of the families that we
have come in contact with is that there are a significant number of
families with children with serious health problems that do have
some sort of health insurance, either private or public, but it is
simply inadequate to cover the expenses that they incur in connec-
tion with treatment, rehabilitation of their child. And so I think
any solution that you all formulate to the problem of children with
catastrophic health problems really must take into account the
problem of uninsurance as well as the problem of underinsurance.

Turning to policy implications and recommendations, two of the
previous panelists have referred to the State Crippled Children’s
Program. Actually they are now called Programs for Children with
Special Health Care Needs. In the Federal legislation, Title 5, Ma-
ternal and Child Health Services Block Graut.

I would like to suggest that in formulating any Federal response
to this problem of children with catastrophic health illnesses and
condit.ons that a strong role be given to the State programs for
children with special health care needs. These programs are ai-
ready receiving Federal assistance under the Title 5 Material and
Chil(:ed Health Services Block Grant. Many of them are heavily State
funded.

Mr. Chairman, in your own State of Florida, for example, the
State Crippled Chiidre’s Program, over 90 percent of its budget
comes from State funds. Under 10 percent of its budget comes fro: )
gederal funds under the Title 5 Maternal ard Child Health Block
*rant.

These programs have been trying to fill the gap caused by inad-
equate private health insurance, and ‘ack of adequate public
health insurance programs. But their budgets oftentimes have just
not been sufficient for them to do what they should be doing, even
though they do fund care for a substantial rumber of children with
catastrophic health problems.

They also are programs that have a lot of expertise in setting
standards for care for these particular kinds of children that we
are talking about today so as to assure acequate quality of services
and for doing planning of care and case management for these chil-
dren so that the multiple servcies that these children need from
multiple sources are adequately coordinated.

(o)
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So again, I would suggest that any Federal solution take into ac-
count the current role of the Title 5 State programs for children
with special health care needs.

I also would ask that you direct your attention in formulating a
Federal solution to the State Medicaid programs and you've al-
ready heard alluded to the fact that these programs do not cover
many poor children at the present time who have catastrophic
healtl problems and even when they do provide coverage, they do
not give some of these children appropriate access to needed health
services because of limitations they place on mandated services and
their failure to cover optional services.

They also are not doing in many instances the job they should be
doing in terms of quality assurance and in terms of care planning
and coordination of services.

In short, I think there are two existinz Federal programs that do
relate to children with catastrophic health problems who are de-
serving of your attention in terms of looking at ways that they can
be improved to do what they should be doing, but all too frequently
aren’t doing.

Thank you.

[The prepared statement of Dr. Gittler follows:]
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PREPARED STATEMENT OF JOSEPHINE GITTLER, J,D , CODIRECTOR,
NATIONAL MATCHNAL AND CHILD HEALTH RESOURCE CENTER, UNIVERSITY
OF IONA, 10MA CITY, "OMA

My name {s JSosephine Cicrrle:r and I am tescifying here today on behalf of
the onutional Maternal and Chiid Heslth Resource Center The Rational
Materral and Child Heslth BResource Canter collects, snalyzez, snd
disseminatas informacion and dets abour public health care programs serving
sothers and childrea, conducte resesrch and preperes reports about maternal
and child haalth services; providss consultacion and technical assistance to
programs servi.g children with epescial heslth cere need: and prepares
educer_on and training matarisle and conducts training and educction prograss
vith respact to children with spaciel hselth cere needs

The Resource Canter ie currently siminietsring e project encticlad, °Future
Directions of Services for Children with Specisl Heslth Care Neseds.”
sponsored by the Divieion of Maternal and Child Heslth, BHCDA, HRSA, Public
Heelth Service, U. S. Depertment of Heeslth end Human Serv.ces. In cornection
with tha projact, the Resource Canter is engaged in ¢ major narional study of
financing of care for children with spaciel hselth cere needs {(childrsn with:
dieabilicise. handiceps and chronic illnesses) A« ¢ r sult of this Froject.
ve have collectsd dsta and info-wmation relevant to the subjact of this
hesring.-namely, the cstastrophic heslth insurance needs of children.

IMPACT OF CATASTROPRIC CENILD NEALTN PRORLEXS

The high cost of cere for children with serious health prohlems can have s
devaststing impact upon children and their femilies The following cases sre
{1luscracive: v

Roae and louise K.

On April 30, 1981 Rose and Loulsse R were born 2 1/2 monthe premstursly
Beceuss of prematurity, both bsblee had serious ezith probleas. Rose vrs
transferred to the nsonatal intensive cars unit of e Los Angeles hospitel
After 2-1/2 months of hospitelizetion, she died. Loulse remsined in the
neonatel f{ntensive care unit of the hospitel for 1-1/2 monthe While there,
she had & braln (intraventricular) hemorrhage reculring eurgery for plecement
of a shunt to drain excees fluld and relleve the preseurs, and about 3 monthe
after her initiel dlecharge from the hospitel, she vas rehospltellzed for an
emergency shunt revielon. In the iist seversl yescs, she hae had nuserous
hospitelizetions for various problesms.

Loulse 1le now & years of ege and 1s cered for at home Beceuss of
bresthing difficultlies, she has e Ctrecheostomy and le oxygen dspendent
requiring the provision of air with an ircressed concentretion of oxygen on s
24-hour besis. She also has & gestronowy tube to asslet in her feeding  She
1e blind and retarded.

The famlly of Loules end Rose conelets of s fether, mother and 5 siblings.
of which one i1s still et home. Tle family le 2 aiddle-income family with the
father eaplosed as e truck driver and the aother employed ee clerk In & lev
flrm.

When Loulse and Rose were borm, they had no privete insurance coversgs
Their fether had epplied for privete insurance coverage for h'mself w.d his
depsndente offered by hle eamploy.r. but he coverege had not yst becoze
sffective The fasily recelved some seslstance for psyment of hoepitel bills
from the stste Crippled Children's Servlces, but chie essistance did not
result in totel peyment Beceuse of unpsid hospitel bills for which the
fether vae legelly lieble, the fether's veges vere gernishei, and the father
eventuslly filed e feuersl bankruptcy pet.tion vhich wvee granted,

Once the father’s privete insurance policy becane effective, Loules hed
coverage for both hospitel and home cers The annual coet of her care is
currently ebout $200.000. Her care et home requires 24-hour nursing care,
visits by or to & physical cthereriez, e respiratory therepist and e
physlclan  Her home cere also requir eclel squipoent. s speclel formula,
aedications and e variety c¢f disposablee In asddition she is perlodically
hosplcalized

The father's ewmployer recently svitched Insurance cerrlers. and as of
Auguet 1 of this yesr. Loulss will be coversd by s nev policy This pollcy
has a lifetize maxioum bensfit of $250.000 and dose n~ psy for Iin-hose
nureing cere Since the annual ¢ ste of Loulse’s care are spproximately
$200.000. the meximus benefit would be exhsusted within 1.7 yeorz, and since
there 1s not coverage for the In-howe nureing care. amounting to ebout
$10,500 & month, which 1s needed if she 18 to remain at home, ehe would heve
to be inscicutionalized.

For six months, Loulse’s parents sought help from e nuaber of public
prograns without success Ffor example. Liwilse‘s parents vere told that she
is not financielly eligible for the regular sta‘e Title XIX Mediceld prograx
because her parente’ financlel resources ere too high They vere also told
that she could qualify for Hediceld benefits 1f she vas Inscitutlonellzed
because then thelr income and # vould not be counted in determining her
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€inencisl sligibilicy While the st nas s Medicaid "welver” program that
will provide payment for cars for children transferred f{rom en institutional
sstting to e home/commnity setting who would not ordinarily bs financially
oligible for Medicaid bensfits et home, they were told that s~ dos. not
qualify for this program. They havs recently been informed that the stete
has applied for s Mluld “welver” dut will .uu Ilodluld coverage of hsr
home cars costs. They, d sbout
whether they will receivs Adaqun. coverags of h.r bo. cars costs

Aone LV
Anne M. is slmcst 6 years of ags. She has e possible degeneretive disesss
of the nsrvous system chet has resulted In s low level of functioning.
In July of 1981, vhen Amne vas 3 msonths old, she vas hospitalized for s
ssizurs. During 1981-1983 she was hospitslized on mumerous occasions for
treatment of seiszures, recurrent pneumonis, snd s varisty of diagnostic

procedures Including brain and 1llver biopsies. Since 1984, her
hosp.talizacions have substantially decreased becauss thers hss not basen
I of her p a

Aane vas cared for st home except during periods of hospitelization from
1981 until August 1986, et whic time she vas placed In s skilled nursing
home. At te time of placement, ths snnual cost of her cars for both
hospital end home cars was approximscsly $114,000.

Ame’s femlly consists of har faether, mother and one sibling. They ars s
middls-income femily vu:b botb parents being self.employed in ths operstion
of & comp chat to retailsrs. From 1981 to August 1986,
Ame had privets health insurancs .overags undsr har fsthars’ heslch
insurance policy. The premium for this policy was subject to annual review
and incressed dremstically due co ths cost of Amne’s care 1In 1981, prior to
Aone’s Olrth, ths premium vas $100 s month; In 1985, chs premius wes $1300 s
sonth, snd (n 1986, Acne’s fether vas notified chat the 1986 premium would
Increese to $1900 & month, arouating to $22,800 s year

Unabls to afford chs increased cost of the premiums for privsts hsslth

. Aone‘s sought help from various public programs  Thsy
wvere informwed th.: Anns’s would not bs financially sligible for the s
Hedicsid program becsuse of her parents’ income and ssssts unlsss shs wvss
Institutionslized, In vbu..x cass h.r parents’ income would not bs stetributed
to har for purp of g financisl eligibilicy lisr
parents, Lowever, wanted to contlinue w care for hsr st home, ar.d vhen thsy
learned that the stats Medicaid program had s speciel Mediceid “weiver”
program ellowing peyment for bome cars for children st risk of
Institutionslizetion who would not otherviss bs elig bls for Medicsid
bensfits, they applied for Anns’s admission to the pro)~as They wvsre
notified thst the weiver program served only 50 people and An-s wes 2i6th on
o mastsr velting list.

Sincs Anne‘s parents could not obtsin financiel assistancs to pasy for her
hose cere, they reluctantly placed her In s skilled nursing fecility This
feczlity is an over thres hour drive from Anns’s home, wh. - makes it
difficult for her parsats to visit and sonitor her cars.

DEFINING CATASTROPEIC CHILD NEALTR PROSLIMS

Catsstrophic child heslth problems - .s often defined in terms of ths totsl
annual heslth cars sxpenditurss grester than s certsin smount, {n terms of
totsl out-of-pocket expenditurss {n excess of & fixed amount, or {n terms of
out-of-pocket expenditures excesding s propirtion of family income. Thess
problems, however, may sleo be defined In csrms of specific disgoetic
conditions >r {n terms of functional lim{tstions that sake children st risk
for large health cers sxpenditurss.

PREVATENCE OF CATASTROPHIC CNILD NEALTE PROSLEMS

One approach in detersining che extent of cetestrophic childhood heslth
problems {s to identify the proportion of the chiid populstion who have lerge
heslth csre sxpenditures. A 1980 report of the American Acadesy of
Pedistrics concluded that 'il/:udnn repressnt s small proportion of the totsl
catastrophic sxpense bill.~" Another spproach {(n deteraining the sxtent of
cstastrophic childhood heslth problems {s to setimsts the prevelsnce of
hand{capping conditions and chronic {llzesses among children, {nassuch e¢
children with such conditions and {llrwsses ars likely to have cstastrophic
heslth cars expenditures. Prevalencs can be setimated by reference to
specific conditions and {llnessss among children or by refsrence to sctivicy
linitetions among children. Bational prevalsnce estimates have besn
devsloped for 22 of the wmost common chronic childhood disorders brssd upon en
sxhaustive review of the litsrature, and thass estimstes Indicete that the
prevalenca of common chronic childhood disorders s quits low An snalyels
of the most recently sveilable dats fros the Nstional Heslth Interview Survey
{ndica ss that s rslstively small proportion of the child populsticn under 13
yossrs of age has modersts to ssvers lismitetions &8 to usual activitise (e g ,
pley or school)

It should bs notsd that the sforesentioned sstimates relst’ng to the
extent of cstastrophic child heslth problems sre derived from dsta set: wvhich
sre not current  Since AIDS may have the effect of Incressing the nusber of
children with cstsstrophic hsslth problems, these setimates say chengs e»
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date about the prevelence of AID, among newborns end children becoms
available.

HMAGNITUDE OF EXPENDITURES FOR CATASTROPEIC CEILD HEALTE PROSLINS

Ixisting information about heslth cere costs {ncurred by s group of
children. unown as technology depend children. d& Tates just hov grest
the costs of care may be for children with cetastrophic heslth problems
While the technology depsnient child population may bes defined {n s variety
of ways. it generslly {ncludes children vho use medicsl devices or equipment
to compensats for loss of & bodily function and who require reguler rursing
cetrs, wvith the most publicized of these children being thoss who are
dependent upon a vent{lstor for assistance in bresthing

== Technology dependent children sre genarslly initislly hospitslized

for an sxtended period of time, and {t 1s not u~isual for the cost .

the initiel hospitelizetion to exceed s hundred thousend dollars

o Prelisinary analysis of date regarding children enrolled in the
Pennsylvanis Ventilstor Aessisted Children/Home Care Program
indicates thet the aversge cost of hospitel csre for these
children sfter their condition has stabilized {n the month prior
to discharge {s $34,800.

° Pralisinary snalysis of date regarding children enrollsd in ths
Home Cate Progrss conductsed by the Maryland Coordinating Center
for Home snd Community Csre {ndicates that the aveTags cost of
hospitel care for thess children sftsr their cond’tisn has
stabilized in the month prior to discharge vas $I% 800

<= While home care of thess children {s sxpensive t1an hospicsl
cats, the cost of home care {s neverthel significant.

° Pralisinary anelysis of date regarding childrsn snrolled in the
Home Csrs Progrss conducted ty the Maryland Coordinating Canter
for Howe and Community Cars {ndicstes that the averags stevt-up
cost of home cers was $9.000 and that the avsrags monthly cost
of homs care af:er the first wonth st home vas $9,000.

° Preliminary ar.lysis of date regarding childrea enrolled in the
Home Care P.ogram of the I1linofs Division of Sarvices for
Crippled Children indicetes that the aversge stert-up cost of
home cers vas $8.000 and the m{;y sonthly cost of home cars
after the Zirst month vas §5,500

== Even after these children are dischsrged from the hospitsl to their
homes. they ofter ars rshospitslized for verious ¢voblems

° Preliminary anslysis of date regarding children in the Illinois
Home Care Program indicetes that the sversge cost of
tahospitalization vas $8.500.3/

THSURANCE COVERAGE OF CN1.DREN VITE CATASTROPNIC NEALTE PROSLENS

Availsble dats indicete that children 0-17 yesrs of sge constitute the
lergest segment of the uninsured populstion under the sge of 65 However,
preciss ascisates of the uninsured child populstion very. depeniing upon the
sourcs of date, the date vhen the dats were collected, and the age of the
children {nvolved. Taken ss o vhole, sveilsble datse s.ggest thst s
significant proportion of the child populstion undar 18 yesrs of sge lack
health {n_irance coversgs privsts or public (s.g . Medicsid). sll or pert of
the year It should ba noted that up-to-date {nformation sbout the current
proportion of the child populstion thet {s uninsured is not sveilebls, but

that thera {s widespresd sgreement that thefe hses besn » grovth {n
underinsurance among children in recent ysars

Underinsurance {s ss such s problem es uninsurence for children with
catsstrophic heslth problars Even vhen children with catsstrophic hesith
cers problema have privat. th'rd-psrty coversge, limitstfons often restrict
the utility of privete ins rance benefits for them Thus, privete heslth
insutance policies often have maximum lifetime benefits which ir the cest of
8 child vith s cetastrophic heslth problem say be exhausted while the child
18 still {n high-cost heslth services for an exterded period of time, private
heslth {nsursnce policies slse often Tequite co-psyments, which {n the case
of & child with a cstastrophic heslth probles msay be gquite large, in
addition, heslth {nsurance policies not {nfrequently excluds from coverage or
place 1imits upon cer.sin types of care snd services that children with
catastrophic problems asy well need

Just as privets heslth {nsurence coverage does not gusrantee thet the
costs of needed heslth care will be covered, public insurence coversge does
not guarantse that the costs of needed heslth care will be covered Families
of childran with cetestrophic heslth problems often turn to the stete Title
XIX Medicald programs, but even {f & child with catastrophic heslth cere
probleams {s Medic.id-eligibls, the extent to which the program gssists such s
child depends on the extent to v :h the program provides reimbursesent for
services the child needs A nuabeT of stetes plece limits on mencated
servicee and axclude from coverage vericus optionsl ser.ices

POLICY IAPLICATIONS AND RECOMMENDATIONS
The foregoing dictstes the conclusion thet the present system of private
and public heslth fnsurence {s not protecting & significent nunber of
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fanilies from the financisl risks snd burdens of cetastrophic heelth
expenditures There sre, however, s variety of fedsrsl initistives that
could reduca the uninsurence &nd underinsurence among children vho have
health care problems resultiag in expenditures of s cetastrophic nature

One spprosch would be the ensctment of federal legislation establishing o
federal cetastrophic heslth insurance program covering children As it has
been pointed out, catastrophic child heelth expenditures make up & reletively
small proportion of totsl catestrophic expenditures so that it appesrs thet
the cost of fedcrslly subsidizing cetastrophic health insurence for children
ssy be relatively low, A program that subsidizes cetsstrophic health
expenditures for children could be sdeinistered st the state lavel through
Stats Programs for Children with Specisl Haelth Cere Needs (CSHC Prograns).
formerly cellad the Stets Crippled Children's Services Prograss The CSHC
programs receive federsl sssistance under the Title V Matarnal end Child
Heelth Services Block Crant. and many of the CSHC programs ere hesvily stete
funded, One ge of this app h s that 3 lerge mumber of these
programs ars slready third-party payors for services for children with
serfious bealth problems requiring high-cost csrs. Another advantage of this
spproach is thet CSHC progrsms persormel heve considersbls expertiss in
formuleting stadsrds of care for and monitoring the quality of cars provided
children with serious heslth probless, end eqQually important, they have
expertise in cere planning and provision of cese management services to this

popula_fon

Another spproach fs to expend Medicaid progrem eligibility and give states
the opticn of sllowing uninsured or underinsured families of children with
catastrophic health problems to purchass Medicaid benefits with an income-
adjusted premfua. [Expsnsion of Medicaid aligibility to poor and nesr-poor
children {s highly desirable Whather, “owever, & Mediceid "buy-in® is en
optimal or even reslistic mechaniss for desling wi.h uninsured and
underinsurad children with cetastrophic health problems is open to question
The fact that many stetas ere not fully utilizing exfsting Medicaid options
for provision of coverags for such chilcren resisss doubts sbout ths
1ikelihood that states will take sdvantsge of e Madicaid “buy-in® option
Horeover. in meny states whers such children srs Medicaid sligible. they do
not have access to mneeded servicas because of Iimitetions on mandatory
services and failure to cover optionsl sarvices. and they elao may not have
sccase to needed sarvicea becsuse of resistance of hsalth cars providers to
participats in stets Msdicaid programs. Noreover. stats Medicaid programs
frequently do not have adequate mechanisms to sssure quality of care wvhich
ere of particuler importance to such children. and they fresquently lack the
capacity for the care plamning and the provision of cass msnagement services
wvhich are of particuler importance to these children

A somsvhat different spprosch tu helping familiss with catastrophic heslth
problems would be the sractment of faderal legislation mandating or offering
incentives for the crestion of state high-risk pools which are generslly
aimed ot enabling individuals who :=~s considered high-risk and honce
uninsurabla to obtein compreh i heslts. § at r bla prices A
high-r1sk pool sprsads the risk of loas In covaring & populatinn at risk of
incurring high-cost heslth cere across all perticipating insuters. thersby
reducing sach insurer‘s riek. The crestion of guch pools could be of
particuler benefit to uninsurable children with catastrophic heslth care
probleas and could slso be deaigned so a8 to benefit underinsurad children
with cetastrophic heslth cars problems. Although the high-risk pools thet
heve been established in savarsl ststes are not without their deficienciss,
thers sppssr to be ways to correct these deficiencies

A raletad but nonetheless distinct spprosch utilizing th. privete sector
would be the enactment of federsl legisletion mandating or offering
incentives to employers for the sxtsnsion of mini{mum haslth care benefits to
their employs.s and the dependsnts of their ewployees. Depending upon the
bensfite involved, such legisletion could be of sssistence to underinsured
famnilias of children with catestrophic health problams

YOCTWNOTES AND REFERENCES

1 The cases described srs actusl cesss Howcver, the names of the children
heve besn changed so ss to protaect the privacy of tha children and their
fanilfiss. The inforsstion perteining to tless ceses was furnished by the
children‘s parents.

2 Americen Acedemy of Fadistrice, Child Heslth Financing Report, Vol 1II,
No, 3. Spring 1986 The raport stetss that proviaional snalysis cf ths 1920
Nationsl Madical Cere Utilization and Expenditure Survey indiceted that less
than 1% of non-institutionslized children under 19 incurred totsl medical
expenses greatar than $5.000 in 1980; only 0.68 of all noninstitutionalized
children under 19 incurred out-of.pocket sxpenasa graster than 108 of their
fanily fncome. and less than one-quartsr of 18 Lad out-of-pocket expenses
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grestsr than 30% of ths family {ncoms.

3. 8. Cortmaker, “Chronic Childhood Disorders Prevelence end Populaetion,
Now and {r the Futurs,” s paper prepered for thi Netional Maternsl end Child
Health Resource Center (1985) According to Cortmaker, the following common
chronic childhood disorders have an estimated prevelence of less then 1 per
1,000°  gickle cell disesse including sickle cell anemis ( 46), neurel tube
defect {ncluding spina bif{da end encephalocele ( &%), eutism ( 44), cystic
fibrosis (.20), hemophilie (.15), acute Ilymphocvtic .eukemis { 11),
phenylketonuris ( 10), chronic rensl fellure (,08), musc.ier dystrophy ( 06),
traumatic brain {njury (.05). ihe following common disorders have en
estimated prevelence of more than 1 per 1,000: moderste to severs ssthre
(38)., visusl impsirment (30), mentel reterdation (25). heering {spairment
(10), congenitel heert dissess (7)., seizure disorder (3.5), cerebrel palsy
(2.5), aerthricis (2.2), perelysis (2.1), diebetes mellftus (1 8). cleft
1ip/palete (1,5), Downs syndrowe (1 1) Jbid.

4. The National Heelth Interview Survey {ndiceres tha: 0 5¢ of children
under 18 yeare of ege ere unable to engage in major usual sctivitiea, 3 28
are limited {n the amount or kind of usual ectivities Netfonal Center for
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: C!’unrman MiLLER. Thank you. Dr. Perrin, you have a time prob-
em?

Dr. PERRIN. I've just got patients scheduled this afternoon.

Chairman MiLLER. Let me just, if I can, ask you one question.
And I hope to get together with you later on this.

But is perhaps the term catastrophic here a misnomer? I think
both you and Dr. Northway pointed out that in the past we've
thought about that as a sort of an episodic event—boom, it hap-
pened to somebody and nobody had the resources to deal with that.

But if you listen to these families, we are really talking about a
lifetime maintenance operation here in services, and that’s where
it seems to me a great number of the gaps exist. How do you get
attendant care, how do you get home nursing care, how do you get
mobilization, how do you get transportation. How do you provide
all of these resources so that young people, whom 15 or 10 or 25

ears ago we didn’t think would live the semblance of a normal
ife, today are going to live a very normal life.

A paraplegic today has very few limitations placed upon them in
terms of their opportunities in society, except that he or she can’t
get around because there’s not a body of services available to
young children at the table here.

There is no indication that they won’t go on to school, that they
won’t live some notions of a reasonable life. Randy is the same

way.

Xnd it seems to me that that’s not quite as romantic or as excit-
ing for policy makers, but as I've listened to these families over the
years, it’s the most mundane need that they have on a daily basis,
that would drive most of us right up the wall and certainly drives
them up the wall.

And et there seem to be all of these stumbling blocks. I guess
my question is, why would a hospital or insurance company make a
decision not to provide these services? I mean, what is the rationale
that leads you to do what apparently is financially against your
own best interest, for a number of these organizations?

Yet we see it regeated over and over and over again both in the
private and the public sector.

Do you have 30 seconds to answer that question, Dr. Perrin?

Dr. Perrin. I think you're absolutely right, Mr. Miller, that it is
not an issue of catastrophe of an acute, short event. Some teen-
agers have accidents in which there may be an acute catastrophe.
But still, it’s a lot of long-term care afterwardg even for this group.

It may be expensive for the first few months. It still is expensive
thereafter. And I wouldn’t lose sight of that. We are talking about
long term care for children.

I think the reason that insurers have been hesit ... to get into
this, and +his is a tremendous service that you and your group can

rovide, is because they have not understood the scope of the prob-
em. They have had concerns about whether there is an opportuni-
(tiy for this to be such a large problem they can’t pay for it. We can
efine that number and I think we can see how it can be paid for.

Chairman MiLLER. If I'm an insurer and I have a young person
who is going to need a lifetime of services, I guess it’s much easier
for me to think we’ll get the first $100,000 and we get rid ~f these
peopic. This family, you know, they’re no longer our obligation. We
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don’t have to deal with this on a monthly basis, change of location,
change of employment and all this. Let’s just spend the $100,000
and get them out of here. Is that going on?

Dr. PerrIN. Yes. The most cost efficient care for these children
would be a form of genocide. The cheapest way is to encourage
th(lage children not to survive. That’s not an acceptable public
policy.

Chairman MiLLER. Thank you very much for your coming down
here and for the benefit of your testimony. And thank your pa-
tients.

Chairman PePPER. Are you leaving, Doctor?

Chairman MiLLER. Yes, he has to go.

Chairman Pepper. Very well. We want to thank you all very
much for being here. I'd just like to ask you one question.

Is there any likelihood that with the limited coverage that pri-
vate insurance will almost of necessity have, is there any likelihood
of this problem adequately being met without the overall direction
gnd teg};e overall participation of the Government of the United

tates?

Dr. PerriN. 1 think the Government of the United States can
provide a series of important incentives for the private health in-
surance market to be much more responsive to the needs of the
families that we’ve heard today. We must go beyond that, though.
We've really got to deal with a series of issues that are not so
simple. How do we get children access to health services or hospital
care. We need to go beyond that and I think that’s a very impor-
tanlt role for the Federal Government, to help us with that second
task.

Chairman PepPER. What would be your statement, Dr. North-

way?

gr. NortuwAY. Well, I would basically agree with that. I think
that one of the things that happens when we select out certain
groups, those groups end up being the most costly group to care for
and their costs usually end up being paid by the government.

I think if there was some kind of situation where—and no one
likes mandates and I'm not sure you can ever get mandates
through—all business carried some kind of health insurance, then
you can spread all of this risk out amongst the whole population
and that reduces the risk for any one individual.

When you begin to select out people, then I think what nappens
is that those people fall into the government’s baliwick and in
order to get into the baliwick you have to basically sell your house
and do away with all your own resources before you get cared for. I
don’t think that’s the most appropriate way to do it. If we could
cerwainly encourage everybody, all small businesses, now, granted
there are some costs there and maybe there could be some cost
shifting or somehow, but if we could mandate insurance coverage, 1
think in large part we would begin to do away with the financial
burden being placed on just a few people. Like in California, for in-
stance, if we took all of those——

Chairman PeppeR. Can an{body other than the government dis-
tribute the risk over the whole population?

Dr. NorTHwAy. Although I'm not an insurance p-rson, 1 would
think that if everyone who worked had an adequate basic family
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health insurance policy that the risk then would be spread across
the country. I think that could be handled by the private sector
rather than from the government and it wsild be just those people
who don’t work or who are poor and

Chairman PeppER. Under that sort of a system, would it not be
comparable to the situation where Chrysier Motor Company says
that it adds $600 to the cost of each car to p1wide medical care for
its employees? In other words, isn’t the public paying the bill
anyway?

Dr. NortHWAY. Yes, I suppose they are. The public is going to
pay for it one way or the other. I guess the real question comes to
whether we should try to do it first in the private sector and then
those people who absolutely fall out, there would be a net. that the
State and Federal Governments would take care of.

Dr. GrrTLER. I do think that there are two different kinds of roles
for the Federal Government. One is to subsidize care directly or in-
directly. The other as has beer mentioned is to provide some incen-
tive to the private sector to provide more and better care and I per-
sonally believe that the creation of State high risk pools is a very
enccuragine development.

New, I think Congress should take a look at what mandating or
providing incentives for the creation of State high risk pools might
do for this population that we are concerned about.

There have been some serious deficiencies in the State high risk
pools that have been created but I think there are ways of correct-
ing those deficiencies.

Congress can also as is now being considered mandate certain
benefits be provided by employee based health insurance plans.

Now, there are lots of questions about that approach in terms of
its impact on small businesses and in terms of some of the prohibi-
tions of ERISA that would have to be waived vis-a-vis self insurers.
But I would suggest that maybe there’s not one approach that is
the total answer but there can be a combination of approaches that
reinforce each other with no one approach being mutually exclu-
sive of other approaches.

Can I just make one comment, Congressman Miller?

One of the reasons ] said that I thought it was important to
think about defining catastrophic health problems not just in terms
of total expenditui¢s on an arnual basis, but in terms of some kind
of functional limitations, is precisely the point that you made a few
minutes ago.

There are lots of families that have children with serious health
problems that occur over a long period of time that require expend-
itures over a long period of time for a multiplicity of services, not
just health, but social services, educational services and a variety
of support services.

Their total expenditures in any given period, part of a year or a
year, may not be that great, but when you know that they’re going
to have to be paying for that child over years then you know the
problems of the child become catastrophic in nature even though
those children may not fit traditional definitions of having cata-
strophic health expenditures.
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That’s why I think we need to focus on the nature of the health
problem ang' the degree to which the child is functionally limited
in designing some sort of solution.

Chairman PeppPER. I regret that I'm going to have to go. I want to
join Mr. Miller in extending the warmest thanks to all of you and
to the panel that’s coming up next for the wonderful concribution
you've made here today.

you.
Thank you, Mr. Chairman, very much.
iry MiLer. Thank you, Mr. Chairman, very much for
joining us in these hearings.

What bothers me a little bit is that in a number of the instances
we heard about today, and it's true at the other end of the age
scale—] remember that the President, when I worked in the State
Legislature, was fighting very hard for relatives' responsibility at
that time and it's a concept that we all generally endorse in terms
of the ability of the family to contribute something to the care of
either our elderly or our ckildren.

But it doesn’t seem to me that the system focuses on the individ-
ual who needs the services. We bring in all of these ancillary facts
of whether the family is working, whether they have a home, and
we spend more time sitting down with Brazil to figure out how to
fashion a plan for repayment than we do with the family and say
what is it that you can or cannot do?

Instead it seems we let you go down for two and a half times,
and then maybe we pull you back above the surface and start to
put in place something that is marginal at best.

There is nothing unusual that you hear from one of these fami-
lies that is involved in this with young children, which is where I
have spent most of my time, in terms of the committee.

These stories of the stress and the complications that families
have can be told a million times in this country. But we seem to
diminish the cpportunity of the families to participate in the care.

e young man said that his mother was serving as his attend-
ant. Now, his mother gave up her job to serve as an attendant. But
we wouldn’t pay his mother the minimum wage to keep the young
man out of the hospital to replace some of the family incom~ due
to an accident that was clearly unforeseen and nobody’s fault. But
we’re going to let that family become impoverished, we’re going to
let that family come under additional economic stress. And at the
same time they can continue to wonder for the rest of their life cer-
tainly, in this young man’s desire to go out to college or to have an
independent life, whether or not care is going to be there. Just live
with that on a daily basis.

It seems to me that that is just the opposite of what we say as
policy makers we want fcr the American family. The interesting
thing is that it doesn’t seem to e terribly much more expensive
than this slipshod system that w: have today. But we don’t have a
system that focuses on the person in need of the services and what
are those needs, whether it’s long term or even immediate, and the
hospitals in a sense have to do it because they have little or no al-
ternative. You are having a delivery, you have a low birthweight
baby, you have the need and you immediately apply the services in
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that shoit tiine frame, or the same thing in terms of a stroke or
cancer.

But once you get out of that episode, we—everybody—kind of
drifts away from you at that point and kind of abandons you.

Mr. Vento?

Mr. VenTO. Thank you, Mr. Chairman.

I den’t think I have ever been as quiet for as long a time—but I
didn’t hear anything I disagreed with. I think the witnesses have
been very good and your conmments are very apropos.

I recall dealing with a related issue which they called a oster
Care Income Amendment that we had added. Charlie Rangel and I
worked together on it some years ago with our Senate counterparts
and the incredible thing is the IRS was going to charge income tax
on a per diem payment for foster parents that were dealing with
individuals with severe disabilities be:ause they couldn’t demon-
strate the differing costs for cleaning up the ice cream on the floor
and so forth when you're dealing with children with disabilities.

So the fact of the matter is that they still, ip terms of Tax Code,
are having a hard time. Foster parents that are willing to deal
with children that have various types of disabilities and are trying
to take care of them in a home setting are being treated unfairly.

I mean, it’s absolutely incredible. So I think the fact is that
clearly there is a need. I mean, if anyone doubts there is a need,
just look at the title of the program—Crippled Children’s Program.
I mean, that’s 1940’s jargon or something. We haven’t done a whole
heck of a lot in recent years in terms of putting together this
policy. It appears to me it probably started out with a lot of good
intentions and I in no way criticize those that use that terminology
in the 1940’s or the early 50’s, it was probably appropriate.

But fortunately today we do use different terms. But there is a
need to coordinate. And you know I :hink the answer to sort of
begging is the one that vou implied in your comments, George, and
I'm sure that most of the professionals that deal in this area and
study it know what the national government and the insurance
companies are depending upon. They are depending upon families
who act like families.

They expect families to take on the responsibilities and not re-
ceive any support. And of course as the technology and the lifesav-
ing capabilities of the medical science today prove more successful
of course, the old medical model doesn’t work.

I was just recently in my district and visited with a person that
was the cochairman or founder of Health Care Advocates. She’s a
30-year-old woman that has ALS disease and the only thing she
can do is me e her eyebrow. She communicates through a comput-
er and goes around to hospitals trying to tell people they don’t
have to stay in hospitals, they can go into private living situations.

Of course, as I said, the government and the programs that we
have as well as the insurance programs depend upon families to
quit their jobs, to take over, to do these tasks. As a consequence, of
course, then the companies and the Government don’t bear the
risk, they don’t pay the dollars.

I don’t know what the total cost of the program that dealt with
this would be but I do know that we should begin to modify our
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policies to facilitate this type of care, because of the values we have
as a society and because it jusc tends to niake a lot of sense.

I 8 not going to be easy to do, as is indicated by my fight with {he
IRS.htgnd inally we had to change the law. We couldn’t get a ruling
on that.

We had to finally change the law so it would permit the parents
or the foster parents, to not pay the income tax on the extra per
diem payment for a handicapped or a disabled child.

I mean it's incredible, but that was the case. So I really don’t
have any questions of this panel, Mr. Chairman; I think it’s a good
hearing and Um sure that out of this type of understanding we will
find a policy path that will begin to make some common sense in
terms of Lome health care for children an? for others.

Thank you, Mr. Chairman.

Chairman MiLLer. Thank you.

Dr. Northway, I just have one remaining question.

If I read your testimony correctly, you talked about the fact that
in California we have the situation where % of 1 percent of the
500,000 children admitted to the hospitals were accounting for $280
million of the expenditures. If I try to marry that with Dr. Perrin’s
testimony from the American Academy of Pediatrics, and his num-
bers around newborns hospitalized 16 days or Jonger, obviously, it
really starts to jump out at you that we’re still a long way away in
terms of having a quarter of a million low birthweight babies. All
through this hearing, with your testimony and Dr. Perrin’s, they
start to show up in that grouping.

Is that correct? I mean is that the same as in California, that’s
the bulk of the cost?

Dr. NorTHWAY. I believe so. I think that if you're starting to
spend limited monies, you need to put it in the right place. Teen-
age pregr.ancies would be one place to begin. Teenage pregnancies
are usually 1’gh risk pregnancies. If you can get these youny
women into the health care system early in their pregnancy, you
may be able to reduce the chance of producing small premature
baby which will have a long hospital stay and develop some of the
problems that you witnessed this morning.

I believe there really are some things which we can do to reduce
the number of premature babies and this is important as a small
number of children who are premature really do generate huge
costs because of all the technology and personnel involved in their
care.

Chairman MiLLer. Now, at Valley Children’s, where you have
such a high caseload of Medicaid eligible people, is that the same
trend you're seeing there in terms of adolescent pregnancies and
pregnancies that-——

Dr. NortHwAY. I believe so. I can’t give you the specific numbers
or the percentage of our babies that come from high risk pregnant
mothers, but—and many of those are teenagers—it’s quite high.
We work very closely with the county hoepital there and they
have, they are developing a teenage pregnancy program and so
we're hoping that we're going to in to get to some of these
young women to get them to get good care so that in fact we can,
and maybe this is not the right thing for a hospital administrator
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tc say, so that we can empty out, begin to empty out some of our
newborn intensive care.

Chairman MiLLER. So that would be where a disproportionate
share of your cost would show upr also?

Dr. NortHWAY. Right.

Chairman MILLER. In terms of pregnancies that are abnormal?

Dr. NORTHWAY. égproximately 35 or 40 percent of our inpatient
days are in the NICU,

Chairman MmLer. OK.

Dr. NorTHWAY. So it’s a big problem. For many of these new-
borns, the outcome is good, although expensive, because they may
be hos%italized for 2 or 3 months. But then unfortunately, there's a
whole host of them that go on and develop either chroric lung dis-
ease or they have some neurological impairment or other problems.

If we can in to get to those young mothers into the system
early, that would obviously be a step in the right direction.

Another area to look at is trauma. Injuries take more lives in pe-
diatrics probably than anything else. Once these injured children
get into a heaith care facility, particularly with the very googlfmta-
medic programs and all that kind of thing we have, these children
generate very large bills. You saw a young man sitting here who
benefited from good modern health care. Probably 10 years ago he
might have been dead, but today he sits here a young man who has
a future ahead of him even though he’s impaired, but unfortunate-
ly has no way to pay for it and to get into society.

So those are two areas that we need to look at.

If by spreading the premium cost across the whole population we
may not devastate a few families by an illness which they had no
wm plan for.

irman MiLLes. Well, thank you. Thank you.

Next, the committee will hear from Sara Rosenbaum, the Direc-
tor of Child Healt} for the Children’s Defense Fund, and Dr. Con-
stance Battle who is the Medical Director and Chief Executive Offi-
cer for the Hospital for Sick Children in Washington, DC.

Welcome to the committee.

PANEL THREE—THE RESPONSE TO THE CATASTROPHIC HEALTH
CARE NEEDS OF CHILDREN: CONSISTING OF SARA ROSEN-
BAUM, DIRECTOR, CHILD HEALTH, CHILDREN'S DEFENSE
FUND, WASHINGTON, DC; CONSTANCE U. BATTLE, M.D., MEDI-
CAL DIRECTGR AND CHIEF EXECUTIVE OFFICER, THE HOSPI-
TAL FOR SICK CHILDKEN, WASHINGTON, DC, ON BEHALF OF
NATIONAL ASSOCIATION OF CHILDREN’S HOSPITALS AND RE-
LATED INSTITUTIONS; ROBERT SWEENEY, PRESIDENT, NA-
TIONAL ASSOCIATION Of CHILDREN'S HOSPITALS AND RELAT-
ED INSTITUTIONS, ALEXANDRIA, VA; AND MICHAEL MORRIE,
EXECUTIVE DIRECTOR, UNITED CEREBRAL PALSY ASSOCIA-
TION, ON BEHALF OF CONSORTIUM FOR CITIZENS WITH DE-
VELOPMENT DISABILITIES, WASHINGTON, DC

STATEMENT OF SARA ROSENBAUM

Ms. RoseNBAUM. I have submitted a longer statement for the
record and will just present a brief summary of my remarks.
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I will address remedies. It is extremely important that in shap-
ing remadies that we focus on the absolute catastrophies that we
heard of this morning as well as what for lack of a better name I
will call relative catastrophies, that is catastrophies that entail
denial of access to primary and preventive services that might
avert an absolute catastrophe but that are beyond the reach of
many families.

Starting with absolute catastrophic needs, there are a number of
steps that Congress could take that are really the topic of a long
term debate.

Even though the issues releting to long-term care for the aged
and catastrophic care for the aged are complex and politically diffi-
cult, they are easier than remedying children’s plight, because
there is a single large payer, namely Medicare. Once a political
consensus about what need be done is reached by Congress, signifi-
cant remedial actions can take place, which will aid all the elderly.

In the realm of under 65 health financing, however, we don’t
have one payer. We have multiple payers, public and private. As a
result, forming a long term consensus about what health insurance
ought to do for the under 65 population is extremely difficult.

Congress could amend beth the Tax Code and the Federal Medic-
aid Statute as well as other public programs such as CHAMPUS, to
build in catastrophic wraparound protections, just as it is now
doing in the case of Medicare. Congress could also make benefit im-
provements, just as such improvements are now under consider-
ation in the medicare debate. These improvements might include
not only acute hospitalization benefits but also the range of home
and community based care and case management services which
have been discussed.

That is probably the best long term solution and is what Dr.
Northway and other witnesses have discusssed. It would in fact
spread the financial risk among ail payers. It could be coupled with
mandates for both systems to provide health insurance to people
who huve none at all.

The bill that Senator Kenneddy is preparing to introduce in the
case of private insurance would accomplish some of these goals,
and Senator Chafee is preparing a bill that would broadly expand
medicaid as a public insurer for people who do not have access to
private care.

These are the appropriate long-term solutions. Insurance, both
public and private, over the years has become a payer of normative
health care costs.

The private insurance industry seeks people who have normative
health care needs. That is what preexisting condition exclusions,
lifetilxze and annual maximums, and diagnostic exclusion riders are

1 about.

Medicaid has dealt with this normative bias in a different way.
States put annual limits on hospital coverage and physician serv-
ices, for example.

Both types of payers ere doing exactly the same thing.

We have a very basic philosophical decision to make. Do we want
insurers— nrivate or puglic—to act as normative payers or do we
want thei. to finance higher cost services as well?
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I tend to agr.e with the latter approach. But I don’t think that
this goal is ach’® :vable in the pear future.

A number of things could be done this year however, to provide
immediate relief. For example, the home arnd cemmunity based
care option discussed by Josie Gittler, the option that brought
Il(latsie Beckett home, is an option thai has been exercised by only

tates.

Congress could decide to mandate that all States provide medic-
aid to children who could be moved out of an institution and cared
for at hoiue.

When the medicaid home and community care option program is
available and combined with additional home and community
based care services, it is a lifeline for these families.

Congress could also mandate that all States provide medicaid to
children who are recipients of Supplemental Security Income.
There are currently five States in the country that still categorical-
ly exclude disabled SSI children from their medicaid program be-
c§use of a quirk in 1972 medicaid legislation that allows them to do
this.

Congress could amend medicaid to make it possible to——

Chairman MiLLER. What do we allow them to do?

Ms. RosenBauM. There are five States in ths country that will
not extend Medicaid coverage to children who receive S&I, because
in January of 1972 prior to enactment of SSI there was no category
of medicaid beneficiaries that were children who were disabled.
(llé}ziidren were not part of the Federal disability program until

Congress, in enacting the SSI program in resvonse to State fears
about the added medicaid costs that would ensue, allowed states to
take a snapshot of their programs as——

Chairman MiLLER. We're good at that, huh? We take more snap-
shots than Kodak.

Ms. RoseNBAUM. That’s right. That’s right.

Chairman MiLLER. None of them turn out to be accurate, but we
take them.

Ms. RosenBaUM. This snapshot literally shut the door to medic-
aid eligibility for disabled children in about five states.

1 would say about once a month we get a call from one of the
families in one of the States, who has discovered to its horror that
even after it exhausted everything, it still can get no help under
medicaid for a disabled child. But in a State such as Maryland, as
you hLeard this morning, medicaid would provide relief,

That’s an easy thing to take care of.

Congress might also implement a new provision in medicaid to
allow medicaid agencies to nuy employer provided insurance for
people who are poor and working but cannot pay their dependents’
insurance premiums themselves. This would give their children
some base protection.

Finally, I urge that the committee look at the Title V program.
Title V is the old Crippled Children’s Services program. It is a good
source of financing and technical aid to families with severely ill
children. Until we deal with the _ssue how to finance ch’ldren’s ab-
solute catastrophies through insurance, Congress could asrovide ad-
ditional appropriations to State CCS programs to set up long-term
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case managed care and financing programs for children who have
literally exhausted everything else or who need case management
assistance.

There are two serious problems with the existing Crippled Chil-
dren’s Program. First, many programs discriminate by diagnosis,
thereby leaving out certain diagnoses such as cancer, leukemia, di-
abetes, and other conditions such as autism, other severe illnesses
and ailments that result in catastrophic costs.

Second, most programs now use an upper-income limit test
rather than some sort of threshold expenditure test to determine
eligibility.

Both shortcomings should be remedied through a supplemental
appropriation to Title V to fund a long-term resolution to the case
management problem and a short term resolution to the financing
problem.

With respect to relative catastrophies, the only thing that distin-
guishes these from absolute catastrophies is a matter of degree.
Our infant mortality problem in this country is a testament to the
relative catastrophic problems. Women who cannot afford prenatal
care and children who cannot afford in theiz infancy periods access
to primary care from horrendous catastrophes. We urge this com-
mittee to do several things.

First, it should extend the Bradley-Waxman legislation, intro-
duced earlier this year, to include all children under the age of 18,
not just under the age of 8.

The incremental cost of adding an 8-to-18 companion is very
modest.

Second, Congress should mandate coverage of all medicaid-eligi-
ble children under the Federal poverty level, That was established
as an option last year. That should not be an option.

Third, with respect to prenatal services, unfortunately the cost of
mandating medicaid coverage or preguancy care is one of the most
expensive things that can be done, because of the cost of delivery.
We think it should be done. But in the interim we suggest that at
the minimum, Congress should swiftly appropriate an extra $30
million in funding for community health centers and an additional
$75 million for Title V to cover some of the costs of maternity care.

[The prepared statement of Ms. Rosenbaum follews:]
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REPARED STATEMENT DF SARA ROSENBAUM, DIRECTOR, HEALTH DIVISION, CHILDREN'S
DEFENSE FUND, WASHINGTON, OC

Mr. Chairsen and Meabers of your Committees:

The Children’s Defense Fund (CDF) 1s pleased to have this
opportunity to tesrify today regarding catastrophic health costs
among children. CDP 1s a national public charity which engages
1n research and advocacy on behalf of the nation’s low income and
minority children. The 1ssues on which CDF works 1include child
health, child welfare, child care, edicat:on, job training »1d
employment, and adolescent nregnancy prevention.

Por fifteen years, CDF’s health division has engaged 1n
extensive ef forts to improve poor children’s access to medically
necessary care, including both primary and preventive services,
and medical care requiring the most sophisticated and costly
interventions currently available.

Both ends of the medical care spectrum =- preventive and
intensive -- ar? vital to the heal*n and well-being of children.
Comprehensive primary cares including health exams, followup
treatment, care for self-limiting 1llnesses and impairments (such
as influ nza or strep), and vision and dental care, 18 a
fundamental recessity for virtually all children. Moreover,
about one 1n five children suffers from at least one m1ld
functional 1spairment such as asthma, a correctable visiorn or
hearing 1mpalrment, or a moderate emotional disturbance and
thus requires ongoang basic medical attention.

Additionally, about four percent of all children (a figure
which by 1979 was more than double the percentage repcrted 1n
1967)1 suffer from one Or more chronic impalirmwer:s with a loss of
functioning. Included in this group are children suffering from
degenerative 1llnesses such 3s cystic fibrosis, multiple
handicaps and major Orthopedic impairments, Ahout two percent of
all children suffer from one of eleven major childhoc disecases
inciuding cystic fibrosis, spina bifida, leukemia, jJjuvenile
diabetes, chronic kidney disease, muscular dystrophy, hemophilia,
cleft palate, sickle cell anemia, asthma and cancer.?

Finally, nearly 7 percent of all infants are born at low
birthweight {welghing less thar 5.5 pounds) each year.3

Virtually all will require some additional medical services.

i Moreover, about eighteen percent of all low birthweight 1infants or
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some 43,000 infants weighing less than 3.3 pounds at birth, wiil
Tequire major medical care during the first year of life,

Hany will require ongcing care thruughout their lives.* Low
birthweight infancs are also at three times the risk of
developing such lifelong impairments as autism, cerebral palsy
and retardation.’

Portunately, most children, even children with impairments,
require relatively modest levels of health care. Only about five
percent of all children incur annual medical costs in excess of
35,000.6 However, both groups of childrer -- those wiJl
relatively low-cost medical care needs and those with high cost
problems -- can be considered catastrophic cases, in either
relative or absolute terms.

A "Relative” Catastrophic Weeds Among Children

For low income uninsured families, even routine child health

needs can-result 1n catastrophic expenditures 1f the term

“catastrophic” 15 measured in relation to a family's overall

income. In 1984, nearly one in every five children, and one in

every three poor children, was uninsured.’ {Table I)

Additionally, one 1n six women, and one 1n three poor women, of

childbearing age, was completely uninsured.®

Children under 18, who comprise 25% of the under-65

population, constituted over one-third of the uninsured in 1984.2

Three quarters of all uninsured children have family incomes

below 200 percent of the federal poverty 1eve1,1° and the vast

majority (between 66 and 75 percent) live ia working families,ll

Low income families, when confronted with even normal child
health expenditures of several hundred dollars per year face
insurmountable health care barriers. As a result, uninsured low
income children receive 40 percent less physic:an care and half
as much hospital care as their insured counterpm—ts.]'2

There are two main causes of children's lack of health
insurance. They are: the major gaps in the employer-based health
insurance system; and the failure of Medicaid, the nation's major
residual public health insurance program for children, to
compensate for these gaus.

1. The Private Health Insurance System Is Leaving More Americans
Uninsured

Our nation relies orimarily on private healch ingurance to
aeet much of the health care costs of the working-age gopulation
and 1ts dependents. Most of this private insurance 1s prov.ded

as an employment-related benefit.
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Employer-sponsored health care plans are tne single most
important source of private health care coverage for Americans
Jounjer than sixt ive. In 1984, over 80 percent of all

pravately insured American clildren were cove '«d by emnloyer

plans.13
Traditio .ily, eapls pa.d much or all of the co t
of premiums for covelrage .r employee: (and frequently some

or all of the cost for degendents). The costs of this insurance
are held down because it is purchased on a group pasis, and
because the pool of employed persons excludes many nonworking
Americans who tend tr. iave the mdst health =:-oblems, including
the elderly, the disabled, and those who are unemployed because
they are 1ll.

The employer-sponsored health insurance system works fairly
well for families headed by parents who are employed in jobs with
good fringe benefits. It meets much of the cost of major health
care expenses for employees and, tc a lesser but considerable
exteat, their spouses and children.

But thoe system never has worked well for millions of low-
and moderate-income families. First, 1t obviously excludes
tamilies with no currently employed mempers. Second, the system
also excludes »embers of families--usually at the lower end of
the wage scale--headed by parents whose employers do not offer
their employees health insurance coverage as a fringe benefit.
For example, 30 percent of all employers who pay the minimum wage
to more than half their work force offer no health insurance.l$
The system excludes those children whose parents”™ employers
either do not offer coverage to their employees' dependents or
offer i1t only at an unaffordable cost. As a result, a child
living 1n a poor working family is only about half as likely to
have private insurance as a similarly situated non-poor chxld.15

There 1s every indication that these Japs 1in private
1nsurance coverage are growing, not shrinking. First, as
children increasingly live in single-parent headed families,
there is a greater likelihood that they will be without private
insurance cova2rage. Children living in single parent householils
are three times more likely to be uninsured than children living
in two-parsnt houleholds.16

Moreovsr, the United States is witnessing a major shift in
the type of jobs the economy provides, away from job growth in

the manufacturing industries and toward growth 1in the service
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sector. MHanufacturing jobs generally have greater levels cf

employer-paid fringe benefits, part.cularly health insurar.ce.

Service Jjobs, by contrast, are genirally lower-paying and often

part-time. These jobs, even if full-time, are significantly less
17

likely to provide health insurance. To the extent that the

taerican econoay continuss this shift, we may be witnessing the

inexorable collapse of the employer-based insurance system and

the resulting disinsurance of the middle class and their families

over the long term.

Even emplojers tha* do offer health i1nsurance have taken
substantial steps in recent years to reduce their expenditures by
cutting back on the amount that they will pay for their workers'
)coveuge- One~-third of employers reportes 1n a recent nationwide
survey that they had reduced contributions to to their workers'
(or their work.rs' dependents) annual insurance premiums, thereby
increasing their workers' ghare of px—en!uum.18 This has made 1t
more difficult for workers earning lower wages to continue
insuring either themselves or their dependents. 8etween 1982 and
1983 alone, the proportion of employees with family coverage who
were required to pay part of their premium cost rose from 40
percent to S50 pex’cent.19 In 1980, even before this shift, nearly
one out of five employers contributed nothing toward workers"
premium costs for coverage of dependents, leaving payment
entirely up to c:aployees-zo

Employees earning low wages canmt afford to participate 1n
their insurance plans {f their share of the premium payment ig
high. Even in 1940, prior to recent cutbacks, employers, on
average, paid o*ly 75 percent of their employees' premium
costs. 2! an employee enrcolled in an employer-based group
insurance family coverage plan requiring a 25 percent employee
contribution, would have to pay as his or her share of the
monthly family premium--about $62.50 on average. This represents
11 percent of a low-income employee's gross pay. The employee’s
share of the cost of family coverage is thus unaffordably high
for workers earning low wages, forcing them to leave their

dependents uncovered.

As a result, children in poor working families are even more
likely than their parents to be uninsured. while 60 percent of
poor working adults have some private insurance, o-ly about 50
percen* of children in poor working families do.?? It has been

estimated that more than 27 percent of all children who are
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uninaured live with a parent who is ins .red.23

2, Medicaid, the Major Public Insurance Program for Femilies
with Children, Is Covering Fewer Children

Medicaid, enacted in 1965, is the nation's largeet public
health financing program for families with children. Unlike
Medicere, which provides almost universal coverage of the elderly
without regard to income, #edicaid is not a pr.gram ot universal
or broad coverage. Rather, it is based on need. Eligibility
depends on having extremely low income.

Because Medicaid is fundemeéntally an extension of America's
patchwork of welfare programs, it makes coverage available
primarily to families that receive welfare. With a few
exceptions (incluting pregnant women and children younger than
five with family incomes and resources below state-set Aid to
Families with Dependent Children levels), individuals and
families that do not receive eithe APDC or Supplemental Security
Income (SSI) are categorically ;sciuded. Por exanple, a family
consisting of a full-time working father, mother, and two
children normally 1s excluded from Medicaid even it tne fatiher i8
working at a minimum wage job with no health insurance and the
family's income is well below the poverty line. Morcover, even
though states have had the option since 1965 to cover all
children living below state poverty levels regardless of family
structure, as of pecember, 1986, 20 states still failed to do
s0. 24

In addition to these restrictive eligibility categoraies,
Hedicaid excludes millions of poor families because of 1ts
financial eligirility standards, wh.ch for most families are tied
to those used under the AFDC program.2® [; mure than half the
states, a woman with two children Wwho earns the minimum wage
{about two-thirds of the federal poverty' level for a family of
three 1n 1986) would find that she and her children are
ineligible for covemge.26 By 1986, the combined impact of
Medicaid's restrictive categorical and financial eligibilaty
standards reduced the proportion of the poor and near-poor
covered by the program to only 46 percent--down from 65 percent a
decade ea:lier.”

As a result of improvements enacted by Congress in 1984 and
1986, many previously urinsured low-1income pregnant women and
children will be aided.

o The Deficit Reduction Act of 1984 mandated that states

provide dedicaid coverage to all children younger than

five with family incomes and resources below AFDC
eligibility levels.

lig




ERIC

Aruitoxt provided by Eic:

106

o The Deficit Reductior Ac* of 1984 and the Consolidated
Omnibus Budget Reconciliatiwn Act of 1986 together
mandate coverege of sil pregnant women with income and
resources below state APDC eligibility levels.

o The Sixth Omnibus 3Judget Rec.nciliation Act, passed 1in
late 1986 permits sta~:, at their .ption to extend
automatic Medicaid cnvei*ge to pregnant women and
children under age f:v~ with incfomes less than the
fedaral poverty leve! bat in e«cess of state AFDC
eligibilty levels.

1f fully im ‘emented 1n every State, these ar>n.ments will reduce
by 36 to 40 percent the number Of uninsured pregnant women &nd
young children ﬁationuide.ze

However, even 1f fully implemented, these new laws will not
compensate for Medicaid's growing failures., Medicuid still does
not reach low-income children over age five in twenty states.
Ror do these new laws aid the millions of uninsured, nonpregnant,
poor parents, whether they are workirg or inemployed. Moreover,
these lecent improvements are unlikely even to offset the years
of siagnation and erosion that Medicaid has experienced.

In PY 1985, Medicaid aervad 10.9 million children younger
than twenty-one--more than 400,000 fewer than were served 1n
piscal 1978.29 7Tnis drop occurred despite the fact that Piscal
1985 was the first yea. that the 1984 Def-.cit Reduction Act
amendmen.s were 1n effect, and 1t followed enactment by about a
dozen states of additional optional Medicaid child coverage
improvements. Pinally, this decline occurred even though the
nusber 2f children in poverty rose from 9.7 million to more than
12.5 million over the same time perxod.3°

The primary causes of declinirg Medicaid coverage 1include
stagnation in Medicaid’'s financial eligibility levels. and,
beginning in Piscal 1982, a virtual exclusion of poor working
families from the proqram.31 Even 1n 1977, a child living 1n
a poor working family was 1.8 times more likely to be completely
uninsured than c<ne living 1n « poor, non-wocking famxly.zz has
figure has undoubtedly grown.

3. Remedying the “Relative” Catastrophic Health Care Problem

If the "relat.ve” catastrophic health care problem 1s tc be
remedied, it is essential that the percentage of children with
health insurance be 1increased. This might be accomplished by
requiring all employers to offer health 1nsurance, as senator
Kennedy has proposed, or by expanding Medicaid, as Senator Chafee
is now preparing to oropose, to allow states to offer coverage to
any individual or family with iacome below 200 percent of the

federal pove.ty level or any person excluded from private

insurance because of a preexisting condition. We strongly




107

support both measures, which would complement each other.

At a minimum, hosever, We believe that any catastrophic
heelth packege produced by Congress this year should do the
following, in order to reduce the number of poor children facing
*relative* catastrophic health costs:

o Mandate state coverage under Medicaid of all children
under age flve 1iving below the federai poverty Ieve[,
to_be phas In _on_a year-by-year basis beginning in
Flacal i‘lﬂ Such coverege Is now optlonal.

[} Mandate state Medicaid coverage of all children under
and 18-to-21-year-olds in school, jobs, or job

tralning programs, whose faeily income and resources
not excesd their states' AFDC_eligibility levels. As

not above, the 1944 refores extended suc mandatory
coverege to children under age 5 but left uncovered
children ages 5 to 18. Legislation recently introduced
by Congressman Waxman and Senator Bradley (H.R.1018 and
§.422 would increase this age lieit to age 8. We
recompend a further increase to age 18 (and to 21 in
the case of older children enrolled in school, jobs, or
job training programs), with a phase-in of all such
newly eligible children over age five by 1992,

[} Provide states the option of extending Medicaid to any

child unanr‘_a e Iﬁ;(anﬁ an 168-to-21 ear-ola;n
school b or job tralning) with family ircome below
the !éera verty level but over the AFDC eligibillit
Tevel. egislation passed in 86 by congress creates
this new option but terminates coverage at age five.
The Waxean/Bradley legislation would raise the age
limit to age 8. We recommend that the age limitation
be increased as outlined above.

° Increese funding for Community Health Centers by $30
million, as grogona by Congressman HaxFan and Senator
Kenneaz. This wou ncrease by nearly 60,000 the
number of low income pregnant women who receive
comprehensive prenatal care. Each dollar spent on such
care reduces by over $3.0v the amount needed to care
for low birthweight infants by reducing the number of
infants born too soon or too small.

[} Provide _an additjional §79 million to_the Title V
Haternal and Child Heaith Block grant in Fiscal 1388.
Tn 1986 Cohgress Increased the authorization for this
progras to $553 million in Fiscal 1387 and $557 million
in Fiscal 1988. The program ig still funded at 1986
level of $478 million, however. Title V 1s an
essential source of funding for low-income uninsured
pregnant women and children.

B. “Abeclute” Catastrophic Costs Among Children

In addressing "relative" catastrophic health problems among
children by expanding the number Of children with health
insurance, Congress would go a long way toward remedying
children’s aboslute Catastrophic needs, which arise in the case
of severe illness or disability. However, 1t 1s evident that
normal levels of insurance are inadequate 1n the case of severly
catastrophically ill children -- that is children with more than
five thousend dollars a year in health care costs.

Contrary to traditional notions of health insurance as

providing protection ageinst grave health risks, over “"ime the

nation has developed public and private health insurance systenms
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that ere designed to meet normetive, rather than catastrophic,

medical care needs. Both public and private health insurance
systems have developed myriad ways to limit their exposure for
high-cost illnesses end disabilities 17 favor of providing
subsidies for more routine and normative health needs. For
exasple:

o Of all employers respornding to a major health insurance
survey conducted in 1986 73% indicated that their p}gns
exclude coverege of preexisting conditions.
More plsns now also contain riders thet exclude
coverage of certain conditions that may develop emoOng
enrollees, such as cancer.

o Only ebout 75 percent of plaas offered by medium and
large-sized firms betwecen 1980 snd 1985 contained
protections ageinst huge out-of-pocket costs bSi"' by
enrollees in the event of catastrophic illness.

[} Only 67 percent of mid-end-lerge-sized firms offered
extended care benefits between 1980 and 1985, and only
56 percent offered home health benefits.

o In 1977 only 8.3 percent of all children had unlimited
private coverage for major wmedical benefits, and one-
third had cogsrage for a quarter million dollars of
cere or less.

o Fourteen state Medicaid programs place absolute limits
on the number of inpatient hosptial Jlays they will
cover eech yeer, with some lta§f| limiting coverage to
as few as 12-15 days per yeer. About an equal number
place similar limits on coverage of physicians'
services. Others place strict limitations on such
vital services as prescribed drugs and diegnostic
services.

o Finally, both Medicaid and private insurance frequently
fail to cover extended home health and related services
(including such non-traditional items as home
adaptation). When such coverage is available, it may
be provided on a case-by-case exception basis.

The issue of whether private and public fnsurance should be
required to meet more then normative patient needs is exceedingly
complex, particularly since so many Americans are uncovered for
even basic health needs. We think that both sets of need should
be met, but achieving this goal will entail a major longterm
effort and a large commitment of funds.

A key question 1s how to attain a catastrophic level of
public and private insurance protection for the under-65
population, This could be done by amcnding federal tax laws, the
Employer Retirement Income and Security Act (ERISA}, Medicaid, to
mandate catastropic coverage by all public and private payors or
to requ.re contributions by all public and private insurers into
a catastrophic protection bill pool Structually we favor a
catasirophic mandate rather than a high risk pool, because pool
premiums are unaffordable and because we believe that i1t 1s
preferadble for all payors to automatically offer such coverage.

However, mandating absolute catustrophic protection for the

under-65 population 1s for more complex than in the case of

O
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Medicare. Unlike Medicare, there 1is no single insurance systea
for the under-65 population and no pol:tical consensus on how to
broaden the existing payor system to include at least some
protection against major catastrophes. Therefore, the debate
over modifying insurance mechanismz to protect against
catastrophes facing younger Americans is an essential but
longterm one.

In the short-run, Congress might consider providing some
incremental relief for the small number children facing major
catastrophic illnesses. This could be accomplished by creating a
fund to be administered by state tealth agencies {perhaps by the
agency administering the Title V Maternal and Chald health Block
grant program for children with special health care needs).
Such a fund might assist families whose children incur annual
out-of-pocket medical expenses in excess of $5000 or 10 percent
of their income (whichever is higher), either because the family
is uninsured or has exhausted existing its private or publac
coverage or does not have appropriate coverage. Pamilies whose
children have high medical costs could be provided witn an
additional amount of funding each year, tc be spent in accordance
with individually developed case plan which emphasizes community-
based care but which is flexible enough to meet a wide range of
outpatient and inpatient needs.

Two major elements would be essential for this type of
supplementary program to succeed. First, state health agencies
could not discriminate on the basis of diagnosis, as {g currently
the case under Title V Programs for Children with Special Health
Care Needs {(formerly known as Crappled Children's Ssrvices and
other diagnostically-relate? mental health or developnmental
disability programs. Because existing public prograas for ill or
disabled chiidren tend to be tied to certain diagnoses, major
illnessss such as cancer, leukemia, cystic fibrosis and asthma
are frequently uncovered.38

Second, the eligibility standard under this type of
supplementary catastrophic program should use a threshold out-of-
pocket sxpenditure test rather than a gross family income test to
deternine children's eligibilaty for assistance. Currently, many
stats health programs for children with special needs place upper
incoms limits on families® eligibility for subsidized specialty
services. Since the purpose of this new program is to aid
families on the basis of their children's excessively high

uncovered medical costs the eligibility test should be based on
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whether incurred out-of-pocket expenses exceed some absolute
threshold, such as $5000 or 10 percent of a family's 1ncome.
Moreovsr, a far different asset test should be used, 8o that
families can retain sufficient resources to provide for their
other children, as well.

In concliusion, any catastrophic approach for children aust
address both their relative and acute catastrophic necds. In the
12mediate future, we recommend expanding Medicaid to reach more
poor children and the development of a supplezental funding
prograe to aid families whose children have absolute

catastrophic needs.
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Chairman MiLLer. Thank you.
Dr. Battle?

STATEMENT OF CONSTANCE U. BATTLE, M.D.

Dr. BATTLE. Chairman Miller, I am a Trustee of the National As-
sociation of Children’s Hospitals and Related Institutions, and Med-
ical Director and CEO of the Hospital for Sick Children, which I'd
like to tell you about today.

At the hospital, w: see the impact of chronic illness on the chil-
dren and on their families daily, as they live out the 500,000 min-
utes of each year.

I'm not an expert in high technology care, in the acute care, of
chronically ill children. But I would like to speak here to the tran-
sitional care required after the newborn intensive care unit, to in-
tegrate these chkildren back into their families and into the commu-
nity.

Our hospital, located in Northeast Washington, has 80 beds.
Many of the babies there are born prematurely and no longer need
the high intensity of an acute hospital. But they are still too sick to
go home.

The average length of stay of a baby with bronchopulmonary
dysplasia, which is a chronic lung disease of prematurity, is 6
months, but some of our babies stay over a year.

The annval cost of caring for these children is up to $182,000, or
nearly $500 per day.

Mr. Chairman, 96.5 percent of our patients receive Medicaid ben-
efits. Many of them are poor. Fourteen percent of our children
have either exhausted their coverage or have insurance that does
not cover the transitional care that we provide.

Let me mention briefly two patients at our hospital and the kind
of care they need.

Jimmy W was a 5-month-old baby born prematurely who had
been in an acute care hospital intensive care unit for 5 months. He
came to us with a tracheostomy and that chronic lung disease,
BPD, and was admitted to HSC for skilled respiratory care, devel-
opmental stimvulation, and family teaching.

Our multidisciplinary treatment team taught Jimmy’s mother
and grandmother suctioning, chest physical therapy, tracheostomy
care, rescuscitation techniques, oxygen administration, aerosol
treatments, nutritional planning, and developmental stimulation
techniques.

After a stay of 9 months, discharge preparations included refer-
ral to a day care program for infants with special needs and ar-
rangements for follow-up by home care health team.

Jimmy now lives at home with his mother and attends a day
care program.

The second patient, 7-year-old Rene B, lived with her family in a
rural area of Virginia. She had malformations of her spinal column
with associated neurologic disorders and needed a series of recon-
structive surgeries.

In between each of three surgical procedures, Rene was admitted
to the Hospital for Sick Children for intervals of progressive ther-
apy, cast care, and training in the activities of daily living.
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She was discharged after 5 months to her family with increased
independent functioning and arrangements to return to her school.

These case studies are of children who survive today, and are
able to live with their families. But they would not have in the
past. These children illustrate clearly the changing and enhanced
needs of a pediatric, long-term care population.

I welcome this discussion and consideration of catastrophic ill-
ness. I hope very much that it will lead to the development of cre-
ative, comprehensive programs to both zare for these children and
provide predictable financing for their future.

Thank you for giving me this opportunity.

Chairman MiLLER. Thank you.

Dr. BarrLe. I'd like to introduce Mr. Robert Sweeney, President
of NACHRL

STATEMENT OF ROBERT H. SWEENEY

Mr. SweenEey. Thank you, Dr. Battle and Mr. Chairman. I'll just
make a few very brief remarks if I may.

We have 94 children’s hospitals throughout the country and
we’ve heard and seen the types of cases that these institutions
treat.

We had a meeting last week for our membership in which we
discussed this whole problem of catastrophic illness expense and
children. One administrator of a children’s hospital who attended
that meeting presented nine cases, youngsters who had been admit-
ted anywhere from one to seven times, and their total bills for
those periods of hospitalization was over $5 million.

And the families had paid on their behalf $2.7 million leaving
the families and the providers to deal with the residual of about
$2.5 million. Five of the patients were medicaid patients. In that
State medicaid paid only $41,000 toward total charges of over $2
million. The interesting thing is, one child in that cohort of nine
had all his bills paid. He had a multitude of medical problems. But
in this case a blessing in disguise. He had a renal problem and so
was covered by medicare as part of the end stage renal disease pro-

gram.

But there s only 2,000 youngsters in the country who have the
coverage of medicare through the end stage renal disease program.
So we have to find another vehicle for use other than medicare
when we talk catastrophic illness in children.

We've looked at admissions in children’s hospitals and our find-
ing is that 1.35 percent of the patients have bills of over $50,000
and that accounts for 26 percent of the total charges for those pa-
tients. These cases average $105,000 and they stay in the hospital
perhaps three months.

Half of these cases are newborns. They are either premature or
they have birth dafects.

If 1 may, Mr. Chairman, I have some detailed information on
these studies that I would like to put in the record. And I would
also like to submit the position paper that our association has de-
veloped on this whole question of catastrophic illness expense in
children.

[See appendix 2 for material submitted by Mr. Sweeney.)
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Mr. Sweeney. We have identified really three causes of cata-
strophic illness expense for families.

First is the traumatic situation. We saw examples of that this
morning. The child with serious burns, or trauma, or perhaps a
liver transplant, heart transplant.

And frequently enough these cases then slide into what we would
categorize as the second group, and that is severe, chronic condi-
tions in children.

But Mr. Chairman, there is one other type of catastrophic illness
that we see and experience so frequently in children’s hospitals
and that is what we call the first dollar catastrophe.

That is where the family has no resources whatsoever to even
avail themselves of basic care. Those are the kids that we see at 3
in the morning in the accident rooms with chronic ear infections
which left untreated or treated in an episodic way can lead to more
serious problems. And that's the case of these premature babies
that we see, so many of them frem young mothers who don’t have
adequate protection and have had no adequate prenatal care.

So many of those high cost babies could be prevented with a few
dollars spent up front as I know you are aware.

We think you mentioned earlier, Mr. Chairman, the question of
the Brazilian banks. And we think that has a direct influence on
what is going to happen in meeting some of the problems, social
problems we have in this country. But we do think a great deal
could be done in the private sector.

And we have some proposals that are contained in our full state-
ment here.

First, Senator Kennedy is going to introduce legislation requiring
employers to provide minimum insurance which would cover pre-
natal services and primary services for children within insurance
pools to assist small employers. We think that is an important step
to get first dollar coverage in place.

We would urge that we facilitate individual choice of basic and
catastrophic coverage through State risk pools and tax incentives.
And we see, Mr. Chairman, as a possibility of a tax incentive, that
the legislation read that unless an employer provides a catastroph-
ic rider on his basic policy it’s not a tax deductible business ex-

nse.

On the other hand, we think it would be appropriate where fami-
lies can afford to do so if employed parents do not cover their de-
pendents with their insurance, that the employee be taxed on the
dollar value of the insurance that he’s had provided to himself or
alternatively, we would suggest that there be a deduction in the
standard exemption allowed o, for each youngster if the family did
not meet its responsibility and cover those youngsters in the group
insurance plan available to the employer.

We support very much the position that the Children’s Defense
Fund takes, that mandates medicare coverage for pregnant women,
and children under age 6, who are below the Federal poverty level
and standardized medicaid coverage for mandated services.

Mr. Chairman, that’s a big bite, as you well know. In some
States, unfortunately, among our 50, if you had a meal in a week
you don’t qualify for some of the health programs.
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But that, we think, needs to be done so thai we talk about Amer-
ica’s children, not Wisconsin’s children or Texas’ children or Mis-
sissippi’s children.

And we do believe that any studies that move forward a federal
initiative, any studies of catastrophic illness, that children and
youth should have a high place on the ageada to determine the fur-
ther needs of this very important segment of our population.

And I thank you, sir, for the opportunity.

[Prepared statement of Mr. Sweeney follows:]
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PREPARED STATEMENT OF ROBERT H. SWEENEY, PRESIDENT, NATIONAL
ASSOCIATION OF CHILDREN'S HOSPITALS AND RELATED INSTITUTIONS,
ALEXANDRIA, YA

Mr. Chairman, I am Robert Sweeney, President of NACHRI, the
National Association of Children's Hospitals and Related
Institutions. On behalf of our 94 member institutions, I would
like to thark you and congratulate you for holding thas hearang
on catastrophic 1llness expensc and children.

NACHRI's mad-year meeting focused on the issue of catastrophic
illness expense and children, and we are delaghted that the debate
1s beginning to expand to include, indeed recognize, that all
Americans, not just t' e elderly, are at risk for catastrophac
1llness expense.

Catastrophic j]lness expense 13 a problem for children and
their fimlies. while catastrophic illness is rare in chaldren,
the financial consequences for a family can be devastating.

At our meeting last week, one of our children's hospatal
admanistrators spoke of nine children in h.s hospital wlose
bills amounted to over $5.0 million. The hospital reccived $2.7
m:llion dollars. Pive of the patients were Medicaid patients.

In that state, Medicaid paid only $41,400 toward total charges of
over $2 mallion. The only child whose bills were fully paad had
end stage renal disease and thus was protected by Medicare. Only
2000 of the "t}‘°“" 60 million children have Medicare protection.
through the end stage ren». qisease program.

A recent NACHRI study of 85,000 admissions to children's
hospitals shows that only 1.35 percent had charges over $50,000.

However., those cases accounted for 26 _percent of the total charges

for the children's hospitals. The average charge for these cases
was $105,000, and the length of stay was about three months. One
half of these cases were newborn babies, =ither premature or with
birth defects.

1 would ask permission tnat this study and th: gummary of
nine catastrophic cases be subnitted to the hraring recora,

1 would aiso ask to submit the NACHRJ pouition paper on
catastrophic 1llness expense and chilcren, and briefly summarize
the four components of a comprehensive solution f~r chaldren,

L] Require employers to provide minimum i1nsurance

which covers prenatal services and pramary services
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for children, with insurance pools to assist gnrall
enploy :rs.

s Facilitate indivi ual choice of basic and
catastrophic coverage through State risk pools
and tax incentives.

] Mandate Medicaid coverage for pregnant woren and
children under age 6 wno are beiow the federal
pcverty leve', and standardize Meuicaid coverage
for mandated services.

s Include children and young adults in federal
demonstiation projects and studies of catastrophic
i1nsurance coverage.

1 vould now like to yield to Dr. Constance Battle, Chief
Executive Officer and Medical Director of The Hospital fo. Sick
Children here in Washington, and a trustee of NACHRI, to speak on
the long-term and chronic care aspects of catastrophic illness an
children.

Thank you, Mr. Sweeney. At The Hospital for Sick Children., we
see the 1mpact of catastrophic 1llness on.children and their
families every days I am not an expert in the high technology,
acute care of cata-trophxcal]y 111 children, but T would like to
speak to the transition care required after the newborn intensive
care umit to integrate these children 1nto their humes and
communities.,

My hospi*al, located 1n Northeast Washington, has 80 beds.
Many of our patients are babies born prematurely who no longer need
the intensive care of a ~eneral hospital, but are still too sick to
go home. The average length of stay fcr a baby with
bronchopulmonary dysplasia (a chronic lung disease) 1s sax months,
but some of our patients must stay for over a year. The annual
cost of caring for these children averages $182,000,

Mr. Chairman., 96.5 percent of our patients receive Medicaid
benefits. Many of thew are poor, but 14 percent of them have

either exhausted their coverage or have insurance that does not

cover the transition care We provide. Now let me mention briefly

two patientc at our hospital, and the kind of care they need.
Jimmy W. _was a five month old baby born prematurely who had
been in a hospital intensive care unit since birth. He cane to us
with a tracheostosy and bronchopulmonary dysplasia., and was
admitted for skilled respiratory care, developmental stimulation,

and family teaching. Our multidiscaplinary team taught Jammy's
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mother and grandmother suctioning. chest physical therapy.,
tr.cheostomy care, cardiopulmonary resuscitation procedures,,
oxygen administration, aerosol treatments, nutrational plannang,
and developnental stimulation techniques. After a stay of nine
wonths, discharge preparations included referral to a day program
for infants with special needs and arrangepments for follow-up by a
home care team. Jimmy now lives at home with his mother and
attends a day program.

Seven-year-old Rene B. lived with her family 1n a rural area
of Virginia. She had malformations of the spinal column wath
agsociated neurological disorders, and needed a series of
reconstructive surgeries. In between each of three surgical
procedures, Rene was admitted to The Hospital for Sick Children for
intervals of progressive therapy. cast care., and training in
actavities of daily living. Rene was discharged after five months
to her family with increased independent functioning and
arrangements for her return to school.

These case studies of children who survive today and are able
to live with thear families. but would not have in the past.,,
1llustrate clearly the changing and enhanced needs of a pediatrac
long-term population. I welcome this discussion and consideration
of cata-troph{s 1llness, and hope very much that it wall lead to
the development of creative and ccmprehensave programs to both care
for these children and to provide predictable financing of that
care. Thank you for gaving me the opportunity to speak on thas

issue.
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STATEMENT OF MICHAEL MORRIS

Mr. Morris. Good afternoon. I am here today testifying on behalf
of the Consortium of Citizens with Developmental Disabilities, a co-
alition of over 80 national consumer and provider organizations. I
also am here today to testify on behalf of the United Cerebral
Palsy Institution, a national network of community based providers
of services to persons with severe disabilities with approximately
180 affiliates in 45 States across the country. Collectively, UCFA
spends about $200 million a year to provide vital services to per-
sons with severe disabilities.

Many of these organizations have, for some time, supported the
development of a national health insurance health care mandate.
However, we are seeing that much of the discussion towards this
goal does not adequately incorporate and in fact, pointedly ex-
cludes the concerns of children and adults with disabilities and
that those we represent will be left out as progress is made on the
various proposals. .

Severely limited access to appropriate health care and related
services in the private sector have devastated the lives of many in-
dividuals with disabilities and their families. All too frequently
they have been forced to bankrupt themselves in an effort to meet
ongoing health care costs often leading to unnecessary and expen-
sive institutionalization of individuals, specifically children with
disabilities.

The long-term care costs of disabilities and chronic illness can be
catastrophic. Of the catastrophic illness insurance proposals circu-
lated to date, it is evident that only a small percentage of elderly
medicare beneficiaries will minimally benefit. Of the 37 million
Americans without health insurance, many of whom have disabil-
ities, chronic illnesses, and their families, none will benefit from
these plans.

The fact is 36 million Americans have disabilities. 3 percent of
all children have severe disabilities with 11 percent of these chil-
dren having severe chrc..ic medical problems requiring continuous
health care.

UCPA Governmental Activities Office is often asked the cost in-
volved in providing support for persons with cerebral palsy and
similar disabilities. Since no figures to our knowledge are available,
approximately 18 months ago, UCPA, with input from a number of
professionals, prepared a cost survey questionnaire. A letter was
sent to about 50 affiliates in 15 States in various geographical
areas asking if they would partizipate by helping distribute the
questionnaire to consumers and their families.

About 600 questionnaires were reported distributed. Of those dis-
tributed, 239 responses were received from 12 of the 15 States.

The design of the survey was intended to factor out costs which
nondisabled children do not share. In describing these costs, it is
important to remember that the cost of raising a child with a dis-
ability depends on variables in each individual case, such as the se-
verity of the impairment and the money available to the family to
help the child.

One of our families in Northern Virginia has a 4-year-old boy
with cerebral palsy. In talking with them, I learned more about the
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exorbitant costs of specialized equipment and assistive devices.
They spend over $10,000 a year for physical therapy, occupational
and speeck therapy for their child and then must purchase equip-
ment prescribed for them such as wheelchairs, braces, crutches and
special adaptive devices. Special therapeutic devices, such as inhibi-
tive cast devices to stietch high tone muscles, devices to aid in
standing to allow for weight bearing so hips can develop properly,
special chairs, strollers, pntty seat, eating utensiis and even special
learning devices can cost hundreds of dollars as conventional
models will never do.

Communication devices which provide many of our children and
adults the ahility to effectively communicate, seldom provided by
ar outside source because they are not considered mediczlly neces-
sary, are often beyond the means of families. Constantly replacing
equipment and repairing it as the child grows and as the equip-
ment wears out is a continual drain on family resources. One
parent from Texas says her child goes without doctor ordered
equipment. She cannot afford it, sc it is not an expense.

During one month for well care and medical maintenance, a
family described this list of ductors visited: an orthopedist, a devel-
opmental pediatrician, a psychiatrist, a doctor of physical medicine,
opthalmologist and a neurologist.

Families usually bear the entire cost of removing architectural
barriers for their disabled family member. If a family can afford to
build an accessible home, the cost is great. Many families are only
able to buil a ramp so the child can get into the house or widen
the doorways a little so a wheelchair can pass through. Full acces-
sibility needs are very often not met. Families make do with what
they can afford.

Special transportation costs are also borne exclusively by fami-
lies. Taking a disabled child to and from beneficial programs and
therapies result in needs for special transportation. Costs range
from a special belt for the car to specially equipped vans with
wheelchair lifts. Electric wheelchairs, which many of our children
need for mobility, are $5,000 anr have a lifespan of 2 to 3 years.
They often need to be repaired and many families go without a
back-up chair. Many severely and moderately impaired partici-
pants in the survey ‘ndicated no special transportation expenses.
This omission n:eans in all likelihood that they have no transporta-
tion.

The average expenditure per year for special disability related
expenses in our survey, excluding surgeries, is $5,282 per family.
To raise a child to the age of 18, the cost would be $95,083. If sur-

eries are included in the averages, the cost is $7,085 per year or
5126,631 to age 18. Add to this the $4,600 per year normal costs of
raising a child as estimated in a report published by the Urban In-
stitute entitled Investing in Children, The Estimates in Expendi-
tures of Parents. By the time a normal child reaches the age of 18,
the family has incurred expenses of $82,400. Add to this the $10,000
needed for raising a child with disabilities or chronic disease and
the problem faced by parents is obvious. The disabled child has the

samg food, shelter, clothing and schooling needs as the normal
child.
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The cost of raising individuals we represent is long term not a
one time surgical or catastrophic cost, but a continuous daily cost.
The costs are just as intense, but the difference is that they are
lifelong in nature. Families of moderate income frequently suffer
more than low income families because they are ineligible for State
or Federal help, yet they can’t afford the large expenditures
needed to help their children. A parent from Louisiana said they
were penalized because they have a moderate income and chose to
care for their child at home.

It is interesting to note that only 1 percent of respondents to the
survey were able to bear the expense of supporting a disabled
family member without outside help; 37 percent received govern-
ment help in some form; and 11 percent of those received medicaid

* assistance.

Of the 239 survey respondents, 39 of the families received help
from private emfloyer furnished insurance plans and 11 percent
were served by Blue Cross-Blue Shield.

Medicaid usually paid all costs. However, much of the care pro-
vided under the system is still tied to unnecessary restrictive set-
tings at costs which usually exceed the cost of community based or
home based care. One parent from California reported that her son
is now in an institution at a cost of $1,400 per month. She said she
could keep him at home for $700 per month, but funds are not
available to th-a.

Although a cumbersome process, the waiver program has ex-
panded the list of options states have to structure more cost effi-
cient and effective care for children and adults at risk of institu-
tionalization. For disabled children and adults, the waiver brought
an expanded universe of possible community and home based serv-
ices if states so chose the option. However, the need to show an
offset in family based service costs and a difficult renewal process
has hampered State participation in the program.

Within broad guidelines established by the Federal Government,
States have flexibility in structuring their Medicaid programs and
they in turn varied greatly from State to State. Frequently, Medic-
aid was only an option after the family divest themselves of their
assets and reduce their incomes. Some families have to stop all fi-
nancial support for their disabled child so he or she would be found
eligible for Medicaid.

Those families eligible for Medicare had even more serious limi-
tations. First, it has been structured primarily to be an earned ben-
efit for elderly, former members of the labor force. Individuals who
qualify for Medicare on the basis of disability are eligible only after
a 24 month waiting period. Medicare recipients commonly require
longer and more frequent periods of rehabilitation care. Inadequate
access and wa.ting periods often result in decreased health status
and costly hospitalizatic.. The waiting period negates medical evi-
dence supporting the importance and the cost effectiveness of early
intervention.

Although Medicare has a uniform benefit structure, it particular-
ly limits from coverage many of those items which are of greatest
importance in the ongoing Kealth care support for children and
adults with handicaps, prescription medications, certain support
maintenance therapies, numerous items of disposable and dursble
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equipment such as communication devices, hearing aids and envi-
ronmental controls, extended rehabilitation services such as occu-
pational and physical therapy.

In addition, individuals with disabilities are unable to assume
tl.e copayment and Part B premium, physician and other outpa-
tient services requirements, for what 18 a limited system of care
with no cap for out of pocket expenses, greatly reducing Medicare's
potential effectiveness as coverage for people with disabilities.

Moreover, it is important to realize that a very small number of
individuals with disabilities are served by Medicare and Medicaid.
The Medicaid program provides health care to approximately 3
million persons with disabilities, only 60 percent of disabled chil-
dren below poverty, and only 25 percent of disabled children over-
all. Medicare picks up another 3 million. However, at least 26 mil-
lion Americans have disabilities.

Although mo. 2 individuals with disabilities have better and more
appropriate access to employment and more are working and able
to pay for private insurance, they are still unable to obtain employ-
er based coverage. In the UCPA survey, private insurance was
found to be a supplement primaxrily for surgeries and direct medi-
cal costs without regard to medical maintenance or management of
long-term needs of the disability of chronic illness. For example, a
family in Atlanta bought what seemed to be adequate coverage. A
year later, they had a child which developed epilepsy as a result of
a childhood stroke. The family is facing $30,000 out-of-pocket ex-
penses for neuro-surgery to control the seizures. The family is
unable to purchase a better policy because of the preexisting condi-
tions.

Some insurance companies were described as categorically ex-
cluding costs associated with cerebral palsy, Down syndrome, diabe-
tes, mental illness, epilepsy and other disabilities assuming that
total exclusion is more ccst effective than community based man-
agement when in fact, inpatient or treatment crisis management of
these conditions is by far the more costly of the options.

Full time emplo;ment for employer based benefits is a luxury
not afforded to parents of disabled children. A hidden cost is the
salary forfeited over the years because one parent must stay at
home. One parent from New York said she quit work and stayed
home for 15 years to care for her disabled child. At $15,000 per
year, the family lost $225,000 in income. A mother in northern Vir-
ginia forfeits $30,000 annual teaching salary to transport her child
to and from speech and physical therapy. Friends won’t watch her
child and babysitters are hard to find even for the few evenings she
and her husband attend support groups.

Small business, the largest growing segment of the employment
sector, frequently offer no health care coverage. Wher they do offer
coverage, they are only able to provide limited, mostly acute care
benefits, frequently with high deductibles or copayment require-
ments. The policies are frequently inadequate in their breadth to
meet the needs of children with disabilities and chronic illness.

The intense, expensive and chronic suppo:*. needs of a child with
a disability means that the lifetime cap will be met early on these
obtainable policies and, therefore, at some point access to necessary
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care will be blocked. This is icularly true for medical technolo-
gy dependent children and adults.

The expenditures and care needed for a disabled child brings
pressure and costs to a family that cannot be measured in any
survey. Constant care and frustration involved in raising a disabled
child is a factor in the breaking up of families. Respite care and
counseling are not luxuries to be afforded by a few, they are neces-
gities for fami‘ﬁ' survival. Many families show strength, resilience
and resourcefulness when faced with these adversities. Their pa-
tience and love are amazing, but even the strongest of families
admit that help is needed.

The expansion of health care options in both the public and pri-
vate sector must be evaluated in the extent to which it can be
strengthened to address the access, affordability and breadth of
coverage concerns which I have laid out in this paper so far.

At a minimum, any employer based mandate must address pri-
mary and preventive care services and prescription medications. In
the past few years, Congress has made significant strides towards
assuring that certain vulnerable groups have access to l’;:reventive
health care. However, there has been little change in the percent
of women receiving late or no prenatal care. The incidence of low
birth weight has shown little improvement nationwide. To continue
to address this, the Maternal and Child Health Care Block Grant
program must be funded up to the authorized level for fiscal year
1987 through the supplemental approfpriations process currently
underway in the House and be fully funded for fiscal year 1988.
Full funding of this profgram is necessary to assure cost effective
options for health care for at risk women and children, including
children with special health care needs, and to provide the health
delivery system structures necessary for States to opt for the Med-
icaid expansion approved last year through reconciliation process.

Appropriate coverage options for children and adults with preex-
isting conditions must be developed to stem the rising tide of indi-
viduals who find themselves medically uninsurable. Many of these
people are children with disabilities and chronic illness.

Medicaid coverage should be available on a buy-in basis for
people who have been denied health care coverage because of their
preexisting condition and for people who have exceeded their maxi-
mum coverage under private insurance.

The existing systems are not perfect. Significant amendments
are needed to both Medicaid and Medicare to address the compre-
hensive health care needs of children and adults with disabilities
and chronic illnesses. CCDD commends your efforts to broaden the
catastrophic insurance discussions to include children and will be
available to help the committee.

Thank you. .

Chairman MiLLER. Thank you very much.

Mr. Sweeney, I guess the case is made, I asked it before, but if I
look at your fact sheet here, and if 65 percent of Maryland’s cata-
strophic cases are newborns, somehow we're not getting the job
done, around prenatal care. I mean, with what we know can be
done and what we’re told constantly study after study, about the
impact of proper prenatal care, that figure just does not need to be.

Mr. SweENEY. Yes, sir. And it just seems terribly shortsighted.
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Chairman MiLLer. How do you organize this effort? I mean,
we’ve done it in bits and pieces around various programs, but at
some point, it seems to me that politically the hospital has to con-
sider this. If that’s the case, and if having just gone through where
we’re right in the middle of a tragic dumping case in my district,
hospitals are going to be under pressure to render that service
whether resources are there or not.

Because in the case of my district, the baby died, as it was moved
to the county hospital. Ang not to be crass, but I think the hospital
would have rather delivered the baby than face a lawsuit. Maybe
that’s what it takes. But it seems to me, just on the financial basis,
hospitals, at some point, have got to campaign to let public policy
people know that this is insanity to continue to accept the number
of high risk pregnancies that you are required to because for what-
ever reason, society doesn’t address those problems.

I know we have “healthy babies” and we have all of these cam-
paigns, but, in the same media market, 65 percent of the cata-
strophic cases are newborns.

And that’s a devastating figure.

The catastrophe is the prenatal care.

Mr. SWEENEY. Or the lack thereof. The catastrophe is the preg-
nancy, to begin with. Th un?lanned pregnancy. And they’re very
frequent in a young girl. That's where the catastrophe starts.

Then in our society, we tend to shun rather than to support that
person. And then she goes without adequate care and the baby is
gflive_:::ld and transferred to an institution such as the Children’s

ospital.

e cost of the infant in the neonatal intensive care unit in 3
days would more than have met a full program of prenatal care
and delivery.

Chairman MILLER. I can get it down for you cheaper than that.

What'’s the second, would accidents be the second largest cause of
catastrophic——

Mr. SWEENEY. Above a year of age.

Chairman MiLLER. Above a year of age, which would be accidents
in terms of number of children.

Let me ask ycu a question. One of the things that always worries
me about this notion that we’re just going to flip to a home health
care industry is that there is no real industry out there in terms of
the kinds of services and the numbers of trained people that we
need to deliver these services. It reminds me a lot of when we
closed state mental facilities in California on the basis that there
was going to spring forth a community-based delivery system. Well,
20 years laler, we're still waiting and it hasn’t happened.

And I'm concerned here, too, that while the intentions are good
by all of us in wanting children home where they can be taken
care of by their families and participate in a family environment, if
}'ou were to mandate that, you wouldn’t have available services as

see it right now. Is that accurate?

Ms. RosEnBaUM. I think there is a large deficit in the amount of
long-term-home and community-based care services available.

Certainly there are children in institutions who might be able to
come home or into a home like placement, if we had more flexible
financing arrangements. But there is no doubt that first of all,
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there would be a certain number of children who just could not
come home, who would need a long-term institutional placement of
one sort or enother.

And second, that there would be children who could come home
with a level of assistance that simply is not in place.

Now, it would be a tremendously useful thing were there a much
expanded Crippled Children’s Program in every State that had
enough people either on its own staff or under contract in various
institutions with expertise in this area who could perform the
kinds of jury-rigging of systems that you hear these parents having
to provide for themselves.

I mean, it’s very difficult for a family to have to go negotiate
with Traveler’s Insurance about what it will or will not pay for.

Many children’s hospitals do provide extensive assistance in fact,
in day-to-day care and negotiations. That’s sort of part and parcel
of the service. It ought to be formalized, however.

There is no question that we do not have a system for everybody
at this point, but between what we provide now and what we might
be able to do, for example, with better financing, there could be a
fair amount of improvement. But there is one other issue. And that
is the children who cannot be brought home because their families
do not have the financial means to bring them home.

As f'ou heard this morning, it means a family having to give up
usually having a two-wage-earner family in order for one of the
wage earners to act as a case manager and an attendant and per-
form all the other necessary functions.

There is no reason why the SSI program could not pay for this.
Right now a child is paid essentially $300 a month maximum
under the SSI program.

If that program were to pay a much higher rate, for example,
$2,500 a month, so that t!. - home members in fact could be com-
pensated for some of the services they furnished, it would be much
more cost effective and it mighy make some of the placements more
economically viable.

The absence of decent income maintenance for technology-de-
pendent and other severely disebled children is a major barrier.

Chairman MiLLER. Yes, Dr. Battle.

Dr. BarriLe. The health care providers aren’t there, either. There
are simply not enough nurses to provide care for that kind of—

Chairman MiLLER. I think that was my point. I mean, there’s an
industry out there that’s sort of ﬂedglin% and figuring out how you
get in on this one to provide home health care and how you
manage it and I guess there’s a few big regional operations that see
this as in fact a proprietary operation.

And I appreciate that. But I always get a little nervous when
that and human services rub up against one another. And yet I
think it’s also essential. I mean, I don’t mind the private sector
being involved in this at all and I don’t mind bidding out the care
of young people, and you get decent care for that.

is notion that you're always going to get it for $3.27 an hour is
just, you're not going to get anything. That’'s what I see certainly
in working with the disabled. It's just not there on any kind of reu-
able basis. But also, if you were going to take out of the institution-
al setting the number of children that we desire to, I just don’t see

131




126

that any real infrastructure is there so those families could have
the body of service. Now, that certainly is not an argument for not
doing it, because you should put that in place. I'm just trying to
think of where we are in the scheme of things here.

Mr. SweENEY. Mr. Chairman, if I could draw a parallel for you,
and I don’t hold up the end stage renal disease program as a para-
gon of virtue in our whole system of delivering health care. But I'm
old enough in this business to recall before we had that program,
we had committees in hospitals who decided who would go on dial-
ysis and who would not.

There was no equipment, there was not adequate equipment and
hospitals couldn’t afford to buy that very expensive equipment at
that time because there wasn’t resource.

Now, the Congress in its wisdom decided this is repugnant. We
don’t have committees decide who lives, who dies. And so end stage
renal disease was added to Medicare.

The key point is here the system was resourced. A predictable,
dependable flow of resources for both patient and provider were
provided and you very rapidly developed an end stage renal disease
treatment capacity in this country.

And the same thing can happen with home care if there can be
predictability.

But from what I read, the Congress has enacte 1 expansion of
home care under Medicare and the administration has been doing
everything they can to take it away. And people are not going to
commit to that type of program where the money is here today and
gone tomorrow. We’ve got to have predictability.

And once it’s predictable that resources will be there for families
so the families can purchase adequate services, in the great Ameri-
can system the services will appear.

Chairman MiLLER. Mr. Morris, you started to say something.

Mr. Morris. I was going to adg a similar comment, that when I
think of the experiences of some States in terms of attendant serv-
ices, it often is a question of resources, of what comes first. You are
never going to have the qualified personnel across the many disci-
plines that are necessary in terms of taking care of the needs of
children with severe disabilities unless you put the resources there.

Chairman MiLLER. I guess that’s my concern. I don’t want to be-
labor the point. But it seems to me if you take the premise of the
hearing this morning, that there are simple impediments to receiv-
ing medical treatment in the home, that that’s not enough, because
that’s not really the issue.

It seems to me it’s more than the fact that like services can be
performed in the home or in the hospital, because that’s a very
narrow definition of services.

In almost each and every one of the young people’s cases today,
the narrow service that they need to be medically reimbursed for
you can say fine, let’s do that in the home because it can be done.

But the total services that the family needs to continue to hold
itself together and to move that child ang to normal develo?ment
5;1 not even spoken to in most of these cases. It’s just gimply not

ere.

Because we don’t consider it in terms of the kinds of services
that are necessary for those young people, whether it’s respite care
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or transportation or counseling or all those things that we don’t
see as an attendant part of that disability.

Mr. Mogrris. Yet, within our Medicaid policy, and with the
change that was made about 1973 in terms of the one little piece,
one amendment made by Senator Bellmon at that time to create
the ICFMR DD program, we are now spending $2.5 billion for chil-
dren and adults if we will institutionalize them and give them 24
hour a day so-called active treatment, yet we don’t have similar
public policy——

irman MiLier. No. All I want to say is when we convert it
from 24 hour a day active treatment that we convert it to 24 hour
a day active treatment at home.

Mr. Morris. Absolutely.

Chairman MiLLER. And there’s a world of difference betv.een
what I think is going on, which is just to just say OK, you can
medicate yourself 2t home, and we’ll reimburse you for the medica-
tion and you can take care of your son at home and we'll reim-
burse you for the medical cost; 24-hour a day active treatment is
w.ore than just medical costs.

I'd just like there to be a fair conversion. I still think the cost is
much lower but in terms of the kind of treatment you want I don’t
want to lose the——

Mr. Morris. What I am speaking of goes far beyond medical
costs. It's the whole umbrella of social service supports that are
needed by individuals.

Ms. RosenBaum. I think it’s also very important to remember
the education amendments that passed last year because those are
going to set in motion if they work properly, the reshaping of serv-
ices that are available in the community, starting in infancy.

It’s very important now that health payers come in and begin to
recognize that some of those services are both educational and
health related and expand what they will pay for in order to un-
derwrite fledgling, early intervention systems which includes a
broad range of services that we think of as not health related but
which of course go right to the survival of these children.

Chairman MILLER. That assumes that the argument at the local
level has stopped at this point.

Ms. RosenauM. The argument?

Chairman MIiLLER. In terms of how those services are going to

Ms. RosenpauM. Well, there’s a long implementation road——

Chairman MiLLer [continuing]. The child before they tell you
how they're going to pay for it.

Ms. RosenBaum. I think that it is important though that the
health payers get their feet wet at the same time. And they
haven’t done it at this point.

Chairman MiLLEr. Well, tnank you very much for your time and
your testimony.

[Whereupoa, at 2:05 p.m. the hearing was adjourned.]
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APPENDIX

PRESS RELEASE

FOUNDATION FOR HOSPICE AND HOMECARE
519 C STREET, NE e WASHINGTON, D.C. 20002

FOR IMMEOIATE RELEASE FOR MORE INFORMATION CONTACT:
Thomas 6. Cline or Bill Halamendaris
(202) 547-6586

MOSS/PERCY REPORT HIGHLIGHTS THE SCANORL OF
NEEDLESS INSTITUTIONRLIZATION OF CHRONICALLY (LL CHILDREN

Washington, D.C. ~ Macch 28, 1987: Senator Frank E. Moss, Chelrman of the Bosrd of
the Caring instlitute, the public poiicy srm of the Foundation for Hospice and Homecare,
todey released @ report before an unprecedented joint hesring of the House Select
Committee on Rging and the House Select Committee on Children and Youth.

The reported entitled: “The Crisls of Chronlcally §il Children In Americo: Triumph of
Technology - Fallure of Public Policy,” Is the result of two yeeors research b-sed in ten
states: Arizona, California, Connecticut, the Olstrict of Columbla, lilinois, Meryland,
Michigan, New Yurk, Pannsyivania and Uirginia, which sccount for more than fifty
percent of all national expenditures on heasith care.

Simuitaneously, the institute previewed for the two Congressional Committees s haif
hour documentary soon to be released entitled: * iren”
narrated by Ms. Susan Sullivan.

Both the report and the flilm examines what Senator Moss termed "o blight on the
American conscience and the clear violation of the cluil rights of the most vulnerable
members of our soclety.”

The report examines the unlikely but accurate fact that thousands of Rmerican children
are needlessly Institutionalized. They hsve been deprived of basic rights most
Americans take for granted: an opportunity to be at home with their famities snd to
develop to the full extent of thelr God-given sbilities.

Senator Charles Percy, 8 member of the Board of Trustees, joined In releasing the
report. He and Senator Moss each served eighteen years in the United States Senate
during most of which they served respectively as ranking Republican and Chairmon of
the U.S. Senate Speclei Committee on Aging's Subcommittee on Long-Term Core.

“There Is a good deel of taik now-s-days about the need to provide coversge for
catastrophic health events and there is growing recognition that the major gap In our

hesith care system is long-term care. As this report proves, long-term coare is not
something limited to ths eiderly, nor i~ It synonomous with nursing homes. it proves
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conclusively that we have to find better ways to help familles core for their charnicaliy
1l at home--young and oid alike. | am proud that our organizetion can serue as the
bridge to bring together the old end the young of our nation as symbalized by this
unprecedanted joint hoaring between the House Committees on Aging and Children ard
Youth," sald Senator Parcy.

“Day aftar day, thesa children live a regimented, regulated ex!stences, confined to
rooms without windows, isolated from soclety. They spend months, If not years, under
hot lights In ting cribs naver seeing the clouds, never having the chance to smell
flowers, or hear a bird sing. They do not know what It means to pley and for the most
part, they do mot know what happiness means,” sald Senator Moss.

“The crima that these youngsters have committed Is to be bom less than perfect In o
soclety which prizes perfection. The worst offenders are kept In solitary confinement
In totel isolation. Thelr sentence often Is for life."

Senator Moss sald tha sad part Is that most of these chlldren could be cored for at
home. Thelr lives haue been saved by modern technology end this same technology
now has bean minlaturized and made portsble so that It can support the child at home
for a fraction of the costs of comparable Institutionalization,

“These youngsters are the victims of o fallure In public policy. The only reason they are
not cared for at home Is that the policy hes not been changed to keep pace with the
chenges In technology. R natlonal poscy which allows far the long-term care of
chronically i children must be deueloped immediately. This policy must be In concert
with the best Interests of the chiid, nis famlly and of saciety. This policy should be
based on care In the home and preserving the sonctity of the American family,” said the
Senstor.

Following are other major conclusions reached In the context of this report:

1. There are approximately two milllon children in the United States who suffer
from gayere chronic liiness. Many of these chlidren are kept In hospitel Inten-
slve care units or other Institutions. Another ten miilion children are affiicted
with some degree of chronic health Impairment which Inhibits daily functioning.
Recident uictims must aiso be added to the list. It is estimoated, therefore, that
from ane to ten percent of the nation's children suffer from chronlic problems of
@ moderate to seuere nature.

The aboue figures are significant becouse o smali minority of this nation's
children currentiy account for approximately forty percent of ail pediatric in-
patient degs In hosplitols In the United states. Thus, while their numbers In one
sense may seem small, chronically lli children account for an Inardinate emount
of the nation’s health csre resources.

R high percentage of the nation's chronically Il children were born premature.
Modern technology has made it possible to save liues of infants who welgh two
pounds or less. R few yeors ago o rough ruie in medical science was thoat
chlidren were not likely to surulue unless they welghed more then three pounds.
R second large category is made up of chlidren who were carvied full term, but
who are born with birth defects.
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Most of the children fall into eleuen categories of so-cailed “marker” diseases,
Including leukemie, cystic fibrosis, congenital heart disease, spins bifida,
asthma, hemophilie, chronic kidney disease, juuenile diabetes, muscular
dystrophy, cleft paiste, and sickie celi snemla. A small but repidly growing
number of children are uictims of R1DS.

The primery emotions of perents whose child suffers from birth defects or other
anomalies sre fesr and frustration. The words most commonly used by parents
to describe their reaction were: *We were terrified.”

Most famiiiss want to haue their childrena 8t home with them. Contrery to
mythology, most femilies oo not abandon thelir children if they are born with
anomaiies. They accept them and want to haue them at home as part of the
famlity unit.

Physicians are in agreement that it is possible to manage the core of most
children .. 1ome--euen complex cases inuoluing multipie disabilities.

Physicians interviewcd were in general agreement as to the criteria which must
be met before @ child can be discharged from an Institution into 8 home care
setting. First, the child must be medically stable. Second, the transfer to the
home must offer the chiid an improued quality of tife. Third, the transfer to the
home setting must be an acceptabie risk. The risks must be smali enough to be
offset by tha aduantages of hauing the chiid at home. Fourth, the family must be
wliting and abie to take on most, if not eail, of the child's care. Fifih, there must
be sdequate community support aualiable. The most important factor in it of
the sboue is number four. As one doctor puts It, "What you really need Is some
people who are committed.”

The major obstacie which stands in the way of bringing chronlically ili children
home Is fack of funding. fither no funding exnists, or ironicelly, there Is a bias in
gouernment and private hesith insuronce programs in fasor of institutionaliza-
tion. What this means is thut famiiies face 8 hui,son s choice. They can either
ieaue the child in the hosnital mhere care will be reimbursed, or bring the chitd
home where there is littie or no re!mbursement auailable.

There are seueral progrsms which purport to prouide financlel assistance for
chronically 1If children, the most significant being Medicare, Medicaid, Crippled
Chitdren's Seruices, and CHAMPUS. Significant obstacies preuent most children
from quatifying for any of these programs, and euen for those who successfully
nauigate the maze, there Is fittle .noney aurilable for home care. The Medicare
program, for examplie, is fimited to the eideriy and the disabled. After the child
has been disabied in Medicare's terms for more then two years, the child might
qualify for Medicare benefits. Euen so, only three percent of Medicare's
payments go for home care, and o tiny fraction of that is paid for pediatric home
care. The basic problem is that Medlicare couers only uery limited kinds of home
care and is focused on acute iliness. It does not prouide payment for chronic
conditions other than end-stage renal disease which exist over the long-term.

Medicaid is o program which is only susileble to the poor. Income and assets
litaits of this federal-state grant-in-sid program are set by the states ot
comparatively low leuels. In order to quelify, most famities have to "spend
down" their assets, and sell off their home and possessions, using this money to
prouide care. Medicald might then prouide couerage if thelr income level isn't
much over $5,000 a year. One way around this roadblock Is the home end
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community-based walver, In which the normal deeming requirements are set
aside. This is not a solution to the funding problem because It allows a relative
handful of children to obtain coverage on an “exceptions basls.” Overall,
however, Medicaid's home care benefit is only about one percent of the entire
program. It is not reslly even a nationol progran: since over slxty percent of
Medicald's home care funds are expended in one state, New York. Moreover,
most of the funds are spent on older Americans. No one has any precise figures,
but pediatric home care probably accounts for only a fraciion of the limited $750
miition in Medicald home heasith dollars.

The CHAMPUS program provides health care benefits to members of the armed
services and thelr dependents. The program provides some payment for the
probtems of chronicaily iil children as long as they are hospitalized. However,
there is a monthly limit of $1,000 for any child cared for at home.

Most major medical plons sold by commercial Insurers contain @ bias towards
institutionalization and provide inadequate protection for technology dependent
children. Itis not unusual for some of these specia! children to spend up to the
II'etime fimit of thelr Insurance policies in the first year of their lives if they are
hesoftalized continuously. Often this means that these children will no longer be
covered by any insurance; they will be disquelified because of their so-called
“pre-existing conditions.” Even when there Is coverage under the policy, it Is
often difficuit to collect. One parent sald, "It Is like banging your head against
the wall." To the extent that insurance provides coverage, the price for that
coverage is to retain the child In the hospital. Coverage for home care, even
though it is a fraction of the ost of comparable care in 8 hospital, is generally
not accnpled. One mejor exception: Retna Life and Casualty provides excelient
coverage under & program they call individual Case Management.

Thousands of children live In hospitais and insticutions not because they need to
be there, but because that is the only place where reimbursement Is available
for their cere. Prolonged hospital stays pose significant problems, including the
following: (1) development of the children is hindered so that they are, In the
opinion of experts, “years behind thelr peers;” (2) bonding between parents end
thelr child Is inhibited wheiw the child is the responsibllity of the hospital; (3)
having a chronically 1l child in the hospital produces tremendous stress, more so
than having the child at home, and can have the effect of pushing the fomlily
apart; (4) 8 hospital environment is a reguloted, regimented euistence, dep,iving
the child of his ¢ her freedom and of the opportunity to enjoy the highest
quelity of life; (S} In some Instances, a hospital environment can be dangerous.
The risks of infection for ventilator-dependent children are much greater in the
hospital than they are at home.

Home care hias significant anvantages for most chronical'y ill children. Among
these advantages, according to experts, are the following: (1) the quality of the
care rendered by treined parents augmented by professional nurses is just as
good, If not better, then what is avalisble Iin the hospital; (2) the home offers o
more positive environment, promoting both Improvements in the child’s mental
attitude end in his or her medical condition; (3) having the chronlcally il chitd ot
home can reduce the significant levels of stress which parents face In these
clrcumstances; (4) home care alds In the chlid's development. One physiclan ssld,
“They Just blossom;" (5) hoine care Is generally less exnpensive, often costing
only ten to twenty-five percent of comparable care in a hospital; (6) home care
offers children freedom ond preserves thelr right to trestment in the least
restrictive envit snment; (7} home care helps keep famlilies together; (8) home
care helps provide children with the highest guality of Ilife.
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Parants need training ond support if they ore o successfully take on the care of
their chronically ii1 or severely disabled children a8t home. Some children haue to
be waiched twenty-four hours & day for fear thot they will not continue
breathing. Without help which enables the perents to get some sleep, the core
of the chiléd for more than @ dey or so would be impossible. if properiy trained,
pavents can assuma many of the duties which were performed for the child In
the hospital, but not all of them. Some procedures must be performed only by
licensed nurses in conformity with state law and the best interests of the child.

Chronlcaliy il chlidren cared for in home care programs need continuing follow-
up care by physicians on & regular basis, and under some circumstonces they
need to %e resdmitted to the hospital. Unfortunately, some fomilies find that
once they bring their children home, it is hard to get them back into the hospital
when that is what is needed. This appears to be o function of third perty reim-
bursement, which Is both limited ond Infiexible, as noted above.

Seruice coordination, or case management, is a very importont port of o
successful pediatric home care program. What this means is thet someone must
accept responsibility for coordinating oll the care and services that the child
needs. One parent described caring for one of these youngsters as “kind of o
three ring circus.” Another said that it was like trying to replicote ail divisions
of the hospitel in your home. Parents need the assistence of a social worker or
other heslth professional who can help them get the supplies and services that
are needed by the child. The help is needed in part because the current system is
so fragmented ond disorgenized that it takes skilled hands and experience to
navigate through the maze toreach the goel of quality home rare.

Euen ofter parents houe been successful in bringing their children home, they
llue with dangerously high leuvels of stress. The degree of stress they face
Increases directiy with the severity of the chlid's condition and Inversely with
the amount of support that Is ousileble to them. Meony families live on a daily
basis with the fear that thelr child may stop breathing and die uniess they are
able to resuscitate him or her. Parents ltlue always on the slert, their flues
revolving around the child, a fact which produces a high degree of stress.

There is no scientific study, but the best euldence suggests thot hcuing o
chronicaliy il child generally brings a husbend and wife close: together. The
voriable seems to be the solidarity of the marriage in the first place. Stronger
marriages seem to benefit, while the pressure seems to shatter weaker ones.
The aboue opinion is complicated by the foct thet fifty percent of atl Americon
maerriages end in divorce, and it Is really impossible to sort out o)l of the causes
for the dissolution, let alone to point to one 7actor s the prokimate cause of the
termination.

Hauing a chronlicelly ill or severely disabled chiid In the family can heue profound
effects on other siblings. 0Older children normally feel rejection and suffer o
sense of loss when 0 new baby is brought into the femlly. This sense of
re jection is accelerated when the child is chronically ill and totally consumes the
attention of the parents. The effects on other children are highly ueriable, but it
is not unusuat to haue them withdrow, become depressed, foke ilinesses of thelr
own, or Induige in socially unacceptable beheauior In order to get attention. In
other instances, the older children understand and tolerate the situation, often
pitching in to help the porents with the care of the new infent. in the home care
setting, there is no question but thet the chronically ill child benefi*s from
heuing the compeny, the loue, and support of his or her siblings.
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20.  Hsuing e chronicslly Il child puts s seuere strain on friendships. The consensus
among family members is that hauing an {ii child ouer o fong term Is damaging to
outsida ralationships. Parents sald that they simply did not haue the time and
the enargy which was needed to sustain them. "You can't really share some-
thing this intense and complicated,” said one family member. Femilies of tech-
nofogy dspendant children make new friends in networking with others who
share their situation. such support groups made up of parents of chronically Ill
children are extremely important.

21.  Femilies are in agreement that despite il the pressures, haulng and caring for
one of these spacial and fraglle children is the highlight of thelr llues. Asked
what was their happiest moments, parents were unanimous: bringing the child
out of the hospitai to be cared for at home.

22.  The most difficult moments In the lues of these families generally inuolue o
health crisis where the child houers on the edge of death. Equally difficult
moments are trying to find funding for home care and wrestiing with insurance
companies who should pay under the terms of their contract, but who do not.

23.  Once @ chiid has been cared for by his femliy in the home setting, rehospitaliza-
tion of the chiid can haue highiy negstiue effects. The children may regress in
their deuelopment, becoming withdrawn and depressed. Speaking of one such
chiid as an illustration, one physiclen sald: "it would be disasterous. It would
create a depressed child who in fact may euen withdrew from the world.”

24.  Famllies and medical professionals slike are In strong agreement on the need for
respite care to maintain the success of any pediatric home care program.
Familles need a bresk from the pressure. Respite can be In the form of havuing
sgcmeon2 else weatch the child during eight hours of the night; otherwise, one
parent wlll haue to stoy up with the child. Parents need scme time to them-
selues, an opportunity to run errends, to take care of their own needs, or just to
rest. A short respite will allow most families the chance to gather the strength
they need to continue to proulde safe care for their youngster.

25.  Children who are dependent upon modern technoiogy need education just as
much as other children. In fact, the need may be euen greater depending on how
much of his or her formative yeors are spent in the hospital. Parents must be
taught how to help their chiidren, and when the children reach schooi age,
proulsion must be made by public schools for their education.

26.  Hesith core professionsls who deal with chronicolly ill children need special
training. Schools of medicine and nursing should piace greater emphasis on the
specisl needs of technology dependent children and the possibllities for home
core. The simple fact is that many nurses who were educated ten, fifteen, or
euen fiue years ago do not haue an adequate understending of the existing
technology. in most instances, the quality of cere has been good, but In some
instances it has not been acceptable.

27. One of the primary conclusions of this report relates to the need to educate the
Americar public. Relstively few people ynderstand the extent of the tech-
nological revolution. Only about forty percent of the Americoan public knows
sbout home coare as an alternstive to keeping chronically ill or seuerely disabled
children in the hospital. There is a need to inform affected families in porticuler,
since most of them haue nowhere to turn when thelr child is born with long-term
health care prodiems.
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There Is a strong need for pediatric hospice programs. Hospice involves a
coordinated program of pailiative and supportive services to the person and his
or her family. Unfortunately, there are few entities which provide hospice
services for children, and there it no reimbursement for it under public
programs. Glven the fact that the number of these frao”~ youngsters wiil
continue to increass over time and the fact that many of them will die, a
wational pediatric hospice “rogram of some sort would be an excelient Idea.

Pedial ‘c home care Is significantiy more cost effective than comparable hospital
care. The msain ressons why children should be cared for at home are: (a) it is
better for the calid; (b) it Is better for the family; snd (c) It keeps famllies
together. The fact that home care Is more cost effective than care in a hosplital,
sometimes by a margin of ten to one, is oan added bonu: However, the foct, that
pediatric home care Is more costeffective tends to point yo the fallure in public
policy. Public policy has not kept pace with the changes in technology.

Pediatric home care benefits vary dramatically from state to state. Ais a result,
parents may be forced to uproot the family and move to » different Jurisdiction
in order to secure adequate funding for thelr chronically il or severely disabled
child.

Moderp technology, which has saved the llves of thousands of children who
previously would have died, may Itself provide the snswer to many of the
dilemmas posed by the survival of these children. The technology hes been
minlaturized and made portable so that it con be svaliable st home and, indeed,
can follow afong with the child wherever he or she might choose to go. Much of
this technology was developed as o spinoff of the U.S. space program, where It
was necnssary to be able to monitor the health and vitol signs of astronauts
thousands of miles from the earth. This technology In the hands of competent
medical and nursing professionals and adequately trained family members
promises not only to lengthen, but also to enrich the quality of life for milllons of
American children In the years to com~. All that Is necessary Is for third party
payors, including the government, to agree to pay for (is us< in the home as well
as In the hospliteal.

tWhen asked what advice they would have for other parents in similar circum-
stances, the famiiles of technology deper.dent children were unenimous. Sandy
Reckeweg spoke for all when she said:

“Fight for home care 108 perccnt
because It Is very well worth the effort;
it is worth every ounce of energy that
you put into these kids, to 3ce them
grow and gevelop to thelr fullest
potential.®
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March 23, 1987

The Foundation for Hospice and Homecare was established to
advanca the interests of those Americans former Vice President
Hubert H. Humphrey described as being on the “fringes of life" -
the young who are greeted with enormous health problems at the
dawn of life, the very old who face compounding health problems
ir:1 the twilight of life and the handicapped who are hidden in life's
shadows.

In 1985, in response 1o this charge, the Foundation's policy arm -
Caring Institute - established pediatric research as one of its top
priorities. Since that time Foundation and Caring institute staf
have searched the available Iiterature for information concerning
the problems faced by chronically il childrer.. They have
investigated the issue in ten states and conducted dozens of
interviews of parents and health professionals.

As a result of this investigation, we have prepared a soon to be
released documentary, "Suffer Not the Little Children®, which is
narrated by Ms. Susan Sullivan, and the excelient report that
follows - *The Crisis of Chronically #il Children in America:
Triumph of Technology - Failure of Public Policy."

It is our conclusion that thousands of children are needlessly
institutionalized and deprived of their fundamental rights. That
this is allowed to occur is injustice enough. That it occurs simply
because we have not facused on this problem and the compeliing
arguments for bringing ‘hese children home is a startling
indictment of our society.

We release this report with the hope that it will contnbute to the
correction of this intolcrable situation. In so doing, | would like to
commend all of those on the Foundation and Caring Institute staft
who contributed to this project. Tom Cline deserves special
recognition for his tireless efforts as does Nancy Pinkard,

Frank E. Moss

Chairman, Board of Trustees
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EHECUTIUE SUMMARY

This report sxeminss & blight on the Americen conscience--the clesr deprivetion
of the civil rights of the most vuinersbie members of society--chroniculiy il children.

The repart exsmines the unlikeiy, but sccursts fact thet thoutsnds of American
children sre heid es irtusi prisiensrs in institutions. These fragiis children heve been
deptiusd of their freedom snd sre being robbed of en spportunity to grow snd develop
to the full sutent of their God-given sbliities.

Day efter dey thess children liue » regimented, regutsted existence, confined to
rooms without windows, isoteted from their persnts, their brothers snd sisters, snd oll
of soclety.

They spend menths, if not gesrs, under hot lights In tiny cribs, never seeing the
clouds, the trees, or sther wondsrs of asturs. They hsus nsver hed s chence to hesr »
bird sing or to heer the scesn resr. They hsus never smaiied bresd beking or fiowsrs
sprouting from the greund sfter s spring rain. They do not know whet it meens to plsy,
and for the most pert, they havs nsver lesrned whet heppiness meens.

The werst effenders sre kept i solltary confinement, in totsl isolstion sxcept for
those who gusrd ousr them. Uisitors gre cersfuliy restricted to certein hours. Onty one
perent is alfowsd in st o tims; sometimes, brothers sad sisters ere berved from visiting
sitogether.

The crime thess youngsters heve committed is te be bern tess then perfect in o
soclety which prizes parfection. Tha isngth of thelr confinement can be for months er
yesrs. or sven for life.

As with other similar confinements, retionslizetions sre sffered which heve littie
1o do with fect. 1t is ssserted, for sxempis, thet piscing them in this restrictive setting
is for their own good er thet sven If this setting is not in the child's best interest,
socrety simply hes no sitemstive. Others would srgue thet confinement is in the best
interests of society in genersl.

The plsin end simpis fect, end the ms Jor conclusion of this report. is thet these
youngsters could end shouid bs heme with their psrents. The fact thet they sre not
represents & colossel fetiure in public poticy. it is thet fesure which is exsmined in this
report.

The only bright spot in this unheppy scensrio is thet the problem is s recant one.
{t hes besn menifested in the United Stetes only in the pest five to ten yesrs. But even
the most conservstive estimstes indicste thet the problem will incresse by geometric
progressions In the ysers to coms. ft is vitet, therefore, thet the nation come to grips
with the problem snd immedistety feshion o policy which restores to these infant
Americens their futi complsment of Constitutionsi rights. The feiture to do so will not
onty deprius the chitdren, dbut impousrish ths nation.

This study end this report sre the resuft of two yeers’ work. In sddition to
traditionsi resesrch, dozens of families snd ceregivers were intsrviewed. Physicisns,
nurses, sides, socisl workers, discherge plenners, therspists end other hesith cere
professionsis were sought out for their opinions. The resesrch took pisce in ten stetes
which are broadly representestive snd which collectively account for approximetely
fifty percent of sll netionsl expenditures on heatth cere.
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The stetes where interviews were conducted were: FArizona, Californle,
Connecticut, the Oistrict of Columbla, lilinois, Meryland, Michigesn, New VYork.
Pennsyluenis, end Uirginie,

Some eof these interviews wers conductad on uldeotepe. The resuit of this activity
is the documantary flim, *Suffer Not Tha Littis Children,” nerrsted by Ms. Susan Sulliven.
The intervisws wera rich in informetion end experience. Chepter ¥ of this report
corries encarpts of many of the interviews orgenized sround verious issuss.

Chaptar i sttempts to answer the questions of who these children srs snd Wwha'
their spacial probiams sre. The report conciudes thet ten to fiftesn percent of el
children, or roughly ten mitlion youngsters, heue o chronic iliness. About two milllon of
this aumber are ssvareiy impsired.

Meny of these chiidren sre born premsturs. As such, their internel organs often
ere not fully deveioped. In other ceses, the youngsters were cerried full term but
suffer from congenite! disat.ilities.

Meny ef these children fell into sisuen cetegories. or whst heus been celied
‘merker® disssses. They sre: tsukemis, cysti~ fibrosis, congenltsi heert diseese, spine
bifids, ssthme, hemophilis, chronic kiduay dissese, juuenlis disbstes, musculer
dystrophy, cisft palets, sad sickis ceit snemis. A smail but rapidiy growing number ers
chlldren who ers victims of AIDS.

To the numbers mentisned sbove must be slded seusra! miltion sccldent victims.
Accldents sre the highest ceuse of desth of Americs chiidren.

The numbers sbovs ere sigaificent for many ressons. it is significant te nois thet
this smeit minority of the netlon’s children currentiy eccount for sbout forty percent of
all pedistric in-patient deys in hospitels In the United Stetes.

Meny of these youngsters llue in pedietric intensive cere units of the nstion's
hospitels, and & tesser number sre in nursing hames. They ars somestimes ceited
“milllon dotter bebles® becsuse the cost of thelr core mey sxcesd $3 milliion dolters @
yeer.

The chitdren sre eiso known es “technology dependent,” e reference to the fect
thet tiey owe their uary lives to modern technology end continus to be dependent upor
it to some extent. It is the euolution end refinement of such technology which meka it
possibie for these specist children to be cered for st home.

Chepter il of this report describes some of the technoiogy which was at virst
only susilsbis in the hospitsl. This new squipment hes now been meds smelier, more
portebie snd sucn edepted for bettery power. Exempies include not only new
equipment but new trestment modslities.

For estampie, must peopis woulg be surprised to know thet intrauenous
chemotherspy, the infus'on of cencer fighting drugs into the blood stresm, is now
routinely done &t home. Studies indicate that the procedurs Is not only less stessful for
the pstient, but siso produces better therspsutic results snd minimizes side effects.

Another sxemple Is Tntel Purenterel Nutrition (TPN), which Inuolues Intrauenous
feeding of @ chitd who otherwise cannot eet. Kidney patients receiue dialysis at home.
Heart petisnts ars wstched by meers of cardiac monitors and tested with porteble
electrocerdiogram units.
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Children who sre in denger of dying bacauss of Sudden Infant Desth Syndrome
($10S) can now be guerded by means of machinses celled apnes monitors. The machinss
trigger sn sisrm If the child's bresthing slows significently end/or if the child goes into
respiratory srrest.

Mast Impressive of sii, childran who depend on sn srtificlel device called o
ventiistor te ds their bresthing for them cen, snd ars, being sent homs. Some
ventiletors are smeil snsvgh thet thay cen be piaced on the back of & wheelchair,
following the child wherever ha or she might went to go.

Chaptar I¥ of this repert inciudes s dozen cess Listorias. Femily members talk
sbout their childran in their swn werds. The resder will mest 8 number of cherming
youngsters including the feilswing:

*  Rebert, o reur-year-eid whe ilves in the District of Columbis, hes s rare
muscle disease. Rabert is making pregress intellectusicg, but his muscles do
net hewe strength. Ne ceanot sit by himsalf, fead himseif, or bresths
without sssistence frem e ventileter.

he Flve-year-old Jeffray is ens of s hendfuil of children in ths werld known to
have o strenge diseass celled Ondine's Curse. For soms mysterious reeson,
when Jeff siseps, his brain forgets to teil his body te brasthe. Kis iifs is
susteinad by machenicel bresthing end monitoring sids.

. Alax, alse flue, hes Tay-Sachs dissess. When he wes two, his devsiopment
bagan te reverss. Ha has regressed to ths point whare he cen no iongaer sst,
drink, sr meve 8t his own.

*  Stephen is Ia his esrly twenties. He hes Duchenne's muscuisr dystrophy. He
is in 8 whaesicheir and is ventiistor depsndant. He iives st homs, but requirss
twenty-hour nursing cers, without which hs wouid havs to be
institutionsiized.

®  Kotharine is 17. she hes 8 genatic sbnormelity celied Trisomy 18 which hes
rasuited in mulitiple sevars impeirments. She suffers from heert, kidney, snd
intestinel silments, snd is prons to ssizures. She cennot heer or spesk or
turn sver in her bad. She is st homs with her femily, but requirss constent
skillad nursing assessmant fer her deteriorsting haart condition.

Chepter U summariZ=s the spinions of persnts snd madicel sxperis on s wide
variety of issues. Thass respoki.es form per® of the besis for the following conclusions:

*  The primery smotions of persnts whoss child suffers from birth
dafects or snomalies ers fesr snd frustration. The words most
commoniy used by perants to describs thelr resction were: °is
waere terrified.”

hd Most famiiiss went 10 have their children 8t hame with them.
Contrsry to mythoiogy, most familiss do not absndon their
children if they ere born with snomaiiss. They sccept them and
waent ts heve tham 8¢ homae es part of the family unit.

. Physiclens sre in sgresmant that it is poszible to mensge the
cors of most children st home--even complen cases involving
muitiple disebliities.
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o Physiciens wers in genarel sgreement as to the criteris which
must ba mat before e chiid cen be discherged from en institution
into @ homa cere setting. first, the chiild must be mediceily
stadle. Second, the transfer te the home must offer the chiid en
impreved quelity of life. Third, the transfar to the home setting
must be en ecceptabie risk. The risks miust be smeii enough to
be effset by the aduentages of heving the child et home. fourth,
the femily must be willing end ebia to teke an Mmost ef the child's
cere. Fifth, there must be edequete community support
sveileble. The most importent fector in eli of the sbove Is
number fowr.

Perents need help, treining, end suppert if they ere going te successfully cers for
their chronicelly ili infants ot home. Respite cers is not e luxury, but e necessity.
Someone must give the perents same rellef from the hesvy burden ef wetching over the
chlid twenty-feur heurs & dey. ihile perents cen be treined to perform many
procedures, athers must be perfermed enly by licensed nurses in cenformity with stete
lews end the bast intarests nf the child.

Bringing Iheir child heme Is the hepplest dey for mest perents ef chronicelty ill
chiidren. White it reduces the lsuei of stress, femiiy members continue to jive with
dangerously high levels of stress.

Madicere, Mediceid, Crippled Children's Services, CHAMPUS end sther govarnmant
programs pravide very littie, If eny, help end heve e bias in fever of institutione!izetion.
Privete heaith insurence is sise inadequete and suffers from the seme bles.

Prolonged hospitel steys pose significent probiems for chiidren. Specificeily, their
developmaent is stunted, bonding between them end their perents is inhibited, the child
Is deprivad of fraedom end pleced In en environment which, for efi its iife-seving
potentiei, is more dengerous to the child, end significent stress is produced by the very
fect, thet the child is in the hospitel.

On the sppesite side of the cein, cere of the child et home by his or her perents
with raquisite suppert hes overwheiming eduenteges. Specificeliy, it is better for the
chiid and eids his er her deveiopment. it eiso keeps families together, reduces stress,
provides the child with freedom end the opportunity to live the highest guelity iife, end
is mors costeffective.

Chepter Ul reports in detell on whet the perents of the chroniceily Il children
claimed wes the grestest obstecle stending in the wey of thalr bringing their child
home--isck of funding. Government end privete progrems ere described es e patchwork
quilt, @ meze of exceptions, e coliection of promises, describing entitiement in big print,
which ere effactively vitieted by exceptions speiled out in the smeli print.

it is this lebyrinth thet forces perants to quit their jobs end moue from one stete
to enother, iooking in vein for some stete with @ more comprehensive end humene
policy which wil ellow them to cere for their child et hama. it may force some femiiies
to litersiiy giue up their bebies, to heve them become werds of the stete in order thet
they might raceive the cere thet they need.

This lack of @ meaninaful policy ceuses femilies to make @ Hobson's choice. Thay
con elther issue their beoy in ine hospitel for months or yeers et @ time where care will

be reimbursed, or they cen bring their child home, knowing there Is little, if any.
reimbursement sueilebie.
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Chapter Uil sxemines the question of cost sffactivensss of homs cers for |
chronically il children in soma deteil. The chapter aiso drews on two types of cese |
studies: thass sf indlvidusi chiidran snd their parents, and thoss reported by various |
sutheritstive sgencles, sither as part of & demonstretian projact, or as besad on their
snparisnces.

The cenciusien: care in ths hams is simest slways much iess sxpensive then
comparable cars in the hespitsl. Hemea cere snjays the cost bensfit by mergins es high
as sightash tu ane ever hespitei care. it is quits cammon for hemas cers to cost only
one-tenth the cast af camparsablie care in the Pospitel. Mast actusl sxpsrisnce and nost
studies indicats that hame care cests svaregs onty sbesut ans-fourth or sns-fifth of the
cost af care Ia the hespitel.

Sas insursncs cempeny, AETNA Life snd Cesusity, hes sssa ths wisdom and
sdventages of hams-bessd cere snd Mes deusieped what It celis its individuai Cese
Manegement (ICM) pregram. AETNA reperted sewings of $36 miliien in 1985 through use
of the ICM pregram. Tha sevings wers pessidie in pert threugh implsmantation of ty:
parants’ wishes te bring their chiid homa from the haspitsl.

Chaptar ¥ill duscribas the sarvice campeanants of padistric hams care. Service
coordinstion, sr cess mansgemant, is vary imperteat te ths success of ang padistric
homa care pregram. What this maans is thet samecne must accept responsidiiity for
casrdineting sil the core and services that the chiid needs. One parent dascribed cering
for sne of thass ysungsters st hemea as “kind of & throe ring circus.” Anether said it
waes like trying to replicate ali the divisiens of the haspitsl st heme. Parents nsed the
sssistence of & saciel werkar sr sther hasith cere profassisnsi whe can halp them
obtain suppiies as they are nee2d by the chiid.

Parents maad haip in obtaining ssrvices in pert bacause the current system is so
disorgenized, fregmented and incampists thet it tekes skilied snd experisnced hands to
dsysiop & quelity hame care progrem end te hsus the compaonents of care psid for by
soms antity.

This chepter sise telks sbout the importance of aducating cersgivars. Doctors end
nursses snd other medicei prefessioneis must ba treined ss to ths spacisl nssds of
chronicaily Ml children. They naad to be aducsted as to the eveilediiity snd potentisi of
the hemes cere sitarnative te institutienslizetion. Considering its importsnce in terms of
its sffect an the chiid's daveiopment, the home far snd sway provides the setting of
choice for cere whansver possibdle.

finsily, the rapert describas some possible dangers. it suggests thet policymakers
take care to snsurs thet chiidran srs oniy sent homs when and if sdequate medical,
nursing, snc socisl support services are eyslisbis. it wouid bs the uitimate disservice
to dbagin indiscriminata dumping of children from institutions into the homs without
committing raquisits resources to snsure thet they sre weti cered for. Morever, core
must bae teken ta meks it possibis for the child to return to the hospitsl for trestment
whensyer necessery. 0f squel importence is the nssd to snsurs thet homs cere
profassionsis srs adequately treined so thet they provide ths highast possidis quslity of
care.

Chapter iR of this raport provides s summary snd conclusions. Tharein, it is
sssertad thet the United Stetes stends st 8 point of crisis with raspact to miilions of
chronicslly iti children. Most of thase chitdren could end shouid be st homa. itis better
for them, batter for their familias, and bettar for the nation. With help, meny of thess
children will outgrow their sliments. With assistence, most of them will develop to the
full extant of thair sdilitias end hau2 @ reasonabie opportunity to iesd mesningfui lives
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end to coittribute to seciety. Whe’’,( they heve this opportunity end the full penoply of
rights which is theirs undsr the U.5. Constitutior remeins to be decided. it Is the
conclusioe ef this repert thet the Constitution end the 8iii ef Rights wers meent to be
inclusive. it é!d set specificelly exnciude chronicelly ili childree from its protections. it
is more thes apprepriete thet the immediete injustice, the biight on the ARmericen
conscience, be iomoved ot once.

Chepter X effers recommendetiens fer e restructuring of our netionel heeith cere
policy to eddress both the immediste end the iong-term cere neads of the pedistric
popuistion. The principel recommendetions ere:

n

(P

3

Expand Crippled Children's >etvices to provide e comprehensive home care
siternetive which incivdes fadersliy-mnendeted siigibliity end coversge
criterte ond respite;

Revise the CNAMPUS program te moke comprehensive home cers avalieble
to the children of srmed forces personael; end

Creste end fund e program of psdletric hospice cers.

Others recommendetions in Chepter ¥ ere:

(E})

(¥3]

3

@

(s)

(3]

Revise the Medicers progrem te ensure home cere svesliebiiity for chron-
icaliy Wl jedividusis aver the ege ef sighteen;

Provide incestives for, end encoursge privete insurers te, remove the
institutiese! bies ie existing heeith insurence poticles by meking home
cere sveilable to chroniceily it or severely disebled children;

Increese sducetion end treininc of medicel personnel to hendle the pro-
blems of sur new technoiogy end the resultent populetion of medicelly
fregile children;

Increese public swersness of the sveilebility of the home cere siternative
to institutienslizetion;

Continue and enpend reseerch into the cevses end potentiel cures of the
slsven merker diseeses of chronicelly iii chiidren; end

Esteblish educetionel opportunities progrems for the Lurgeoning class of
technology dependent children.




146

L__INTRODUCTION

President Resgen deciared in 1983 thet "[mjore then snything eise, we seek the
biessing of good heelth for our chlidren. We hope for the sound minds in sound bodies
that leed to lives of strength end echisvement.” Nevertheless, each yesr some 140,000
babies ere born in the United Stetes who suffer frei; one or more partialiy disabling
conditlons, end netiemwlide, up to two million children ere deemed to have severe
chronic ilinesses. Theusends of others sre the victims of serlous, crippiing accidents in
their youth or sdolescences, end snother eight millien heve some form of chronic health
impairment.

A generstior ego, the prognosis for some of these children would not have been
good. But sdvences in medicei technology in recent yeers heve not only increesed the
likelihood of survivei among this group, they heve siso improved their chances to lesd
useful end productive lives. The degree to which these "technoiogy dependent” or
other chronicelly lil or dissbled chiidren ere sbie to survive end contribute depends in
large part on how this society chooses to silocate its hesith cere resources.

A substentiel number of the children in question require extended institutionel
cere eerly in life. However, technoiogy hes mede it medicaily possibie for ever-
increesing numbers of them to issve the impersenei confines ef hospitels end other
ecut> cere fecilities end resume their lives ot home. This netion pleces ¢ premium on
the femily end on the centribution of thet unit te society. Ireniceily, theugh, it hes not
meisnelled its vest reseurces In fGii degree te return es meny chiiéren es possidie to
theii- homes for cere. Te the centrery, our inebility er unwiilingness te cenform pubiic
policy to the resiities of medicei science hes resuited In ¢ cruel perversion of that
poiicy. ihiie Mediceid end privete insurance will pay for continued cere in the hospital
for hendicepped chiidren, those benefits sre often withdrewn should the perents bring
their children home: this despite the fect thet the cest of hnme cere is often only o
froction of the cost ef hospitei cere. Perents ere iitersily forc.d to keep their chiidren
confined in hespiteis because the elternative, though cheaper, is yneffordabie.

This report seeks to eddress the dominent issues surrounding pedietric home care.
it focuses on the mejor impediments to bringing the chronicelly I or ssversiy disabled
chiid home for cere end for incerporation inte the structure of the femily snd the
community. it discusses solutions, es propesed by perents, doctors, end others, to
these obstecles. Above sli, the report emphesizes the enormous edventeges In human,
o3 weli os finenciel, terms te be derived from e sensibie netionel policy in support of
pedistric home cere.

The Foundetion for Hospice end Homecers hes tried to present these probliems and
proposels from the most importent perspective of eii: thet of the chiidren end their
famiiles. For while the preiiminery dete Indicete significent cost savings essocleted
with home, versus institutionel cere, the greetest benefit of eil Is In humen terms.
Returning the chiid to his or her home when possible promotes the integrity and well-
being of the femily unit. It fulfills the fundementel right of any chiid to receive the
iove end effection of perents end siblings. it is eliso likely thet the chiid's recuperative
end restoretive functions ere increesed In the home environment, surrounded by thet
love end support. Finelly, the increrse in the child's long-term productive capecity
sttributeble te nurturing in the home environment zeems ciear end unessalisbie.

Ageinst this ervey of benefits, there is little to srgue ageinst the esteblishment of
© netionel public policy supporting pedietric home rere. Thet is not to say thet such e
policy is risk-free. it is imperetive thet guideliner e establiched within the medical
community for determining when e child is cepebis of being cared for at hore. itls




squally importent that sthics! guidslines be formulstad for the prassntstiun to parents
of the viabls options for cars snd of the prognosis, so fer ss madicslly determinable,
under thoss options. Finslly, sppropriste service companents, such as psychosocial
support programs for famiiiss of padistric patients, must be astabdiished to sssist with
ths non-madicsel side of hams care.

Tha homs, the family, and ths madicel community are truily unteppad rusources in
dellvering haaith cars to chronicsily il and ssversiy disabled children. Despite some
risks, the step towaerd incressad padistric homs cere is une 'worth taking. If this raport
puts the sdusntages of that step inte clesrer focus, then its purposs wiil havs been
served.
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1l THE NUMBERS: RRCKGROUND ON YHE FRAGILE MINORITY

Our mentei imege of our children is » positive ons. We heer their isughter. We see
strong and heelthy badies ot pley end siert, inquiring young minds mestering the
slements of reading, writing, snd arithmetic. The savironmsnt in which we see them Is
0iso positive: & comfertebis, heppy home where they sre surrounded by ioving perents
ond siblings. Thess are the idesl parceptions.

For s substentisl group ef Amaericen children, thess perceptions sre nothing more
then on (desl. Resiiti for this ssgment ef our populstion consists of physicei or mental
Impslrmeat, paln, snd dependence sn sthars snd on machines fer sssistencs in the deily
effeirs of life. For thase chlidren, the homa is oll teo often s smell ousis in & desert of
institctionsi cove. in the words of the Surgeon Gensret of the WUnited Stetes, theirs are
“tiny, vuinsredls, ruptured lives.*

Most of us have littis or ne contect with thess hendicepped children, yet their
numbers ere significant. Accerding to Yenderbilt Uniuersity tastitute for Public Policy
Studies, thers sre perheps ons te two miiiion chiidren in this netion who sui'tar from
severs chronic Hinesses. Ansther ten te twsive miillon chiidren mey be sfflicted with
some dagres of chronic hesiih impeirmant which interferss with deiiy functioning.
Accident victims add te this numbdsr. Bapending gn the degres of severity, then,
snywhere frem sne ts twenty percent of the country's children gnist sutside the idesl.

They sre & fregHs minority. They ere the victims of publiic ignoren- ,; and mis-
undsrstending. Fer this reason, « netion which prides itseif on the sttention it gives to
its young end to the famiiy unit has yet ts fecus its vest resources sad crestivity on
the problems ef the chronicaily Ki chitd. Antiqueted policies snd sn sbsence of impetus
for change have condemnad meny of thess chiidren to s continued limited suistence in
hospitsls end other scuts cere fecilitiss st the very time sdvences in medicoi tech-
noiogy might relsess them te heppisr and mors productius lives in their own homes.
They ere ceplives net sut of necessity but out of isthergy. Their piight demends that
we re-susiuste gur nations! Lissith poiicy.

To whom ere we referring when we spesk of the cisss of chroniceiiy iil chiidren?
Their hesith disorders teks meny forms. Howeusr, we cen cetagorize ihem by
refersnce to the most fraquent, er *marker,” disssses which represent the meny
dozens of sevsrs sad rere chronic Hinesses thst affiict our chiidren. AMong the more
prevsient chronic iilnesses sre the foliowing: isukemis, cystic fitrosis, congenitsi heart
disrese, spins bifide, asthme, hamophills, kidney disesss, Juueniie diadetes, musculer
dysirophy, cieft peists, snd sickis csli snemle. These diseases sre briefly descrided
here to provide en ousrview of the sffected popuiation. (NOTE: T Information on
these disorders is found in Hobbs snd Perrin (eds.),

(Sen Frencisco, i985).

. & . ® & @

Leukemia: Cencer is the second lesding couse of desth smong children under the
age of fifteen. Esch yesr, there sre sbout 6,000 new cases of childhood cancer in the
United Stotes, of which sppronimeteiy 1,900 are chiidhood leukemls. Childhood
leukemio is either scute (99%) or chronic (1%). The former is characterized by the
repiacement of bons merrow with undifferentiated or immature celis known as blasts,
whiie the latter is the malignant spread of differentiated or meture cells. In both
cases, the cancerous cells can spread to other parts of the child's body.
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The mortelity figures for chlidhood jeukemie no longer beer the one-to-one
correletion with incidence retes thet they did in yeers pest. Or. Perrin has estimated
thet 50% of chiidren with thet 7iegnosis wili heve e fong-term, epparent cure.’
Treetments inciude redistion therspy end iU chemotherspy. in some instences, the
letter is accemplishad et home or es en ertpetient procedurs. Therspy is costly, in
addition te which thers ers eut-ef-portet expenses tho child's femiiy may incur for
travei to sad from treetment facllities, .~r lodging. end for time iost from work during
therepy sessions.

Lystic fibresis: Cystic fibrosis (CF) is e congenitei disorder which occurs in
between 1,500 end 2,000 ceses in the United Stetes eech yeer. The Cystic Fibrosis
Foundetion hes 2,000 ragistered cases in 1980, but it is suspected thet the ecluei
number is twe to four times greeter.

CF results in ebnermelly viscous secretions of the exocrine giends end eiso Inhibits
normei cieering of becteriei snd fungei pethegens frem respiratery secrstions. Most CF
petients live into their teens or eeriy twenties before succumbing to puimonery
diseese.

CF petients reiy en respirstory treetments for the uery eir they breathe. They
must genersiiy he hospitelized severs! times ¢ geer for respirstery compieints; o
survey done en ¢ limited number ef petients in 1979 feund everege hospitelizetion
costs for these individuels of $11,745. Prescription end non-prascriptien medicetions,
out-petient trestments, equipment fer lung cere, physicel therepy, and cther out-of-
pocket expenses plece edditisnel burdens on the family of @ child with cystic nbrosis.
Some . zsistence mey he eveiisbie frem government progrems such es Maedicere,
Madiceid, or Crippied Chiidren's Services, but the scope end emount ot essistence very
widely.

Longenital heart dizsease: Congenitei heert diseese eccounts for most
instences of cerdiec iliness in chlidren. it encompesses eny ebnormeily formed heert.

With the .ninieturizetion of diegnostic end surgicel tachniques we heve witnessed
over the jast twenty-five yeers, greeter numbers of children with cerdiec conditions
are surviving. Cost o7 cere, egein, is exceedingiy high and welii beyond the average
femily's ebiiity to pey without essistence. A 1975 rtudy estimeted first-yoer hospitel
costs for surviving chiidren et between $7.200 end $16,700. Or. Doneid Fyler of
Children's Hospitei in Boston predicted thet 1985 figures wouid be four times greeter.

inina difida: Mffecting two of every one thousend infents born in the United
States each yeer, spine bifide is the second most common birth defect efter Down's
syndrome. it embraces e veriety of simiier disorders thet heve In common a fellure of
the bony spine to deveiop properiy. Rppronimetely 95% of children recognized as
having spine bifide exhibit @ protrusion of the spinef cord end its covering membrane
through the bony spine.

The spine bifide chlld mey suffer from reieted abnormalitles, including
hydrocepheius, curveture of the spine, end distortions of the chest. Peraplegis may
oiso he present. Modern neurosurgery end entiblotics heve resuited In significent
increases in survivel rate. WIith treetment, the prognosis for survival and even
Independence of the spina bifice petient is good. However, the condition Is essociated
with chronic disabllity, and survivors face lifelong medical core end repested
operations. Crippied Chiidren's Services end Medicald dollars are avalisbie in some
states to help defray the costs of medicel treatments.
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Azthma: The U. $. Public Heeith Service estimated in 1979 *hat five percent of aif
chiidren under the ege of fifteen heve or heve hed symptometic esthms. Some
authorities delisve this te be en underestimets. Regerdiess of the correct figure,
esthme is one of the mest commen of childhood diseeses.

Dooth is o rare result, but the restrictions esthme pisces on certein ectivities can
be greet. it is prebebly the mest frequent ceuse of schooi deys missed emong children
in the under-fiftesn sge growp. Its symptams inciude dyspnee (difficuit breething),
cough, wheezing, and psevdo-pneumenia. An esthme etteck mey be triggersd by eny of
® wide veriety of stimull, including ellergy, infectien, exercise, irritents, climets, end
oven emetienel stress,

Hameshitia: Wemophiiie is e life-fong, inherited disesse cherscterized by o
deficiency of e protein essential to proper clotting of the bicod. it occurs only in males.

The diseess can teke seversl ferms; collectively, it wes estimeted thet there were
epproximetely 18,000 patients ia the United Stetes in 198G. Seceuse the recessive gens
which cerries hemephilla is no longer lethel end beceuse mere petients ere reproducing,
it eppeers thet the prevelence of this diseess is increesing.

Severe hemephille Is menifested in frequent, spentensous, peinfui bleeding.
Sieeding usually sccurs Inte Joints such es enkies, knees, hips, sad olbews. Uniess it is
haltzd, it results in Jelat destruction end crippling. Prier te the deweiopment of
repiscement therapy, mest severs hemephiiiecs were sigaificently crippled by oge
tweive ané wheeicheir-beund as aduits. Dooth usuelly eccurred ot sa seriy age, often
o3 o resuit of latracranial hemerrhaging.

Les: severe forms of hemephilie mey eise be present. Life expectency for the
hemophiliec populetien hes been pretenged merkediy, but the chromic neture of this
disorder meens censtent fineacisl end psychoiogicel demands en petients end famiiies.
Cost of trestment is high. Ageln, Mediceid end Crippied Children's Services heip meet
some of the expenses fer seme petients In some stetes, but coversge is fer from
compiete. As with ether chrenic diseese, there is seme evidence thet extending home
cere programs te mere petisnts has lad to @ decreese In cests.

Kidnay dissasa: Chrenic kidney diseese s defined s en irreversibie sbnormelity
of kidney function. This sbaormelity mey effect eny of the kidr.ey's normei ectivities —
contreiling selt en¢ weter, siding in the metabolism of verious hormones, end exncieting
the weste preducts of preteln metabeiism -- but feilure to perferm the excretory
function cen iead te demage te ether srgens er deeth,

The disease s reietively rers, end edvances in disiysis end orgen trensplents neke
it surviveble in most instences. Nevertheiess, chiidren with end-stege ranei disvese
mey still be victimized by bone diseese end growth reterdetion. Such chiidrer, ere
entitied te reimbursement for the costs of cere under Medicere, yet serious gups in
services remeln. in this instence, es in ethers, it eppeers thet treetment at home,
where eppropriete, is significentiy iess expensive then treetment in hospitels or other
cere conters.

duweslis disdaies: Diebetes, o dissese resuiting from e deficiency of the
hormone insuiin, is feirly commen, with estimete: of prevelence in the American
popuietion renging from twe to four percent. The per-yeer incidence of insulin-
dependent disbetes meiiitus (the form cherecteristicelly seen In chiidren) is spproxi-
mately fifteen per hundred thousend normel chiidren end edolescents under twenty
yeers oid. Insuiin dependent petients ere especielly susceptibie to smeli biood vessel
diseese, which can leed to demege to eyes, periphersi nerves, or kidneys. Such
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patients siso expsrience increased mortality from acceiersted hardening of the
arteries.

finenciei essistence msy bs svslieble to some patients from Suppiemental
Security incoms ($Si), Madiceid, Crippied Chiidren's Service, state snd federsl renal
dissese pregrams, or stete d/~bstes programs. Priuste insurence is difficul( for the
disbatic to obtein, and when wvuilsbis, is often prohibitively expensivs.

Muscular dystrephy: Muscuisr dystrophy mey teke ons of ssvsrsl fonns. Rl
sre prograssive, inherited dissrdsrs of the muscie ceili. Estimetes on incidence of
muscuisr dystrophy very from thirtesa to thirty-thres per hundred thoussnd live male
births. Within the pspulstion ss @ whols, the prevsiencs is estimeted st sbout three
per hundrad thsusand.

Ouchanns's musculer dystrophy is the most common of thess disorders seen in
chlidhood. its menifestetions begin ss seriy ss thres ygears of sgse, and the sffiicted
chiid sxperiences s stesdy degensration of muscle control from thst psint. The disease
causes & loss of function in the upper sxtremities, and desth vsusily occurs et about
8gs twenty sither from demege to the hsert muscie or, mors commonly, from
respiratory failurs. Full-time vantlistor depsndence cen sdd to this iifs sKpectancy,
but no madicetions sxist sither to cure or contro! the progress of Buchsnne's.

Other forms of dystrophy sre not ss common. Liks Duchenne's, they sre incureble,
but fife sxpactancy may be somewhst iongsr. The rasult is thet handiceppsd children,
who msy hsvs racsived soms sssistence from Crippied Chiidren's Ssrvicss, often
bacoms hendicsppad sduits with no finencisl sssistance snd with ne orgsnizad systams
of support.

Lisft nalata: Cleft lip snd/er pelsts Is ons of the mors common birth defects,
with an incidence renging betssn 0.5 and 1.3 per thousend births. Ciefts can result in
significent physiologics! disturbencas, sffecting respirstion, spsach, hsering, chewing-
swaliowing, snd the infentile snd ssnsory/expiorstery beheviors! systems. In sddition,
the cieft's location in the center ef the infent's growing face cen impect upon fecial
skalatal, dentel, musculer, and soft tissue growth. Numerous surgicsl end dente! proce-
dures mey be required to minimize distortions; they srs tims-consuming snd expensiue,
but the prognosis for ciildren with this defect is good if they havs sdequate psycho-
sociel support.

Sickie coll ansmia: Sickie ceil snamie is e heraditery dissese which occurs
predominently emong biscks in the United Stetes. It has en Incldence of approximately
6.2 percent of live births.

Ths sickis-shaped biood celis which cherscterize the condition have two disease
producing propsrtiss. They sre very fragiie, rasulting in snemis because of the body's
Insbility ts generste snough biood celis tc keep pace with their rate of destruction.
flso, their rigidity snd sbnormasl sheps make these ceils more difficult to propel
through the cepilisriss snd csuss temporary or permsnent organ dysfunction and
structurai demage ss & resuit of obstructed blood flow.

Psin is the most common symptom experienced by & chitd with sickie cell anemla.
Life expectancy is reducad by the disease, but It Is not well known to whaet extent.
Therefore, long-term medicsi care and relsted costs, finencial and emotional, result.
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These liinesses chuiousiy shere zertein cherscleristics. They plece emotional ang
Psycholegicel strein on child end famiiy thet cen reech unbeerebls proportions uniess
counseling end suppert sytems ers sviiisbis. Respite cere, homemeker-home health
side services, and sther programs to assist the femily members ere siso vitei.

In addition, the conditions are often cestiy to treel. The price for direct madical
trestment, including hespitalizetion, is high, end long-term cere is often finencially
burdenseme, toe. There sre sxpenses for drugs, blood and biood products, insulin,
syringes, erthepedic dovices, anggen, hearing sids, gl » spaciel schooling, and
prefessions! aursing care, te name oRly 8 few. Becsuse most of these disseses require
cers aver sh extended time peried, the cests caatinus te mount, draining the resources
even of @ family thet theought itseif finsacielly sscure. In fect, the cests mey be so
grast thet the femily is driven Infe beakruptcy es insurance bacemes impossibie to
abtain sad es ampleyment eppertunities fer perants end femiiy members ere severely
curtalled.

A few yssrs sge, meny of these chiidren wevid heve baen dopandent on
institutional core for their survivel; indeed, mang weuld aot heve been expected to sur-
vive beyend infancy. Newewver, advences In sur madics! knewledge snd cepebiiities
hsve mede It pessible for thess chiidran te lssve the confines of the hospitel end to live
well inte sduithesd. The greet tregedy is thet the COURtIY's response hes not kept pace
with thess medical sdvences. Formei resosrces fer the delly owt-of-hospitel cers of
the chrenicelly Bl child ere totelly insdequets. The medicel community itseif is jergely
unprepersd te trensfer the care of the chilé back ts the homs end femlily. The chiid's
parants, teo, are eften yaswers of the axtent 1o which thet cers cen be sccomplished
ot hame. -

in testimony befers the United States senste Cemmitiee on Lebor end Humen
Resources, Dr. Perrin previded two compeiling arguments for the home care siternstive:

1. Cere ot home by femily members is heslthier fer both the chiidren
end their femilies. Chiidren devsiop more soundiy, socleliy end
psychologicelly, when they cen perticipets in feinily, community,
end scheol life.

2. Suppory fer cers et homs cen be cost-effective. The lergest
finenciel costs of the wery expensive cere of children with severe
chronlic llinesses ere Incurred by hospiteiizetions. To the extent
thet femily cere cen be substituted for hospitel cere, cosis sre
reduced.

The lstter ergumant -~ the “bottom iii.4* enelysis -- is importent. With escelating
heesith cere expenditures in beth the public end privete sectors, this netion must
examine eny feesible cest-seving meesure which doss not sacrifice quelity cere. Rs
will be discussed ister in this report, the waeight of the svidence indicetas that quelity
cere et home is significantiy less expensiue then compersbis cere In e hospital or other
Institutionol setting. Howaever, ss Or. Arthur Kohrmen, Director of Le Rebida Children's
Hospitel end Resesrch Center in Chicego, hes noted,

[Wle must never aliow these programs to be driven by cost or potential cost
sevings sione. Thet home cere is, In fect, sometimes less costly than
hospitsl cere Is fortunete; however, the me jor reeson for children being at
home Is becsuse it is @ better place to be for growth and development snd
for the wholeness of their femilies.

The mother of a chronlicaily il child agreed when she said:
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We cen certeiniy provide Ketherine with cere et home for less than
whet e hospitei er skiiled nursing feciilty wouid cost, but that is reelly
not the peint. Ketherine dbeiongs et home. Thet is not e dollars and
cents issve. itis @ very human issue, end e simple fect.

So, the questien must be esked: why cren’'t mors children, whe conid be et home,
ot home? Finenciei resources, or the ieck of them, ers ¢ mejor reeson. The United
Stetes hes not formuisted ¢ comprahensive pregrem for scute end iong-term home
cere. insteed, we hewe respanded piccomeei te the individuei situstions or to
fragments of the probiem without ever ceming to terms with the ierger issue. We heue
e nur.osr of federal programs which were designed te essist femiiles wishing to cere
for their disabled sen or chrenicaily i devghter in @ home setling. The progrems are
iimited in scepe and eligibilily and very drameticeily frem stete e stete. The result is
thet the chesms between pragrams ere west, end mest ef the chiidren who could
benefit fram e retional end coerdineted policy insteed disappesr inte those cracks. One
exempis suffices te illustrate the prablem. Twanty-six differsnt sgencies fund petient
care in the pedietric ward ef the Unlversity of Arizens Hospitei, yet collectiveiy they
cover eniy sinty-five te seventy percent of cests.

fnether byproduct of eur faliure te devsiop en oversii home cere pien is perheps
iess obuleus. Even in these instences whers meney is svaliebie-- either from pubiic or
privete sources —- te bring & chiiéd sut ef the institutien, there oftimes is no
corvesponding netwerk ef services te enebie the femiiy te cope with its new
obligetions. The medicat prefessien itseif is not yet sufficientiy focused on the option
of home cere for this pedieiric pepuietien. informetien which the perents of e
chronicefly it chiid cen use te decide between home and institutionei cers sometimes is
not forthcoming. if it is evelleble, it mey be useiess in the ebsence of ether orgenized
programs et the community level targeted et femily preservetion.

Pedietric home cere petients end their femiiies require medicei services end
essistence, certeiniy. Sut the; reguire more. They need scciei end psychoiogicel
services, eccess le enciilery therepies, end cese mensgement services which cen
constentiy monitor end assess the needs ef the petient end the femiiy.

To feciiitiste the crastion end provision of these services, we need to deveiop new
funding stretegies. We need te deveiop peyment mechenisms for sociei workers end
psychologists, homemeker-home heeith eides, respirstory therepists, end cese mena-
gers. We need te incresse swereness of, end emphesis on, out-petient services
genereily, end home cers services specificeiiy. We ne2d to deveiop respite carr
programs end support groups.

Whiie meny of these progrems shouid be orgenized on the community level, the
success of @ new epproech to home cere wili turn on whether or not the federai
government is wiiling to commit edegquete resources to the tesk. Whaet currently exists
ond whet does not ere the subjects of the next section of this report. As wilt be
spparent, @ fundementei chenge is essentiei.
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ii1. RDUANCES IN MEDICAL TECHNOLOGY

This cheptsr supiores the svoiution in technoiogy which has helped save the fives of
thousands of iafents whas previousiy woulS have died. It briefly describes some of the
advances sf modern scisncs which hsve been sdeptad to homs use.

Modern scisnce hes helped reducs the risk of infent mortsfity. One pert of this success
invoives bstter prenstel cers snd fetei monitoring. Dozsns sf tests can now be
performsd te massurs the progress gnd dewsiopmant of the chiid in the womb. By
sutracting s smsil smount of samniotic flui¢ from ths pregnsnt womsn's womb,
scientists through snsiysis are abls to sey with certsinty if the child will heve physical
or mantsl hendiceps st birth. It is even possidis for physicians to correct some of the
birth defscts which sre isoisted In this wey.

Physicisns now hewe st their dispossi s wids srrey of non-invesive techniques which
eid in monitering. This Inciudes the scnegram which uses sound waves to provide
imagas from within the womb. Aiso svsiisbis sre CT Scans, nuciser megnetic rasonance
(NMR) snd Protan Emissisn sr so-calied PET Scans.

Once s chiié is barn snd faund to suffer from madicsi probiems, sophisticsted surgery
invoiving the lszer snd the siectronic micrescope cen corrsct meny probliems which
were heretofore, incorrectsbls.

When the cenditisn of thass youngstars stebliizes, it is becoming incressingly possible
to cers for them st home. This is becsuss new machines, technoiogy snd medical/
nursing precedures hevs been minsturized, made portsbie and sdeptad to homs usage.
Foliowing sre some llustretions:

f. Apnes Monitors, Same chiidren stop bresthing for ressons no one understands.
They havs s high risk of desth from Sudden infent Oesth Syndroms (SiDS). These
chiidren nssd to bes wetched cersfuiiy, perticulerly when they siesp. Modern
science has developad & menitsr which is sttached to the child, which wlii sound
the slsrm if & child’s bresthing siows significantiy and/or if the chiid goes into
respiretory srrast.

2. Home Phototherany, Some infents dsvelop jeundice, s yeliow coloring of the skin
ceussd by the dspasiticn of & chemicel, bliirubin. In most cases, the yellow
coloring is the resuit of & normsi process snd will have a0 iong-term effect. in o
few ceses, howsver, bilirubin cen snter into the brain snd cause severe
nsuroiogicel compiicstions, Inc'uding desth. Such chiidren untii recentiy have been
retainad in hospitels where tha goal hes been to revsrse the jaundice end prevent
any nsuroiogicei demags. Modern science hes now minsturized end made
susiiable for homs wss 8 homs phetotherepy unit. it inuoives the use of speciat
bius floursscent lights whoss sxposurs to the skin produces s drop in serum
bilirubin concantretion. With proper trestant st home, the problem common to
$0 many infents cen bs corrscted with low risk snd few sids sffects st home for s
fraction of the cast of comperebis trsstment in the hospitei. Thus silowing the
inTent to be nesr his/her mothar during the first crucisi few deys of jifs.

3. Portabie Uentilators and Comoressors, Meny chiidren with fung diseases are
dependent on & ysntilator for their every bresth. More commonly, they need the
essistance of & ventitator et night while they sieep. The reesons a child might
nesd one are many and Laried, but they sil refate to an obstruction of the sirweay




snd/or sn insbility to bresth on their own. A porteble ventilator is now availeble
to halp the chiid braathe. It is ususily sccompenied by s compressor which takes
on the tesk of halping the chiia sxhale.

4. "Artificie] Nose® and Suction Machines, Some children hsve difficulty
brasthing through their noss. In order to save thair lives doctors somstimes make
s smeli opsning In ths throst (trachsostomy), meking In sffect en srtificiel nose,
through which the child drasthes. The child doss not heve ths benafit of the
nsturei werming &f ths sir thet takses pisce when sir is tekan In through their
nose, snd msy haws 4ifficuity desling with the secretions which build up in the
windpips ssmatimes dlocking ths sirwsy. Fer this rssson, chiidren with s
trachssstomy requirs suctisning sn s fsirly raguler besis. Portebis suctioning
mschines hevs bssn dswsispsd. As with ventiistors, there ara large units
svsilsbls far ths Nome, snd battery powaerad pertsble 1aits which cen be used to
transport the pstient out of the homs.

S. PRartabis xyges ¥siis and Nehulizers, A few ysers sge, s child who nseded
oxygen therapy weuld have to be in the hospitsl. Once egein, tachnoiogy hes besn
devsiopsd ts the peint whars oxygen units of high quality sre svslisbie for home
uss. Portsbis units heve siso basn dsvslopsd so thet youngsters cen cerry the
oxygen with kim or har to school or whars evar they might travel. Another
devsiopment in rasplretory therapy is inhsistion therepy which involuss the uss
of nebulizers which forcs 2xygen snd medicstions down desp directly into the
iungs.

6. High Iech Respenses te Feeding Disorders. For ons rssson or snother,
thousends of Infants cennot est normally. Thay nead sssistence in being fed.
Some of thass infants cennot chew, ctaers cennot sweliow, others ars silergic to
foods. Modern scisnce hes devsioped s veristly of weys of feeding these
youngsters.

o. Ihe nasgogastric tube (NG), The NG tube, as it is celied, is Inserted in the nose
pushed down through the ssophogus into ths stomach. Through the tube, the
child is fad specisiiy menufectursd foods which srs bsisnced and rich in sll
nscessery nutrients.

b.  The gastrostomy tubs, Soms chiidren have a damaged ssophogus end cennot
est svan threugh an NG tubs. Another choice for these youngsters jnvoives &
gestrostomy tubs. This tubs is insarted directiy into & hole in the sbdomen
snd fiquid fosd is pushad by gravity dirsctly into the stomsch. Children fed
this way sre placed in o siightiy ejevated position to aid flow of fiuld by
grevity.

¢. Jejunostomy tube feedings, What if children sre born with only a portion of
their normei stomach or the stomech they have does not perform Its
function properiy? Madicei science has found & way to feed these yougsters
by mesns of s tube inserted directiy into the small intestine st the point of
the jsjunum. An incision is meds in the jowsr abdomen and the tube is
inserted. in this cass, howsver, sn infusion pump is genereliy used to
carsfully monitor the amount of liquid food received by the patient.

d. Iotal Parenteral Nutrition {TPN), VPN involves the feeding of the chlid by
means of liquid entered directiy into the biood stream. One way that this is
faciliteted is with 8 derice called o Broviac or Hickmen catheter. This device
remains in place inserted Into a isrge veln and silows direct snd easy




connection for feedings. Once egein, @ pump Is used to carefully control the
smount of liquid receiued end the speed with which it is received.

Rl of these techniques ere sveilabie in the home setting. A few years ago
enyone in need of eny of the sboue hed littie choice but to remain in the
hospital.

Slucomater and insuiis PuMBS, A recent deusiopment celled @ glucometer hes
heiped petients with disbetes monitor their sugar level quickly and eccurately at
home. The new device is cemperetively inexpensive. The deuice is eble to read
blood sugar leveis »ff ef specisily treeted peper which is steined by one pin prick
of the petient's bleed. Another exciting development involuves the insertion under
the skin of insulln pumps which cersfully control the flow of Insuiin receiued by
disbetics threugheut the dey. This new pump eilows for oniy & smal) dose of
insufin to be relessed continuously through the dey which giues the petient more
even metebelism instesd of the ups end downs, highs end iows associeted with
insulin injections.

One of the mejor end unwented side effects essocieted with
some leng-term hespitel steyy is decubitus uicers or bedsores. This is e uery
commen probiem emeng quedripiegics end children whe cannet moue. To preuent
bedsores, petients must be turned et leest every twe heurs. Feliing this, the skin
end then the tisses wii bresk down. Left untrested, bedserss routinely result in
infections, sometimes es serious es gengrene. Technology hes deveiopad specis!
beds which inveive metresses fllled with plestic lolls.clﬂ:olotod within the met-
tress by pesitive eirflow. Such beds not oniy heip prevent Sedsores, but ere
helpful in curing bedsores in petients who eiresdy heve the prodblem, end preuvents
eny further skin breskdown.

Biond Iransfusisss at Meme., Thers are seuers! different clrcumstances in
which e child would require blood trensfusions. The most common perhaps is
snemis. Such trensfusions ere now gluen et home under doctors orders with less
stress then the siternstive.

There ere times when infections ere seuere
end do Rot respend to drugs given by mouth or Injection. The oniy aiternatiue is
to get highiy concentrated medicetion, given Intrsusnously, into the biood stream
quickiy. Untii recently, this required hospitelizetion. it is becoming increasingly
more common for treined nurses empioyed by home (ieeith egencies to prouide
ond supervise 1 entlblotic theropy et home. The resuits to dete haue been uery
positive.

Untii recently, @ cancer patient wouid haue to go to the
hospitel to receiue his intreuenous dose of snti-cencer drugs. Such treatments
were gensrslly given suery two or three weeks depending on the particuler kind
of cencer involued. The effect wes to glue the petient massiue doses of the
medicetion which sometimes hes & tendency to produce unwented side effects.
Modern science hes now deveioped e speciel infusion pump which dispenses a
smell emount of the enti-cencer drugs into the system on e time release basis
producing meximum positive effects and minimizing side effects. The tolerance
leuel is reised by the patient's sbility to be home ¢ :re the nutritional balance is
much better for the petient.

Thousands of Americans suffer from kidney maifunctioning. They
require dlalysis to remoue waste products from their blood. Y~til recently such
“mechanicel kidneys® were only aveileble in the hospital. Technology has now
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deen refined {0 the point where this can be done ot home ot o fraction of the
usuel cost.

Rartabie EKE Units, Some home health cguncies heve weiking cerdiec monitors
susiisbie te track the heart best sver & 24-48 hour peried whiie et home doing
normei eclivily snd rest. in eddition, they heve purteble siectrocerdiogreph units
which they teke with them to visit petients with heert predbiems. Visiting nurses
sise mzaiter fluld leveis snd medicetion ieveis te Insurs thet petients do net iapse
into congestive heert faliure, = commen problem smong the eiderty.

Iranspiants apd Prusthelic Rawices. Whiie oi! heeort ond kidney trenspients
ore done in the haspitel, e graster pertien of the cenvelescence Zad rehadllitetion
of petients is new done ot hume than ever befere. The seme is true for tote! hip
repiecements in which the petients ere fit’2d with ertificiel bip joints of spece
ege meterisl which generely slisws them sxceliont renge of motion end mabiiity
inpiece of the ankylesed er *frezen® joints cammon to meny seniors.

Ostomy Cars. Some children ere bera without some portion of their intestine!
trect. In ether ceses, seme pertien of the bowel moy be surgiceily removed. It is
often necessefy in such ceses to creete enother opening usueily in the ebdomen
from which the waste preducts ere rosted into @ plastic beg. Thers are genersiiy
two commen types of such procedures: ce'sstomies end ilecstomies. Home cere
egencies commeniy provide heip ead essistence te petients whe need ostomy
cere.

Naw Techanlagy fer Brawing and Testing Rissd. Medern techneiogy hes
been refined te the peint thet a ting smeunt of dieed extrected peiniessiy cen be
enelyzed within minutes fer dezens of different werisbies. Much of this cen be
done ot home. et used te require visis of bised now cen de done with e single
drop. Bieod jeveis help determine the ceurse of trestment end enssres the
petient's pregress with certeinty. Ageacios report the resuits te physiciens end
colisborete on the proper trestment regime.

Medicei science hes develesed sophisticeted techneiogy to monitor
the vitel signs and hesith of estrenauts whiie they were in suter spece. This seme
technology new hes been adopted for heme use. infants cen be ot home end yot
hooked inte majer medicel centers mites swey where el their vitel signs ere
being menitored. This added security allows theusands of youngsters to reme!n ot
home whe etherwise « suld need te be in the hospitel.

1 Morshine Bring, As e mesns of pain centrol smong cencer petients or others
who suffer from perticsiariy poinfut injury, the eccurecy of Infusion pumps silows
the relesse of smell emeunts of merphine oue” time into the dicod streem. The
resuits have been highly pesitive.

Emergancy Call Systams, These systems ellow the petients or their femtiy to
immedietely summen heip. The respense systems ere tied inte e centrei piece
which meniters the calis on pre-sssigned redin frequencies. By litereily pressing e
butten, the family cen summen immediete help. Experiments are presentiy under-
wey with interactive cable television. Whet this meens is not oniy thet you can
wetch teievision, the teisvision will be ebie to help wetich you. Some peopie
suggest thet in the future, sech teteulsion set wili come equipped with its own
cemers end be cepebie of transinitting imeges end sound s weil s receiving
them. .
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Madicel sclance has deueiopad en eppiience which can be used for
pein controi end to stimuiete the regeneration of nerve endings end assist in the
restorstion of muscia. These so-celled TENS eppilances prouide stimuiation in the
form of & small alactricei charge which is applied st interveis of several seconds
ceusiag e contraction and passive exercise of the partinent muscles.

The sbove exemplas ere merely Hiustrstive. As time goes by, more end more refine-
ments wili be mede se thet edditienei life seving technoiogy which Is found in the
hospitei wiil ba aveliable at heme. With improved design and menufecture, products
wiill bacama mere cempact and less cestly.

it is not unrsesenabie te axpact thet the United Stetes mey foliow in the footsteps of
certain Europeen countries in which virtueily everything we now think of es an
acceptabdie hospital procedurs is done ot home including some mejor surgery. At any
rate, the tachnoiogy hes eireedy deusiopad to tha point whare many chronicaily i
«hildran cen be cered for et home where they most want to ba.
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1U. CASE NISTORIES OF CHAONICALLY iLL CHILDAEN

fis indiceted in Chepter ii, chronicelig iil chiidran suffer from e number of specific
disesses, disorders sad birth defects. Others heve disebdilities resuiting from devastat-
ing eccidents.

The foliowing cese histaries, dgrawn from iaterviews conducted by the Foundetion's
Cering Institute, are illustretive ef the breedth end scope of the probiem.

STRTEMENT OF MR. S. OF PHOENIN, ARIZONR
ON BEHALF OF HIS SON, ALEH

Just efter he wes e yeer old, we found out Aiex hes ¢ degeneretive, terminei iliness
thet's ceiied Tey-Sachs. Tey-Sechs used to be somewhet more common then it is now.
it's coused by the isck of @ hen-A enzyme, snd it causes e bulidup of iimpids. Besically,
¥« = breskdown 8f the nervous system end the wey his brein functions end works.

Rien's deveispment wes pregressing es s nermal child's would up untll about the ege of
ssven meaths, snd thea iwe asticed the! he wes ast leerning new things. Thet's when
we sterted trying te find sut exactly whet wes gelag en.

The first thing that they told us s thet they wented te weit uat!l the chiid wes e yeor
oid before they did eny ansiysis becsuse children typicalig deveiop ct different retes.

Well, we feit thet thers wes definitely semething uwrong. We pursued it, and
fortunetely, we met up with seme doctors who were In sgreement with us thet, yes,
there wes something wrong.

We hed come te the canclusion thet Alex was going to be severely reterded, but we did
not know why. We feund eut through the genetics test thet we took. There's e series
of tests thet were run fer varieus genetic diserders end one of them wes Toy-Sechs end
thet's whea we found eut thet Alex hed Tey-Sachs.

At the tims, they were seging he weuld live threa to five yeers. Now they sey more
like three te four beceuse they sey feur s pretty oid. They seid thet his development
wouid reverse end he'd ge beck te Deing like e beby, which is pretty much where he is
now. He con't resily meve much or du snything.

He cen’t est on his own or drink e bottie or snything. He hes e series of medications he
has to teke end it is difficult contralling his seizures. Some of them were lasting 25 or
30 minutes, snd It wes very difficuit to get the right combinetions of medications and
to get the whole situetion under control.

In the stete of Arizone, there are no progrems, esteblished to support people with this
type of a situetion.

The oniy elternetives we hed were if the insurence company would eliow him to stey in
the hospitel on e fuil time basis, which they wouid not, or to meke him 8 werd of the
stete, which we certeiniy di4 not went. Precticelly, the oniy option you have is to make
your child & werd of the stete. And it's not that you can't see them or visit them, but-~
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he's our beby. e den't went to giue him up. They even have the option to place your
child in someone eise’s home if they went to.

e pursuad every avenus. | Mede phane ceils for deys to try to find out what types of
programs might be sveiieble, end there's nothing.

Fertunstely, we wers ebie to persuede the insurence compeny to cover home health
cers fcr us. it is not onig the best cers thet's sueiisbie for Riex, but It's aiso an
eduentege to the Insursnce compeny. But we hed te fight to get the home care. it
wesn't like it's Just eeslly provided. You'us got to rasiiy get your doctors out there
helping you fight fer it. You heve to heue ietters written end weit end see. There'. no
precedent esteblished.

it's herd te believe thet there is no progrem set up for children with this kind of o
situstion. There's me seiution. They'ue neuer deeit with this before. Thers are no
enswers for this.

Whet if he wes In the hospitel the whole time? The costs would be estronomical! it
wouid certeinly be more then Whet his home heeith cers is. Initially the insurance
compeny thought they wouid rather heue him in the hospitel. They wouldn't Justity
heuing home health cere.

e ware fertunete beceuse My twife heppens to work for e hospltel essor’'stion, and
hes exceilent insurance. If we didn't have thet insurance policy, | don't know whet we
would do.

i heve Biue Cress-Blue Shield, which covers 80 percent of totel costs. In our cese thet's
80 percent of $200,000-$250,000 e yesr, 20 percent of that Is still @ lot. You can oniy
efford thet fer se long. Even if they'rs peyiang 80 percent, 20 percent of e cetastrophy
lite this edds up reel quick.

Obuiousiy, there’'z & grest nesd for @ netionel program. There needs to be netionol
ewersness. There heve te be some poficies set up end some precedents mede so that
when someone is feced with e situetion iike this they don't heus to go through the red
tepe of pushing it thraugh and trying to figure out whet to do.

STRTEMENT OF MRS. B OF CLINTON, MARYLAND
ON BEHALF OF KER SON, JEFF

When Jeff wes ebout 14 deys o)d, he stopped bdreething for the first time. | wos
holding him in my erms in sur bed snd noticed thet he wes not breething. | screamed at
my husbend end we sort of tossed him beck end forth with eech other, until Aick
whipped off Ais disper end geve him e smeck on the bottom. Finally, he sterted
breething egein.

The nesxt dey, we were ot the pedistricien’s office end mentioned to him that Jeffrey
hed stopped breething. Me put him right into the hospitsi end ran e whole battery of
tests. :

origineiiy, they thought he hed sieep apnee which is & conditicn of infents where they
houe perfods where they cen stop breething. They piace them oli on s monitors which
would slert @ perent or whozver was toking care of them that their child has either
stopped breething or thet their heart rete hes dropped below @ certoin level end they
thought this is whet Jeff had.
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find through the months, he progressively got worse instoed of getting better and
thet's when they suspected thet it had to be something mere end thet's when he gaue
us the diegnosis of Ondine's.

Ondine's Curse is @ pretty rere syndroms. Jeffrey's brein feils to teit his body to breath
et night during sleep. Ais he's going to stesp he breethes less end less.

He wes in the hospital for sbeut 18 menths. Ne wes in for e yeer and home for about
flue wesks. We weuld bs In the hespitel for three weeks; he'd be home for & dey; he
would heue respiretery ervest; he would have te go back Into the hospital; he would
spend enother month; he would be home for two deys; he would errest egain; he wauld
be beck in. So fineily, we Just dacided to keen him in the hospitsl.

When they decided to trech Jeff end put him to be on @ respirstor full time during sieep,
we telked sbeut home cera. And sfter spending thet much time in the hospitel, | was
uery reedy for it.

| was ebsolutely obsessad with getting Jeff home. He hed spent meny, meny, many
months et the hespitel, and we resilzed thet the hospital wes reising our child. When
You heus & child who's in the hespitel fer thet iong, sspaciaily In intensiue cere or o
criticel core unlt, yeu sort of lgse the perspactius thet he is your child. You can't suen
give them™ @ hag in nrisate. | wented to reiss my own son.

$o the obsession got grester end grester with getting him home anc | thought of
stretegies of who would pey fer his cars. | wrcte lots of letters.

The biggest probiem wes morey. Jeffrey's insurance ren out when he was sbout nin:
months old snd we were in o reel diiemme becsuss we were told that he would neuer
haue insurence egein. We hed @ $100,000 iimited {ifetime cousregs, snd it was gone |n
nine months.

We tried severe! different compsnies end el of them seid thet with pre-existing
con..Jons {het they would net even consider us.

We sppilcd then for Mediceld snd we were turned down because we're ouver income.
My husbend hes e good jod end makes & goocC income.

! _ontected the press end somesne recemmended Crippled wen's Services of
Meryiend. And two menths later, we got word thet they wow'- | for Jeffrey's cere,
home cere, on 8 temporery besis. And, so fer, they heus c- s8d 0 poy for Jeff's

cere. The could stop It et eny time. (e still owe sbout $800, . thot hesn't been puld
by insurence. On euerege, it costs about $14,000 e month to kesp Joff ot home. It's
ebout $55-$60,000 @ menth to kesp him in the hospitel. Thet's e big, big difference; a
big difference. Thet includes sixteen hour e dey nursing coveregs which we some times
hev2, end rentel of his respireter, his onygen, il of his equipmen? snd medicsi bitls.

There's siso @ big difference in Jeff ot home. Ne's brighter. He's heppier. it's herd to
explein how much he's grown since ho's baen home. He ceme home @ docile little kid
without eny spunk st ell. He hed nsver been outside. He'd neusr seen @ cloud; he'd
neuer sesh it rein; he'd never seen it snow. So whe' we got him home, the first thing
we did wes we took him out end showed him ali the neturs of things that people take
for grented thet thece kids cen't experi~nce when they're growing up within four walls
of ar intensiue cere unit.
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Thers srs vary, very few limits to whet Jeff can do now. He goes outside; he plays; he
swings on ths swing; he rides his Big Whael and ests Popsicles iike any other five yeer
old. Hs goes ts birthdey perties snd goes o swimming pools snd plays In the send end
fights with his brother snd doss sverything that kids should do. He hes a wonderful,
qusilty lifs.

Psopis hevs to understsnd, technology keeps those kids slive. But nobody seems to
know what to do with them once thay sre slive, snd i rasily think soclety cwes them
ths right to be home.

STATEMENT OF DA. K, PHILADELPHIR, PENNSYLUANIA
ON BENALF OF BABY R

We hed one child in the Pedlatric Unit for flus yesrs. The chiid's probiem was very
compilcsted. Hs was barn in 8 Philedsiphis hospits! snd trensferrad hare severs! hours
sfter birth. s wes bern with s congsenitsi snomsily such thet his sirwsy was totelly
plugged off He siso heppsned to hsve 8 connsction b2twseen his esophegus snd his
windpips snd hs wess bresthing through his ssophsgus down into his windpipe. He had
an Inperferred snus; hs had @ metricuiar sapticsi dsfact.

His mother his mather wes & secio-psth and spant most of the child's life in jall. 'n
fact, shs had twe more children whiie she was in jail. So thers wes no femiiy for this
chlid to go to end wse took cers of this chlid. Ths child grew up here Ir: Children's
Hospltal. This hospits! was peid over $1.5 million by Pennsyivenis's madice! assistance
to take cers of him. Thsy ars not cherges, they ore sctusi psyments.

The child graw up hers snd over s long psriod of time we were sble to get him
stabilized snd sventusily, when he wos sbout four ysers of sgs, wse found e femily that
was interestar ia taking cers of him sfter kind of s long courtship, the family decided
that they did u.+»* to teks him homs end be his foster parents.

Then ws got into the Cetch-22 of discherging him. Whiis he wes in the hospital the
state was psying for him, snd If he got placed Into & foster hcme, then the city wes
responsible for his medicei care. The cost of madicel cere st homs wes sbout $50,000
yser snd ths cost In the hospitsi was sbout $250,000 s yssr. And nsvsrthsless , they
wers two sepsrats budgsts. The city budget could not cope with thet to the seme
extent thet the stets budget could. So we spent a long period of tiine until we finaily
had to cosrce the city through madis pressure to come up with the money ¢t of Is own
pocket.

| do not want to malign the city government. The peopie that we deal with in the
Department of Humen Services are good caring people. They are stuck with s budget
that they hsvs to live with and part of their life is to get as much in the way of
services to as many peopls as possible.

find they are stuck with the fact that now the child will be transfarred to them but the
cash flow thst was previously directed towsrds that chlid cannot be transferrved to
them. So they sre trying to do the best that thcy can under the circumstances, and we
are trying to do the best for the child under our circumstances. It finally took the
coerclon of medie publicity to get the city to turn sround and muve ashead with that
discharge.
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The child went hame snd actusily spant o yaer with thet foster fomily before thet child
disd. And thet wes s good yaer for thet child. The child wes up and active snd pleying
with sth2: kids in the strest, going to schos! end reslily sn jeying himself tremendously.

STRTEMENT OF MR. C
OF BEHALF OF HER DAUGHTER, LAUREN

Louren is sur secead chiid. She is 6 yesrs old. She s, ent the first S yeers of her life in
Soston Chlidren's Nospitel.

Levren was bern in Pittsburgh. The doctors there svggestad to vs thet we move to
Soston, which we did. When we moved up thers, we wers fertunste in having some
famiiy cisse by in New Hampshire, s0 we moved to New Hempshire baceuss someons st
the Socisl Security effice teld vs thet it resily did not metter in which State we flved.
Leuren was geing te be o recipient as (ong st she waes o resident of Saston Childrens'
Hospitsl; the Mediceld weuld be provided.

Six months sfter that, we weare toid thet they mads s misteks end thet we had to leave
ovr homs in New Hempshire snd move sbout 7 miies scross ths border Into
Massachusetts, where we still sre. It would ba nice to get back cluser to our famlly, If
possible.

Leuren Is constently infused by e pump hers. She hes » mel-sbsorptior probiem; it Is
the condition thet she hes snd we hevs buiit this sump Into e cert to get us mobiis. In
the hospital, this pumd wes connscted to s isrge pole which restrictsd her from going
ovtside c/ the hospitel. Dur deughter, is s high-tech child, s child whose life literally
depands upan the mechines to which she is sttechad.

A deceds sgo, Leuren would probsbiy not heve iived pest her first birthday. We had
anather chid; our first son was born with the seme condition, snd he died in Pittsburgh
Children's Hospitsl st 7 months old.

fidvences in the madicel community heve mede It possible for her snd many other
children to survive in spite of their ilinssses. Hospltsis throvghout the country heve
within them meny children suffering from a veriety of disetling disssses thet could
possibly be mensged ot homs, but becsuse of regulstions governing psyment of
medicsl expansas bessd upon the family's fi-.«ncis! quslifications, these children must
resnain in the hosplital.

Not only would madicel expenses be decreased significently, but the quslity of life of
these children snd thet of their familiss would greetly improve. Every child deserves a
chance to grow up et home with their ramilies In » loving, nurturing environment, and
technica! sdvences of modern medicine have given them that chance.

Lauran's medicel blils susreged $320,000 per yesr at Boston Children's Hospital. Itis
estimatad thet har home care will eventually cost about e third of that. Part of that
cost Is our nursing steff.

Leuren's care Is extremely demanding, and our nurses glve us a much sppreclated
respite from this stressful situation.
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Our biggest chelienge wes redesigning and finding someone to bulld @ new cert to house
Leuren's new TPN sguipment. Mediceid sgreed to pey for @ new cert because it wouild
eventusily seve them from $55,000 to $65,000 per yeer in decreesed supply costs.

At first, we heped thet New Englend Criticel Care wouid be able to direct us to @ medical
cempeny thet would be interssted in cresting this new piece of edeptive squipment,
but neither snyonc thet they epproeched nor eny of the professionsl peopie we
contected were Willing to heip.

When time baceme @ fector, we contected siother egency, Lifeline, end they arvenged
for a locel voc-tech schoel to bulid @ cert if we would provide them with the technicel
drewings needed. This is whet we eventuelly did.

This whole ordeel wes very frustrating. Petants burdened with providing their special
needs child w.th the best possible equipment would benefit greetly from some type of
centrel resource center.

finslly, end most importunt to us, is whet would heppen to Leuren if Pettl end | were to
meet with some eccident end perheps die. Idesily, we wcuid eppoint either my sister
or her husbend or Leuren's grendperents as guerdiens, hut we ere not certein thet this
is possible due te the fact thet shw is @ Msssechusett.: Mediceid recipient under the
Ketis Sackett waiver end our femliiles reside out of stete.

The mejor preblem is the disperity ef benefits thet sech stete etteches to Its $SI
Progrem. Would eny Insurance money or trust funds esteblished for Leuren eiter her
Medicsld welver stetus?

1f my sister, who lives in New Hempshire, were to become her guerdien, would they
then be held responsible for Lauren's mecizul expenses? Our worse fesris whether she
be mede s werd of the stete end be reinstitutionelized in order to continue her present
quelity of medical cere?

Whot is needed here is @ definite policy deeling with this issue that would provide
equelizetion of benefits across stete lines; eiso, ciarification of guerdianship responsi-
bliities releted t0 medical expenaes.

We heve worked very herd to creste @ home environment thet would provide | suren
with the moral end spirituel foundetions needed to ellow her to become & mature and

responsible eduit. We feel It is imperative thet she be permitted to continue to grow
within this seme environment.
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STRTEMENT OF MRS. R. J. J.
ON BEHALF OF HER DRUGHTER, EMILY

In October o7 1985, Emily wes sent home to die. She didn't,

Emily developed ectonicelly, ontside the uterus, in the ebdomins! cavity--her placents
etteched ‘o the ebdomine! well. She wes born with muitiple probiems. She suffered
from mecenlum espiretion end wes on ¢ heert-fung mecaine untif she came home from
the haspitel et 14 menths. When she finally did ceme home she hed no head control end
Ro muscle strangth. She wes eimost like @ newborn. The worst pert is thet we had
missed 30 much time with her. We hed 30 much to meke up. | hedn't even gotten to
hold her very much or tuck her (nto bed et night.

The first thing we hed to do wes to teach Emily to hot her heed up. For e while, we
wers making her de e lot of things she didn't went to do. | don't think she itked to see
us come through the door. At the stert of Emily’'s cere, she needed 24-hour nursing
cers. Emily wes on e ventilator, she hes ¢ gestrostomy tube, end ¢ trechevtomy.
Beceuse she ceuldn’'t meke eny noise she wes hooked up to en epnee monitor when

someone wasn't wetching her beceuse she couid suffer from enoxle without anyone
reslizing it.

when Emily first ceme heme, she geined weight so quickiy we sterted 3ighing her
twice @ dag thinking she might be reteining wete~. She knew she Was home ~~ MO more
needies, cold hands ead guick check-ups in tiled roems ful of steely mechinery. Her
elmost uncontroliseble diarrhee get much better very grickiy end she sterted to eccept
lerger quentities of fecd. And when she decided the time wes right, she even took
herseif off the ventileter. She hes leerned te cope very well, very quickly.

When Emily ceme wome her costs dropped from $56,758.52 per month to $12,000. fven
with the drop in costs, she's still e mithlon-doller beby.

in recent months, Emily hes mede even mere progress. She no ionger hes e trach. She
now knows whet frash 3ir end home smell like. Beceuse of the trech she hes never
been ebie to teik or chew, so her Jew is immeturs. Miso, she doesn’t know how to
swellow. EmilY will heve te learn to de these things befors she cen leern to eat.

Emily hes gotten much strenger end bigger. Now, insteed of ¢ few wobbly tries et
steps, she cen meke three er four confident strides. And she's leerning to meke meny

sounds thet she could nut de with ¢ trach. We elways knew that Emily would make it.
You cen tell ebout kids once they get home.

STATEMENT 27 MRS. B OF PASRDENR, MARYLAND
ON BEHRLF OF HER SON, BRANDON

My husbend, Devid, end | live In Pesedene, Mery'end. (l'e ere the parents of three
children--our bedy deughter, Shene, end our 5-1/2 yeer-oid twins, 8rends end Brandon.

hen Brendon end his sister were born in pctober 1981, they were 3 months premature.
" Wewere toid they hed @ 25-50 percent ¢ ence of surviving.
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The first thing we ssked wes cen we hoid them, but the doctor seid no. it was 6 weeks
befdre we wers sver sbie to hoid them. | will never forget the first time | sew them.
Thare wers e lot of mechines, tubes. The nurses hed warned me thet thers would be a
iot of these things, but | seid, sure, sure. | wes still expecting these chubby iittie
babies meybe with e mesk sver their fece, but it wes not iike thet.

Thers were wires everywhere end the bebies wers bruised end they were so tiny. |
cried. | hed te turn ersund, sithough | wes wemed. Nething cen prepars you when you
see yeu swn babdles lying thers like thet.

After sbeut 4 meaths, we were shie to driny Brande home, with some chronic jung
dathage, but Brenden wes ast reedy. Ne weuld have frequent respiratory srrest end he
hed te be resusciteted censtently. Ne weavuid pult his tubes sut end they wevid heve to
keep putting them dack ja, and the frequent traume ceused damege to his eirweys.

Becesuse of the damege, they fait thet Branden weuld heve te heve & temporsry
tracheastamy. Briginslly, they theught there waes just e (et of sweiling from the
treuma. They were geing te put him on seme speciel medication end in sbout 6 weeks,
they thought they weuld be abie te teke the trach tube sut. Thet wes over4 yeers ego.

The docters said there wes 8 lot of weekaess in his trechee end thet it shouid heal, but
sech time thet we ge back, they sey Brendon is not reedy. We ere still hoping that es
iong ss we cen Maintain Ms ainvey and kesp him going, sventusliy he wiil rssch & point
whers he will sutgrew this.

Modern medical techaolegy kept Brandon slive, but medicel end sther support services,
es well es funding mechsalsms, heve not kept pece with the technoiogy. The result hes
bsen an unbelievable series of sbstecles end setbecks to us in sur sfforts to get
Srendon sut of the hespitel environment and into our home and femily lifs.

Once Breadon stebiiized, we knew we wanted to oring him home, but we eiso wented to
bring him hame sefely. We wented to feei thet we wers aot going to doze off In the
middie of the night, sleep threugh his elerm, end find thet he pessed swey in the middis
of the night.

We wented te knsw thet there was somebody ebie end reedy te respond when need be,
end we covld ast do it eiene. We wented to “now thet he wes going 1o gst proper
medicel cers. We weated te know thet he was going to get physicei therspy. We
wantad te knew thet we wers properiy prepered snd thet we wers quelifisd to hendle
en emergency when we were sione and had te do it.

We wented to meke sure we hed eii the equipment end eii the suppiles that Brandon
needed, but Dewid end | did not know If we were prepered. Getting oil the informetion
end ofl the help we needed wes & nightmers.

first of eii, yeu heve get to heve e pedistricien who understends home cere. If the
pedistricien cennot understend thet the needs of the famliy heve to be considered,
then it just will not work. Thetis whet happened to us at the beginning.

Our first pedistricien decided somawhere siong the line, beceuse of ali the obstecles we
sncountersd in getting home heeith cere, thet we couid teke cere of Brandon sione
beceuse we hed been trained to do it. This meent thet either one or both of ys wouid
go without sieep. Thet just did not work.

The thing that wes so strange was thet this perticuler pediatricien wes the exception
end not the rule. Al the other peopie we had met who had respirator-dependent or
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respirstery feliure children hed pedietriciens who were 100 parcent pehind the femily.
They esked the femilies whet they nesded to keep their chiid st home, end then they
wrote the proper lettars te obfain it.

Our pedietricien wouid net de thet, se we got s different pedistrician, Dr. Semuel
Wikiiems. Or. Wililems Is excelient. Without him, Brendon wouid be in en institution
todey, beceuss you have te werk tegether to get these kids home. it is simost jike o
merriege -- Jeuid end me end Or. Wiltliams.

We hed se meny prediems getting the funds to pey for Branden's cere st home. The
fineaciel burdens hewe been extrecrdinery. Devid wes working for the federsi
Government and aitheugh he had high-eption Bius Crass end Bius Shisid, no one wanted
to ectuslly interpret what thet coversge sntailed.

For anampie, we hed o 90-dey home hesith cers provision which eilowed for in-home
hesith cers for 90 deys fellewing o covarage edmission. But no sne wented to sey how
much awsiag cers wes ectusily syallable under thet prevision. There wes e reference
eisewhers in the pelicy te nursing care for 2 heurs per vi *t for 50 wisits.

There wers seme peeple whe ssid thet whet was in thet provisien en nursing cere
eppiied te the heme heelth cors saction ss weil. iWe ceuld net do enything with thet
kind ef cevarsge. Bevwid ectuslly had to change jeds in order te get the Insurance
coversge thet weuld help us to keep Brandon et home.

Thers wers other prodlems slong the wey, too. When we first breught 8rendon home,
we did et heve n relisdie nursing sgency. They sent e nurse without properiy
scresning end briefing her. He did not knew she wes desling with e trech beby end she
was not qualified te handle him.

She ceused him to ge Into repid fire respiretory errests and Brendon hed to be
mediveced back te Jehns Hepkins Nospital. So we were fecing obstecies from eli sides.
We could met find preper nursing cers for Srendon, end in eny cese, sur original
insursnce cempeny was refusing to pey for if.

in desperstion, | went through the teiephone book ceiling every sgency thet iooked like
they might be eble to heip. i just hoped i couid find someons whe could give us the
funding thet we needed.

finelly, we went to the madie te iy te get some support, but thers is e reei probiem
out there with isck of any kind of coordineted support. We heve got to get the powers
the: be together to decide thet it is betier to heve e chiid et homae; thet it is more cost-
sffective to heve the chiid et homs then it it to keep the child in the hospitei.

There is @ need for egencies thet cen heip, thet cen tell psrents where to go to get
equipment. They cen help by setting up Interviews with nursing egencies so thet the
parents cen find @ nursing service thet cen meet their chiid’s specific needs.

There is @ need for rasources for perents to find out where they cen teke their chiid for
deveiopmentei essessment end intervention, if need be. There is @ need for @ service to
direct perents to good pedietriciens who ere orfented towerd homne ceres.

i think the enisting reimbursement mechenisms, public end privete, siso need to be
better oriented towerd the concept of home cers. Our chiid beionged et home and s lot

of otners who ers currently in Institutions belong at home. Our experience showed that
It was much more cost effective to cere for srandon at home.
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Yet, insursnce compenies thet wilt pey thousends snd thousends of dollers for care in @
hospital, will not pey @ frectien of thet emount for nursing end other support services
in the home. it just does not meke good sense, end | eM sure you do not think so
sither. But thet is the wey e jot of peyors operete, end perents heue @ herd time
desling with these unnecessery barriers thet ere put up eiong the wey.

“At bottom, thers is & let of infermeation thet persats need te fece situetions ilke these.
You do net know you ers going to heue @ chiid iike this untii the child is here, and then
it isiike gou ere stuck in the middie of the oceen end do not know how to swim. There
needs te be semebody eut thers with o Hfe preserver to kind of give us @ hend.

Seceuse of elf of the probeims we feced, Devid end | heve often been esked why we
ever mede the decision to bring Brandon home. | think the number one reeson is
beceuse he Is eur son, end e second reeson is thet nowhers eise could Brendon heue
helf the chence thet he has being et home.

institutions try herd, but they cennot cere for @ chiid the wey the perents csn. Now
thet Brenden is heme, he hes people he cen ieern to trust efter being in the hospital for
& yoor. Ke resily did not have thet thers. He did not know thet when he wes hurting,
somebody was §eing te come er thet when he wes hungry, somebody wes going to feed
him.

Srendon end the ather childrea like him wers being cersd for end loued on e schedule.
They did net get the kind ef jove end effection thet they can get et home. Whiie
Srandon wes in the hespital, he did not deveiop tha wey he sheuld heue emotionaily or
mentelly. We wented Srendon to heve the best possidbie chence et iseding the most
normei life pessible uader the circumstences, end the oniy wey we couid giue him thet
chence wes to bring him home.

Now thet he is et home, Brandon hes mede greet imprcuements elong the way,
eithough he is stili somewhet deieyed. But when we think sbout whet he would heue
bean iike if he had to stey in the hospitel, there is just no wey we cen re~ily make eny
kind of comperison beceuse thers Is no comperison. Home s wuere he should be
beceuse thet is the best piece for him.

Regardiess of whet heppens in the futurs, we'ue hed fiue wonderful, difficult years--
they'ue been grest yeers. He's heppy end enjoying iife end that makes us heppy .

STATEMENT OF JOE MILLER
OF LOS ANGELES, CALIFOANIA

ie were st my friend's house end we hed taken off up the street or. our bicvcies. |
wes going up the drivewey end MY wheet got stuck on the curd. It wouldn't { , up the
sidewalk. The front tire ceme o/{f, clipped ouer, and ksboom. | was hunched ouer in like
e racing stence when the tire came off | just fiipped right ouer and no chance to do
enything ebout It. | just snepped the neck.

fAfter ¢ few weeks in @ hospital, | ceught the doctor finslly, and -- said—- whst's the
diegnosis? Am | euer going to weik egsin?

He sold enything Is possible, but that the odds are sgainst your euer walking again.
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i spent 7 months in the hospitei and was bored out of my mind. There wasn't much to
do, and | wasn't that big of a soep opers or TU buff. And that's about all there is on TV,
and reading was out of tha question, so i said, ook ! .vant to go hom>.

it was rough for e while, but things are aim1st normal now. i get up in the morning and
get ready fer scheol. And then my friends come over and pick ma up ond take me to
school. | ge to my classes, coms home for lunch, go back to school and finish up the
48y and Loms homae.

The biggast preblam is thet since | don't have nursing, my mom has to take care of me.
She's not sbis to work anymore. We have trouble paying the rent and the other blits
the rast of the worid has to pay.

We filad with Soclel Security, and the homemaker chore program they have here in
Calitornia to gat haip, and it's vary difficult. vYou're not allowed to own anything,
number sna, baceuse If you own anything that's of any value it affects whet your
Incoma is going to ba.

Then the homamakar chore, they will pey $3.69 an hour aad figure | need 4.5 hours-of
cars & day. One of the probiams is that the care i nesd veries from dey to dey. | have
probiems where my clothing naads to be chenged mors than once e day, then thet
requiras transferring in and out of bad, bathing, changing, back into the chair. If my
friends ars net wail and thay can't meke it up hars, than someons has to take me to
school and bring me back.

The sacor:d preblem Is thet I's Impossible to hire enyone for $3.69 an hour. fldes even
maka $7 an hour. Ne ons wiil work for thet. $o wa're put In @ position of going to
walfere.

! waes stiowad Sociel Sacurity ($51), but becauss my older sistar works, they consider
har income as part of tiie househald. Tharsfors, | am sllowed $38 & month Social
Security. | don't know how they come up with thesa figures.

! haus & friend who hes e similar problem. He triad to commit suicide when he lost his
nursing. Kis mothar work: and he feit he couldn't get by totally on tis own. He felt
apperantly thct iife wasn ¢ worth going on.

They maka it uary difficult on us. Thay're telling us thet we can't Justify our needs. It's
crazy bacsuse s waek's cost of keeping me institutionalized is much more than the
costs of caring for me at homa.

The hospitel bilis are coming in at $18,000 @ month, and thet's not everything because
they itamiza things. Madicai supplies and averything, run about $500 to $1 ,000 & month
for my care st homa.

The mejority of my ditis wa're stili receiving so for have baen paid by my father's
insurance and my mothar's insurance. Between the two of them, they're pretty much
couering it now. But since my mom cen no longer work, her coverage is ending. My
fathar's insursace will continua for & year.

After that, ! Jon’t know. !t's an unknown question. | do know the bills are ver_, very
horrendous. That wili be there the rest of my fife.

24

173




Q

ERIC

Aruitoxt provided by Eic:

169

STRTEMENT OF MRS. B OF WASHINGTON, 0.C.
ON BEHALF OF HER SON, ROBERT

Our son, Robert, wha is 4-1/2 yeers oid, hes spent the mejority of his life in three
hospitel intensive cere units. The mors recent stay hes besr et Children's HosDital
Netionai Madicel in Washington, DC.

Robart suffers frem & reve, severs form of musculer dystrophy. in August of 1983, our
son wes admitted te the intensive cers unit of Portsmouth Nevel Regionai Mediceoi
Center in Partsmouth, UA. Our sen waes suffering from severs pneumonis snd needed to
ba placed on & ventilator te save his life.

fftar ssvers! wasks at this hospite’, it bacame spparent that in order to better care for
fRobart's acute naeds, he naadad to be trensferred to Chiidran's Hospitel of the King's
Dsughtars a Norfelk, Ufi. After $ months st this hospitsl, it wes obulous that due to his
muscle dissase, our son would nsad the assistance of 8 ventilator probabiy for the
rsmaindsr of his iife.

in Octobar, 1983, we spproachad the steff of Chiidren's Hospital of the King's Daughters
on the fessibility of intensive cers at home for our son. Considering et this point
Robart had sirsedy besn stebilized, there wes nothing we wented more then to heve
our son at home.

The staff st King's Deughters informaed us st this time thet naither their hospital nor the
State of Uirginia had the nacassery resourcas to propariy cere for fobart's scuts nesds
on & long-term basis. Thay eiso did not have sxparience or staffing avaliebie for
intansive home care.

it that timae, Robert's pedistric intensivist started inquiring of hospitais on the east
coest thet would heve home cers progrems sirsedy sstablished. We waeited for e
response from sach hospitsl whether or hot they wouid sccept us. We were turned
swey from Philedeiphis Children's Hospital and Sathesde Navei Rospitsl. Our oniy hope
wes Children's Hospits) Nationei Medicat Canter here in Washingtoi, OC

iz Novembar 1983, we were scheduied for an in-depth interview with the home care
staff. After the interview, we had to welit for the decision to be made whether or not
we wouid be sccepted. in Rpril 1984, 6 months letar, Children's Hospitel had en opening
end we were then sccepted.

My husband, Michael, is @ first-class sngineman, £-6, In the U.S. Navy. The Navy
greciously grented us @ humenitarian trensfer to Washington, bC. Rt the time of our
transfer, CHAMPUS had agreed to endorse Robert's home care and to pay for his medicol
needs.

After transferring to the Weshington sres, we learned that they would only cover a
small percentsge of Robert's home cere costs. CHAMPUS will pay & maximum of $1,000
a month. This amount would not even cover the rentel cost of Rotert's equipment,
much less needed supplies and nursing care. He remeined ot Children’s ..ospital annther
9 months, e totst of 18 months of hospitelization in ait.

The medical steff there wouid not discharge Roberi iuithout skilled nursing. The $1,000

maximum would not slfow for this. Due to Robert's muscle disease, his life expectancy
is betlieved 0 be shortened. Our greatest wish hes elways been to have him home with
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us, his femily, where e ceuld receive the love he needs. Our son's (ife shauld be one of
quality.

CHAMPUS wiil pay for Robart te stey in the intensive cers unit, but will not provide
edaguete fun's fer home cers. This mekes ne senss, sspacistiy censiderir.g home cere
hes many sdvaniages, including cest sffectivenass.

Currant decumantstion indicetes the cost of homs cere is spprosimetsly one-third of
the cost af hospits! intensive cers fer scute, chronicsity iil, technoiogy-dependent
chifdran such os Rabert. ia sach cass, there haus basn substentlsl cost savings to the
Stets Madicaid pragrams, privets insurence compenies, end individusl taxpeyers.

Tha follawing is sn sppreximetion of Robert's costs. Mis hospitel casts per dey is $1,200;
per yeer, It Is $438,008, plus physicien's costs.

For homs cers cests, his aursing cere fer s gear will cost $54,496. Thet is 16 hours per
dey. His supplies cost $12,U00 snd his doctors $1,000, which makes s totsl of $67,496.

Every child thet hes @ life-thrastaning hendicep is diffsrant in meny weys. No ons child
is sliks. Yeu connot treet cencer the wey You would trest pneumonts. Ths needs mey
be different, but thay il have sne thing in common. They need te be homs.

STATEMENT SF MRS, R OF CRICRGO, ILLINOIS
SN BENRLF OF NER SON, PETER

Peter is the victim of & terrible motorcycis sccidsnt which occorred on Seplamber 26,
1987, whiis he wes sttending Tuisne University in Nsw Orfesns. At the time, Peter wes
19 years oid; he's 24 new snd will be 25 in June.

The night of his sccident, Pater wes taken te @ hospitel in New Ortesn  After three snd
heif wesks, he was transferred to Siltiags Nospitel ot the University of Chicsgo. At that
time, Pote.' wes in 8 semi-comstess stete. While ot Siltings, he beceme fully conscious;
howsver, he had lost sil spesch end metor skilis dus to his sevsers closed hesd injury.
In Becember of 1981, Peter was sgein trensfarred, this tims to Narthwaestern Memorisi
Hospital.

Originsily, these hospitsiizetions ware paid for by e $600,000 mejor madice! insurence
policy for Peter. By November cf 1983, the hospits! biils had totelly depieted this
policy. Of course, st thet paint, Peter was uninsurabls. He hed not been dissbled for
two and ons heif ysers snd wes therafers not entitied to Medicars.

fortunsteiy, he hed turned 21 in Juns of 1983, so hs wes entitled to M. ! aid, which
heiped soms. Howevsr, the smell smount of monsy recsived did not end doss not pay
for the specisi shoss Peter must have, the dursbis madicai equipment, or ths special
trensportetion needed. 8y 1983, | had to remortgege my house, which had been paid
for since 1982, in order to cover these cests. | sm in the process of hsving to teke out
& sscond mortgsge to cover mors medice! costs.

in August, 1983, Peter had surgery for s frontal shunt. in November, 1983, he head the
ectopic bone in his hip remousd. His ieg hed turned inwsrd, so surgery was done to
straighten the leg. e siso had surgery on his srm, which proved unsuccessful because
it necessiteted therspy using gravity ceused by stending. Becsuse of his surgery end
the ceston his ieg, Peter couldn't stand.
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This hospitali_atian isstad twalus waasks. WIithin three days af haspital discharge,
Pater had puimenary arrast. He was rushad to tha ncerast hespital, where he stayed
far twa days. Fiftean haurs aftar discharge, ha had puimonary arrast again. Becsuse of
the inadaquacy af cars at the naarby haspital, my daughter and | pur Peter In our uan
with LU. battias and drove him ta Nerthwastern Mamoris! Kaespital, which is
approximataly 45 minutes fram aur hauss. This wes Christmas Eva, 1983. Peter
remginad thars watit April, 1984. Ka left the haspital with decubiti the size of fists at
ali prassure pelnts and with & drainags In his hip. He was still ynable to speak;
howaver, physica! (herepy hed bagun,

Thanks te a friend, we discovarad Monas Homa Nssith Cars, which has given Peter the
capabliity te find a placa in this life. Mansas Koma Haalth Cara gave ys nurses to clear
Pater's skin, which thay did succassfully; a physicel therspist who brought him from a
state of tatai dapendanca 10 usa of & whaeichair and a quad cane; 8 speach therapist
who has made It pacsibia for Patar {0 use s paistal lift; a communication expert to
anabie himn to usa a camymunicatian board; and an occupaticaal tharapist to teach Peter
to cops, with minimal assistance, with afi of his dedly liuing actiuitias. R haue worked
successfully with Peter.

Uhen ! learned af Petar’s accidant, § was toid he was dead. To see the progress he has
mada is to witnass a trus mirszia. And Peter continues to improve through the
dadication and effforts of his tharaspists.

He was given a Madicara card in April of §984. Thers is no mors money for
trensportation. ia haa purchasad & spacisily aquippad usn for Peter, but we had to
sall it for tha monay. Peter now mus! rely on a Medicer to meet his doctor
sppointmants. Wa have had to pay for his $190 shoas. llle haue had to pay for his
$3,500 communication system beca:z2a his words are still unintelligible. We haue had to
pay for his bathroom equipmant, showar chairs and toliet seats. s haue had to pay
for his canas and for maintenance on his whesichalr, which is frequent, gluen the
amount of usage. We are iooking forward to haulng the surgery on his srm performed
again in the naar futurs.

STATEMENT OF STEPHEN B.
OF BETHESDR, MRAYLAND

| heve Ouchenne’s muscular dystrophy, which Is e progressiue disease that your muscle
deterlorates and you slowly get weaker. | was diagnosed 18 years sgo when | was
four.

We haue on MO, Group Heslth Rssoclation, which pays for our nursing care 24 hours »
day. Italso covers most of my hospital expenses when i haue to be there.

I try to stey out of the hospltal. The nurses st home know me. They're iriends.
In the hospltal it's different. You don't really feel that way. You don't feel much like
yourself. it's & very sterlle enuironment in the hospital, snd very tiring to stay there.

I'm more susceptible tc getting colds and uisuses in the hospital and | get bored uery
quickly.
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At homse | can elther cail friends or draw or read. | can go outsica, take a walk around
the dlock sometimes. And then my friends usueally stop by. Either one or two of them
stop by ususliy. i use the telsphone a lot. | go ses a movie and sometimes even go to
the besch.

i put the ventitetor on the beck of my whesichair, which hes s bettery that cen last up
to three hours. fnd ! use @ portsdblis compressor, @ smail unit thet sits on top of the
ventilstor, which glves me ol the cemprassed sir snd away we go.

Wse have o cor now. thet hes sir conditioning. R special seet for me snd & driver. There's
ususliy & nurss In the back sest, and @ friend who has & truck takes my wheelchair.

Soms pecpis sey it is not worth living, deing on s ventiistor; but, it really makes a dig
differsnce. When ! hed to hsve the trach put in, we asked the doctor whast to do.

He sald i | wers his son, he would teke me home {0 dis. { thought sbout it end it wes
no essy decision. But eside from wenting to tlve, | just thought i hed to be there for
my femily snd friends.

in addition to the HMO, when ! wes 18, | sterted getting some help from Medicald. They
pey for my medicine. They 8iso heve & persons! cars progrem we thought might help.

{ need help dressing end going to the bethroom. ! hsve to be turned snd weshed snd
thought they wouid psy to havs sams one coms into the houss to haip with these
things. But the meximlum they pey Is $10 o dey. Whether You got someons for two
hours o1 four hours, $10 is the most they will pay. I'm not sure how well It works for
other psopis, but in this arss they mey heve the progrem, but they don't have snyone
to go with it. .

You heve to find sometody who couid provide thst care and then have them approved
before we could get Mediceid involued with it. An s0 it never really worked for us.

STATEMENT OF MRS. N OF TUCSON, ARIZONA
ON BEHALF OF HER DAUGHTER KIM

in 1978, Kim wes dlegnosed with scuts iymphocytic jsukemls that wes In remission.
We moved 10 Tucson the same yeer and sverything went fine -~ this Is 8 major cancer
treatment center of the country. And then in 1982, Kim developed some speech
prodbiems ond we took her into the hospitel. They weren't sure what it wes.

By Octoder 1982, she wes admitted into the hospitet and had some bieeding In the draln
which hed created prassure cn soms of the major cranial nerves -- she was unsble to
swaliow, she had to be put on e ventlistor, and they found a growth inside the brain
which was 30 fest growing that the doctors told us that it didn't look like she was going
to survive more then @ couple of months.

At that point, the doclors decided tey “~ew becsuse of the location of the problem on
the drein stem, that there realiy wasn’t enything they could do in the way of treatment
for Kim. It wes devastaling; s real shock. All they could do was provide supportive
care. When they gave us the news that she had very iittie time to live, it was Just our
gut feeling we wanted her home, | felt like we only had one chence, and | didn’'t want
to do It wrong. We d'dn‘t know the hosnital had never done that defore. We told them
we wanted to, and they worked on i1, and they helped us,
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The day before Thanksgiving in 1982, KIm came home. We've got & Golden Retrlever
thet's very rambsnctious and kind of jumped up and gave her o slurp -- and thet 1'ss
her welcome home! Once she got home, the changzs were very quick.

At first she wes unebie te even be rolied up on en Inctine for e short period of time
without getting tired end In pain. Ky Christmes time, she wes sble 0 sit up in the
whesicheir. Wae took her In for e follow-up visit. They found e seconc tumor and that
the 1.7st one hed ectueily gotten smatier In size. She wes obviously doing much better.
e wentad to ge to Disneyiand es o kind of e lest femily thing -- and we did.

She wes still in @ wheelchair, stili on » respiretor, end so we had to take af’ the
equipment she wes on on the roed. We aiso took her nurse with us. It was fun. Xids
get en Spsce Mountein and -- you know-- they eli scresm. KIim hed her trach, and sn
she just put her finger over the hole to scraam Iike gif the rest. It was greot.

She wes In the first grade then. The first week she went beck to school, we just went
over to pisit, tc let aer ciassmetes get used to seeing her with her wheelchair and her
equpmant thet she needsd with her. Kim had en exceptionally good first grede teacher.
it wes @ good axparience for the other children, too.

Kim wes beck In schaol full time by second grade. She's progressed quite well and
seems to dbe keeping up pratty well with the kids. ler hendwriting Is e littie stow, so
she nesds entra time te do some of her Aomework.

Yoday, Kim Is In the fIfth grade. She rece;ves speech end physicsi therapy three times a
week after school, £t home. Heving the therapists work with her et home leaves her
more time to piay with her friends, end this wey, it doesn't interrupt her normal life.”

STATEMENT OF MRS. N OF CLEUELANO, CMIO
ON BEHALF OF HER DRUGHTER, JESS!CA

Jessice entered this world four months eheed of schedule ot twenty-four weeks
gnstation; she wes e ting hendful, welghing less than e pound snd e haif. Born 30 esriy,
Ju _ice wes not eblie to eet or breethe on her own end required high-technologlcsl
medicel intervention to seve her iife.

The term "madiceliy fragiie child® projects such e sad plcture ¢ 8 tiny frail taby thet
I'm sure twe have all guestioned the edvances of medicsl technoiagy and Intervention In
the queiity of iife.

But, Jessice shows to those around her the mesning In each and every moment of her
fife. She isnow thriving and with great cere going begond survivel.

When we first brought Jess home, It wes with the thaught that we could oniy make her
possible deeath et home .nore comfortedbie end that we would strive to make each
preclous day in her life @ hepaler once ot home with her family.

in spitc of her probiems, she continues to fight for her life; she enjoys each any every
echievement end speciel mament.

Jcssice, now three yeers oid, has chronlc obstructive lung disease and
bronchopulmonery dysplasie, In eddition to physicel and developmentsl de} ys. She has
e tracheotomy end receives oxygen and numerous medicetions with round-the-ciock
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monlitoring end therspy treat: :nts for her lungs. Twenty-four-hour-s-dey nursing
care s slso required.

While Juss has lived, other uery speclal friends houe dled becouse the chlldren and thelr
famlllios were not gluen support. We know them end thelr struggle, and with thelr loue
still lingering In our hearts, fight to go on In thelr behalf as well as outs.

Prior to Jess's discherge from the hospltsl, | checked with my compeny's personnel
Cepariment to fiz¢ ou« what banefits were suallable to bring her home. 1 work for
AmeriTrust compeny, s bank that Is progressius and a forerunner In expanding
employes helsth cere benefit programs.

For the first two months, we used e nursing agency to provide round-the-clock nursing
cere. The cost of thass sgency nurses was sometimes $29.00 per hour. At that rete,
Jessica’s care wes totaling spproximotely one-half to two-thirds the cost ot =7 care In
the hospltel. In order to stretch what health care dollurs Jess had left, Sandl and |
decided to hire nurses directly. Ameri-Trust's chlld care referral department helped
submit newspeper ¢ .s for nurses.

It was coincldental that many of the nurses who responced to my ad had been
employed at the hospitel whera Jessice hed sper * 30 many months of her life. A few of
these nurses had even cared for her while she » 1 the neonatal Intenslue care unit.

My compsany sllowed me to “ssve® my metern’ ve for Jessica's discha ge from tha
hospital so that | could spe- ° <ime with her on.  ..e came homs.

dJessice's lifetime raejor medical expense was quickly reaching the maximum. We knew
that If funds were not found for her home care, the only altnmatiue would be & hosplital
or institution.

| started 8 letter-writing ¢~ ~hone cell campalgn to conulnce gouernment agencles
that Jessice's home care we . s than hsif the cost of Institutionsl cere. We did a
cost-benefit anelysis thot u'e sunmitted along with pictures of Jess, statements from
her doctor, end my personsl sppest to continue Jessice's care st home with her famlly.
This Informotion wes submitted to President Aonald Resgan, the Health Care financing
Administretion, the Ohlo Depertment of Health and Human Seruices, end local
congresspeopls snd senstors. This was followed up by constent “remindar® phone cslls.
Some days ouer twenty cells were made, with no-one gl g eny hope for my plea.

fAfter simost six months, wae finelly found someone willing to glue hope to our sctions.
Her neme Is Lorette Kellipolites, coordinator of Ohlo's Mode! 50 Wealuer program.
Lore?ts wer Instrumentol In getting stete approual, while the whesls of gouernment
wers slowly r.ouing to finally get federal monlies. | have recently been assured that
Jess's heeith cers needs will be met by metchiny dollars from the siste and federat
Mediceld funde.

When Jess come home, she couldn't euen hold her head up or roll from side to side.
There wes no woy for her to communicate har wants and needs, and becsuse of the
trach tube, she could not spesk. There was one small thing | always wanted for myself,
and that wes for Jess to say, "Mommy, | foue®. I feit that wauld help me go on. Now
she lalis me, her daddy, end her many nurses thet ard so much more with sign language
ond Is leerning her siphauet and numbers. She can form simple sentences and has
lesrnad the motions to her fauorite songs. She cen sit Independently and considers
herself °a big giri*. She I3 becoming potty trained ond hes recently taken her first
steps with e little heip. Her health Is improving end she will be in & preschool program
this year for speclal children like her. In her nesr future Is possible reconstructive
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surgery to sebulid her weskened trachea. This would silow Jess to speak with her
uolce.

Jessica has made amazing progress far beyond anyone's expectations. Todoy we are
enjoying our heppy, thriuing, little giri and haue had so meany preulous deys benind uys
that cannot be teken swsy. As e famlily, we look to the future with Jess.ca as o
weicoms joy as she shows to us the ualue of etch day shared as a family.

STATEMENT OF MRS. 5. OF SEUEANR PARK MRARVLAND
ON BEHALF OF HER DAUGHTER, ERIN

When Erin was dorn, on the 21st of November In 1979, she was born crying, snd she
didn't stop crying for hours. And | remember uery ululdly asking, why is she not happy?
She started to wheszas In the beginning Just Intermittently, maybe fiue or ten minutes a
day. And her color wasn't quite right.

At age four weeks, she was doing It more frequently, but she would be fine when we
got to tha physician's office, so no one actuslly sew her when she w:ss In trouble. We
ulsited at lsast thres physiclons s week from when Erin was four weeks old to nine
weeks old, going from clinic to :linic, hospital to hospital, asking different ghysicians I
they would help us pinpoint whet Erin's problam was. It took us untll she was nine
weaks ald to find & physiclen who didn°t Just say, “Gee, she's too tiny. She's toos
fragiis. We can't help you," or *Gee, she's elright, she shouldn't be here.

This physicisn cetermined that she had a fioppy laryni which mesns that the air coming
through the traches gets kind of trapped, a1, sc It can ceuse wheezlirg. It can cause
minimel respiratory distrass. But the feeling was that she shouid be fine, that she was
tiny, and thet hopefully within 8 mr tter of weeks, months at most, It should resolue
Itseif with har stirwey sirengthering up.

We saw the phjsiclen euery week from that period yntll Erin wes about 4 weeks old
snd it did not appear to be resoluing. In fact, it was perhaps getting e little worse. So
the doctor recommended that we go as on In-patient and do 8 bronchoscopy ard a
laryngoscopy. After the proceZure, the physiclans came out and sald thet they really
feit encoursged that har sinways tooked very normel. They sald we should ‘valt sbout
siu hours in ths recovery room to make certsin there are no probdler. s with the
anesthesls, end then we can go hame.

Well, there appesred to bs some problems. Within 12 hours after she had the
procedure, she waes In Intenslue care. Within 18 hours, she had to be intubated and
within 24 hours she was on a uentilator.

The onty reel ressoning they could come up with was, that hecouse of the unigueness of
her sirways, the procedure xind of tipped what we would haue been dealing wlith
weeks down the road. She has trachea! bronchial malaise, which means thst the
cartilisge in her traches and In her bronchus Is not completely deueloped and formed.
1t giues way to coilapse.

On the fourth day followins the initial procedure, she had an emergency tracheostomy
performned, snd euen with racheostomy tube, there was still something wrong.

She wes In the hospital about & month. and they felt that they had stabillzed her

condition. We had an artificlal airway for her and as long as we kept It open and clean
we should not experience any acute onset of any kind. Hopefully, within & meiter of 6
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to 12 months, we could lonk at deconnulation, and that she should be fine. Beczuse
thet wes the history of this kind of disease, as far as they could teil from the medical
books.

Unfortunetely, her conditlon cantinued to deteriorate. We were home for about 10 days
when she obtained a very bad in7ection. She had to be placed back In the hospltel.

It was another emergency transport Into th:; emergency room and then into PICU
(Pediatric Intensivs Cere Unit), They Caclded to do another bronchoscopy, because they
felt that there ned (o be something eise there besides just week sirways, but she was
too sick at thet point to do It.

We cane home for & few days, having enother admission at .Jy scheduled. They did
another brochoscopy, end they found enother larger ares of collapsed trachesa. They
did en endicgram to see If there was something acutually holding the traches closed. it
did not give eny enswers. They didn't know. !t wa: obulaus that whetever we were
denling with was progressing.

Erin has been home for about 5 years, now. We used to have to ventilete hcr manually;
ail night iong to keep her sirways open because they seid that there was not a
ventilotor that could be edapted for home use. Howw couid we adapt what was
traditionally only in the hospitai? We hed to do that by hend. One o7 those nights, we
weren't es successful es we hed heen previously. That wes the risk we took to have
her home 8nd we knew it.

That perticuler night, she was ebout 2-1/2 years old. 1t was bovt 3:00 e.m., and we hed
been enperiencing e severe rainstorm. The power went out. lWe heve 8ll the backup
equipment that everyone thinks you might need, except we don't have e generator.

Well, Erin totally coliepsed. e lost her heartrate. We were using all these wonderful
fiashlights end spotiights totally dluminating her room, when the power went out. We
irad noliing. And she went into cerdiac arrest aiso. e had to pick ner up from bed,
put her un top of the cerdiac board which we .asve underneeth her bed. We sterted
doing chest compressions. le had e candie In the room with ail the oxkygen which Is
dangerous, but It was totelly derk. We couldn't see.

We kind of reheersed this before, hecause we tried to make certeln that Is anything
happened, we'd already esked eil the°what if* questions. My hushand was calling the
paramedics. My oidest son wes driving the car undernesth the window. We had put 2
long extension cord together to try to be able to hove power in case something Jike
(hat happened. IWe couldn't open her alrway. That was the longest t0 minutes of m*
life.

Finally, she woke up and she opened her eyes and she started screaming. So st least
we knew she was getting some kind of onygen, hut she srrested ageln. And we went
through the same thing again for another 8 or 9 minutes. if something could go wrong,
It went wrong. The Irony of the whole thing Is that as soon as the paramedics got
there, the lights came on, she wol . up --ail at one time.

Nowadays, we have 14 hours of skilled narsing care at home. This way, we haue our
nights covered and our days couered, when I'm working or doing something eise that
takes me sway from Erin. She's 5-1/2 years old now. She's on the ventilator all night.
She goes to school every day half s day, Monday through Friday Elther | or a nurse
goes with her. Erln arrives back home at approximately 11:30 a.m. At tha* time, she
will be placed back on the ventilator, sn that we can pop hor lungs back open and giue
them the ability to stay open. And the rest of the day pretty much varies. She might
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fo to he {ibrary. She might hevs @ little friend In. She might go over to s littie friend's
house. On Fridey she goes to ballet. Right now she is preparing for e recital.

The cost In terms of time and doliars is Incredible. Erin has used up close to $2 million in
her lifetime. We hsve gone through three Insurance pollcies. But the outcome is
something close to & normal lire for Erin.

To me, this Is an accompiishment. She goes to the same school that her three brather:

have gone to. They've all had the seme kidnergarten teucher. And she is sble to do
something that every iittie giri traditionelly does, and that's go to dance class.
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U. THE NEED FOR PEDIATRIC HOME CRRE:
AN ERPOSITION OF ISSUES

In the process of prepering this report, dozeas of In-depth Interviews were conducted
by Laring institute staff with those who proulde care to technology dependent
children. Family membars, physicians, nurses, therapists, soclal workers, and others
inuolued with the day-to~dey tare of these fraglle infants were asked for thelr uiews.

The Interviews were conducted In 10 states - Arizons, Californie, Connecticut, the
Oistrict of Columblis, 13linols, Merylend, Michigan, New York, Pennsyluanle, and Uirginia.
These 10 statas sccount for roughiy half of ali the nation's expenditures on health care.
They sccount for sbout 50 percant of both the Medicere and Medicald programs.

Our anelysis of these intervlews sre excerpted here. The authory of this report were
smezed 8t the similarity of the responses. There w ;s a high degree of consensus
smong those Wwho were Interviewed on simost euery issue.

This consensus Is refiected In the comments and conciusions that follow.

A. MOST COMMON BIQGNOSES OF CHAONICALLY 11l CHILDREN
VRO ARE CANDIDATES FOA HuME CARE

According to the medicel experts Interviewed, the longest single category «f chronically
ill chlidren results from premsture births and low birth welghts. Some of those
Interviewed indicated this factor could be reasponsible for as much 8s two thirds of the
total. Others wers mere conserve.. 2, but aimost all agreed premoature birth wes o
contributing factor in et least 50 percent of all cases. The mejority of the remzinder
are bebles Who were carried full term anC yet deuelolped congenital anomalies, such as
ssthma, cystic fibrosis, immune deficlencles, and the like, and accldent uictims.

A good numbe, of the chlldren haue feeding problems, problems with thelr cerdio-
uescular system, juueniie diabetes or neurological diseases suzh ss muscular dystro-
phy.

The challenge for .nedicel sclznce and caregluers Is that chronlically ili chlldren sre likely
to suffer no% only from one of the sboue, but more likely they wlll face three, four or
flue majo’ »rahiems. As Jr. Willlam Purdy noted, they are twice or three times os
complex ‘o manage ¢ sTe norma! chiidren and they require s good deal more time and
attention.

One of the most rapidly growing classes of chronically Il childrcn are thos . with /108,
According to the Center for Olsesse Tontrol, there were only ebout 400 confirmed cases
of pedistric A1DS In the United States as of January 1987, and sbout 60 perces:® of these
children haue died. The care of RIS potlents Is & mojor challenge to the health care
system, euen more so when {t Inuolues chlldren. Since such o high percentcge of these
children die, the case of pediutric hosplce care becomes stronger with each pessing
day.
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B. ADUANCES IN TECHNSLOGY CRERTES THF PAQBLEM
RAMB RLSD NELPS SEFINE TME SOLUTION

The devsiopment of medera technology hes helped ssve the lives of thousands of
infonts whe previsusly weuld heve disd. Just twenty yesrs sgo, Infents born premo-
turs with birth weights st thres pounds or below wers nct gluen much of 8 chance.
Todsy Infents with birth weights es low ss 2 pounds wre given s better than even
chence te survive.

This iife ssving technolegy, which is comperstively new to the hospitsl, has n recent
yoeers besh meads smeiler and mere parteble snd converted to bettery operation.

It wes the conssnsus of those interviewsd thet simiier sdvences in technciogy wili
continus te occur into the fersesable future, meking It possible for stilf other thousands
of youngsters te survive.

e besic prablem with respect to chronicelly iil infents is thet the policy has no? kept
up with the chengss in technelogy.

According te Or. Robert Kettrick, the resl chellenge is not just to ssve snd extend the
lives of thess goungsters, it Is to extand good quelity tife. He suld the technology turns
out to be the sesy part. “The difficult part is developing socinl systems to sllow tiese
children ts have s geed quality of jife given thet they ere sttsched te the technology.”

The physicisns interviswsd sgresd the® technology snd the provision of medical care to
the chronicelly diseblad infent popuistion wes e good investment in the future of the
#stion. They noted thet meny times such Infents outgrow thelir dependency on the
technology end lesd perfacty normel fives. They note thet so~iety hes no cheice but to
care for snd sssist such youngsters, perticuleriy since It is Impossible te tell which of
them wili grow into » futurs scientist or lesder of the nation.

C. THE PRIMRRY EMOTION OF PARENTS IWITH A DISRBLED CHILD:
FERR AND FRUSTRATION

From the moment e chlid is bom with e dissbliity, the lives of the perenis are changed
forever. There wss & consensus smong thosse Iintervlewed thet the primary emotions
during the hospltal stay were feer and .rustretion.

Mrs. 8rends Buckholtz puts It this wey:

“l wes * “rrified. | wes expecting big heslthy bouncing abies, not minisiure size.
find whet { sew wes & shock. | mesn there were mechines going off everywiere
end they were so tiny, and thelr skins were transparent se that you couls see
thelr veins.

°l wes terrified. They hed wires everywhere and they were bruised... | couidn't
stay. | cried. They had expleined to me what | was going to see, but nothing can
prepere you when you see your own bables luing there like thet.*
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Some parents continue to llue In fear euen after the child Is sent home and is receuving
home care services.

fAsked I he was afrald, Mr. Donald Osks responded:

"Yash, | was 8t first. Like the first time we chenged the trach ourseiues here at
home. it was sceiy”.

Mrs. Michelle Barclirt seid, “| was thrilled to death 10 know that he was cominy home
end ot the seme time terrifiad beceise | knew there were going to be 8 tot of things
that had to be done and | am not a nurse.”

Mrs. S8ndy Reckeweg sald:

*l was afreid | wasn't going to be sble to handie It. The first time Jeff ceme
home, | was his only carataker. My husband was gone for seven months, doing
work out of tewn during the week. So | was Jeffrey's only careteker plus | wes
cering far his ol'er brather.®

Mrs. Angie Bachschmidt answered slong the s=me Iines adding, “There was no one !
could turn to to help ma..it wes swrul.”

Mrs. Margeret Maturs agread by seying she was “terrifiad.” When asked why, she ssid:
‘lWell, there ware a iot of responsibilities and we had to learn how to teke care of him.
He wes on quite a bit of aquipment, and bo was on it 24 hours around the c'ock..s0
there were 8 iot of things that we %od to learn.”

D. CRITERIR TO BE USED TO DETERMINE IDHEN B CMRONICALLY
1Lt Chitd CAN BE DISCHARGED INTO HOME CARE

There was agreement smong the medical and nursing professionels Interviewed as o
the criteris which should be used to determine when a chranically ill hosplteatized chitd
waes ready for home care.

They emphasized fiue essential eiements:

1. A child must be medically stable. One doctor put It this way, °If a child Is
nediceily stable. then you can moue just sbout enyone of them home.*

2. The transfer of the child to the home care setting must offer the child en
improved quefity of life. it should afford the child an opportunity for growth end
development which Is not possible in the hospitai--en opportunity to lead as
normel a life es possible under the circumstances.

3. The trensfer of the chlid to the home care setting must be an acceptable risk. It
must be safe. Whatever risks there are must be small enougn to be offset by the
ascuanteges of having the lalld home.

4. The famlly must be fully Informed and willing to take un most If not ell of the
child’'s care. Some experts were of tae opinion that this wes the most important
factor of all. Said one expert. “The famiiy’'s lose and support and Its willingness to
take core of the child Is the key factor to be examined.”
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S.  There must ba adequate community zupport suelisble. Nu family cen provide by
Itsalf all the support thet the child formerly recelued in o hospitai. The child will
continus ts nesd medice: and nursing care, therapy of one kind or snother,
equipment, drugs, suppliss, snd other assistencs. Ths femily Itself will need
rslnforcamant and sncoursgamant. R decislon must be made that these supports
sre In placs with in the communlty.

Commenting on the sbove, Or. Shabino seid, *tie look at euery child as sn Indiuldusl snd
euery program Is tallored usry speclificaily for this child and esch family *

Or. Hartline agreed, and said *the most Important element Is people who sre com-
mittad,* he said.

Ms. Nancy Weinstock, then co-dire ~tor of Chlldren's Hosplitel National Medicsl Center
Homs Cars In Weshington, OC, sur mad it up by ssying: °I think the child must be
medicaily stable so thet It is safe for him to ba cered for st home. He has to have a
family whe s sble, both Intellectusity and emotisnally to take care of him at home, and
there has to be the support in the home snd in the community which sllows that to teke
plece.’

E. MOST FAMILIES IWANT THEIR CHILDREN NOME:
ARE THERE TIMES IWHEN CHILDREN SHOULD NOT BE SENT HOME?

The consensus of the exnperts {s that most familias went to teke thelr children home
with them. Or. Kettrick said !t best:

‘It takss o fot of fighting and scraping to get that put together, but once those
funds sre svslisbls, most familles will In fact take their chilidren ond sre so
visased with hsving them home thet they will not bring them back to the
hospital®,

Assuming the child's madice! condition is medicslly stable and the family |s wiliing, the
child should ilmost slwsys be sent homs If sdequste cammunity support is ausilsble
becsuse the benafits of hauing the child in the home eivironment srec so substantisl.
Or. Shabino saxpressad the conssnsus thst °occaslonsliy, you wiil find 8 situetion st
home which will not bs conducive to sending the child home, but this is the rare
esceplion.’

The key determinant in ths decision not to send a child home In the rare instances when
such a decision is made is the fomily Itself. There are 8 small number of femilles who
either cannet or will not cope with the burden of caring for their chronlically Ili chlidren.

F. MAJOR OBSTACLES TO HOME CARE FOR CHRONICARLLY ILL CHILOREN

There was 8 clesr consensus as 10 the mejor Impediment to caring for chronicaily Il1
chlidren or seuerely disablcd at home. The obstacle listed first by most femilles was
lack of funding. Familles spoke of the lack of funding support trom sny and sll cources:
stotes, priuete insurance and the federsli gouernment.
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Mrs. Connie Fischer of Michigan sald: "! just feel that there are so many barriers to the
issue of home cere. | feel like we tiue In this high tech age and children are being kept
sllue {n neonstsl and sll this progress that we are so excited sbout, has brought us
special problems...No metter where you turn there are barriers whether It be financial
or euen If the finances are there, the services are not ausilable for Surchase.”

Mrs. Fischer told the House Subcommittes on Health and Long-Term Care that her
daughter does not quelify for Medicare, that they could not qualify for Medicaid
because their income leuel was too high and thst though thelr privste insurance would
pay for 364 days cf care s year In either 8 hospital or a nursing home, their home care
coverage was limited to $10,000 a year.

Mrs. Michelle Barclift sald that this situation puts “people in 8 position of literally
becoming liars in order to survius. Many famlilies have to divest themselues of essets
In crder to quslify for benefits under the Madicald program.

Dr. Richerd Lemon sald, "One of the largest obstacies is funding. e haue large
increases in the technology and the s-ience of medicine. The application of science is
expensive.”

Problems In trying to obtain financial help forced the Bachschmidt family to move three
times into three different states In the first two years of the lifa of their chronically 1!
child.

Mrs, K2r 'n Shannon agreed thet funding was the number one prohiem: *Funding is the
biggest ci.allenge, because if you don't haue the funding, you do not haue the ability to
glue your child the quailty care that he/she needs.®

Dr. Shabino had this to say: “Finance has been the mejor stumbling block in trying to
get these kids Into the home setting and it Is very frustrating at times because we
know from & medical and from @ soclal standpoint that home Is the best place for the
child to be.”

{hen asked sbout the burdens of caring for his son, Mr. Deuld Buckholtz said, "The
burdens basicslly haur been fingnclal and emotionel...the financial burden has been
extraordinary to say the jeast.”

Mrs. Reckeweg sald that funding was "“the biggest and reaily the only msjor problem”
that their family faced.

Dr. Hartline also listed funding es the najor obstacle. He offered examples of insurance
companies that would allow children to stay in the hospital unt? they i.ad exhausted
the upper limits of their policy’'s couerage rather than spend i.c less to care for the
kids at home.

Dr. Xettrick sald that the problem from the point of view of state and ‘he federal
gouernment: springs from their experience with entitiement programs, which in some
fnstances have become uery expensive. He went on to suggest that there shouid de e
federal entitlement program for technology dependent children and 10r chitdren with
chronic dizeases. "! think that would be good for soclety, it would be good for the
children and good for the economy.®

Dr. Dauid Hirsh said that part of the funding problem is that some policy makers osk:

How can you justify the use of scarce resources to care for chronicaliy fil children many
of whom haue short life expectancies? Dr. Hirsch's respouse wwas:
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“Who’s to sey who's 02ing Yo flue and who's to dle. Rs 8 physician, and | think
most physiclens wouid agrae, | just want to enhance the quality of life wheneuer
possibis and a lot of the time, we don't know what the finat outcome will be,*

Most physicizzs agrasd that It Is uary difficult to predict the degree of deuciopment of
a child. Morasavar, no gne Is arguing that authanssia is an acceplable ajternative.
Gluen th's fact tha cholca Is limited to: (a) naglacting & chlid by withdrawing support,
(b) keeping tha child in an Institution, or (¢) maintaining the child st home. Since (o)
sbove Is resliy e pass.Je form of mercy killing, the only real choice Is whether to care
for the child in an Institution or at home. Whea this Is the choics, the care of the child
at homa has euery advantage from the point of ulew of society as well as the chiid and
his family.

When askad to list other obstaclas, seversi people listed pre_udice of physicians and
hospitals as a major factor. Mr. Bachschmidt sald of one physician:

“He told us we were crazy. You don’'t know tshat you're asking for and he said
that this Is something that will totully ruln your famity.*

Mr. Bachschmidt added that the sttitude nn the part of the hospitst personnel was
simlilar. “They didn‘'t euen mention home care untii we started asking can we bring him
home. At thet time we were pretty much told that we might as well give it up. That it
was & fight that wa coulda't win.*

Mrs. Mature made tha samas point: °R fot of peopla told us thet was wers crazy for
trying It.* She extandad her snswer to Include friends end refatives who aduised
against trying to bring their youngster home.

Seueral of the physiclans strassed that the technology which allows these youngsters
11 be cared for 8t home Is falriy new and needed greater emphasis within schools of
medicine. Meny physiclans sra not familler with It and do not understand the degree of
sophisticated care which can be offered In the home setting.

Another obstacia mentionad was the lack of properiy trained nursing and support staff.
This was describad not as a general problem but one offecting certain parts of the
nation. Neueriheless, aimost all partles agreed on the need for greater education of
nursing personuel on the care of technology dependent children.

6. MOST MRJOR MEDICAL PLANS SOLO BY COMMERCIAL INSURERS
ARE INRDEQUATE PROTECTION FOR TECHNOLOGY OEPENOENT CHILOREN

For the most part, families who were inte;viewed were quite negative about their
insurance couerage. They feit thot the policles were inadequate and that they were
interpreted more restrictively than required. Some insurance companies were praised
in the course of the Interulews, but these were the exceptions.

One of the Insurers praised was Blue Cross/Blue Shield of Pennsylvania. DOr. Kettrick
soid that they haue “uniformly couered® ueniliator-dependent children. °lr come
sway with an srrengement with Blue Cross of Pannsytuanis that by and large sllows us
to take care of uentilator-dependent children at home.*

The RETNR Life Insurance Company on the whole recelved high marke« for thelr individual

tase monagement program (ICM). In the words of AETNA's Or. Thomas Culley, the 1CM
program allows the *physiclan and health care personnel to tell us what sort of level of
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cere the patient needs and then we can modify ourseives to meet the patients needs
rather than heving to modify the care to fit predetermined programs:.

Most of tha families Interviewed ware less anthusiastic about their Insurance policy.
Mz, Scott Russell seid he knew af 8 child whe “hes exhausted ebout $1 miillon of
Insursnce sitting in the hospitel weliting for the compsny to see the light.®

Mrs. Deborah Young said thet her son hed sireedy gone through &2 Insurance policy
worth sbout $1 million. in other words, the policy hed e lifetime timitation on whet it
would pey to any one individuel of $1 miiilon, and the chiid resched thet level in the
first yeer of his life. As s result, he wouid no longer qusiify for insursnce with thit
company end depending on the time frame end the extent of sny pre-existing
condition, might not be able to purchese insurance from sng other companst.

Mrs. hackewaeg said that “Jeffrey’s insurance ran out when he wes sbout nine months
old, end we wers In & real dilemme beceuse we were told thet he would never have
insurance agoinr.®

Mrs. Shannon seid thet her daughter, Erin, has been covered not under onas, but three
seporate policies:

“My husbend's compeny has changed cerriers thres times. Thet hes been,
basicelly, otr raving grece. That's wWhy we've been adle to have so much covered,
because eech time the insurance cerrier chenges, then gcu're ablie to obtein
whaetsyer thelr meximum is. So the first one coversd approximately $1 miliion.
The second coverad sbout e helf, and then we'rs at about $200,~00 or $300,000 on
this pollcy.®

Mrs. Fischer had o policy that provided home care untll that policy wes changed. 1t stifl
provided uniimited hospitel coverage up to 364 days e yesr, but capped any psyment
for similer services at home at @ meximum of 10,000 a yeer.

Mrs. Fisher asserted that insurance compeonles are pleying e cynical game in that they
ore betting famliles won't iesus their childran In the hospitel. She claims the compenies
ere gembiing thet familles by end lerge will ment to take thelr chllidren home at sny
cost--even If it meens settiing for meager payment under the terms of s policy.

Mrs. Russell sald:

“You ere resily faced with e choice whether to leave your child in the hospital where oll
the dills are peld, or whether to dring him home ond ail that entalls knowing that It's
better for your child and bettar for your femily end pey In my cese, four and e half
{imes my income out of pocket and pay for the insurance besides. i'm bringing this kid
home no matter :shat and If | heve to quit my job and lose my insurance, she continued,
we'll have to do that becsuse it's too Importent to lesve him In the hospital.”

She ssid that desl:ng with the insurance company uy'as the greatest frustration they
hove hed. “We had to get o lawyer to get our home care bllis paid. We still owe over
$100,000 worth of bllis that...the insurence company Is supposed to pay, that they heve
shredded. Ignored, and they will not even let us taik to anyone In the company about
the situstion. | would say that has been the biggest stress.”

°1t Is like benging your hewd against the wa.l..all that we need Is the financiel stobility
from the Insuvance which Is what you pay for insurance for; to be able to have him In
an sppropriste zetting at home where he’s cared for in sefety and not by two zombies
who have been up all night.*
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Mrs. Fischer summed up the experience of many parents with the words: “1t's not in
the contract. Their excuse for not paying becomes, ‘it's not in the contract’.*

B, PROLONSED HOSPITAL STAVS POSE SIGNIFICANT PROBLEMS
FOR CHAONICALLY 1LL CHILDREN

The experts 'aterviewed In the course of this study were In agreement that e hospital Is
no place for e child to live. Even under the best of circumstances with the best possible
cers, 8 proionged stey in the hospitel wiil mean the child's deveiopment yjii b2
hindered end the femiiy will be torn spart.

Heving the child in the hospltsl Inhibits bonding with his or her perents, it produces
stress, and sometimes lesds to medicel compiications which resutt from the very fact
of Gospitatizetion.

Somse of those interviewsd also suggest thet keeping s child in = nospital who could be
home is @ violstion of his or her civil rights. By snalogy they srgus thet the U. S.
Suprems Court hes ruled in ceses of Indiuldusls held In mentsi Institutions thet they
heve s Constitutionst right to ~ere snd trastment in the lesst restrictive environment.
They believs the constitutions! principie wiil be applisd to chronicsily il children with
evsn more force.

1. Develepmeat Hindered
The key sisment in this liteny of concerns Is the devalopment of the child. Or. Cutley of

RETNA emphasized this point: °The home is so Importuat to the child. The continued
growth and deveiopment of a chiid cen be hindered by cantinued hospltelization.*

Dr. John Finnegan seld thet hildren who ere hospiteilzed over the long-term ere *years
behind® their counterperts In development. They mey siso develop sirange aberrant
behavior to get sttention.®

Mr. Bechschmidt talked sbout his son’s experience: °l do not like to say It but before
hs coms homs, he wes s vegetadis. He hed no knowledge of anything. Ali he had seen
were four we’ls. The oniy window he hed wes e blg bay window so thet the nurses
couid ses him. He wes in an Iscletion r;om in the Intensivs cars unit.*

He contrasted this expserisnce with results » few months sfter the chiid was sent home.
He said, *Ask him whers his eyss sre, ssk him whers his nose is, ask him where his ears
are and he con teli you. Bsfor» he couldn't. Ask him to sey love. Ask him to give you a
hug snd glus you e kiss. He'l do it. Befors he couldn't.’

Mrs. Beborah Young said her child suffered from wirtual sansory deprivation having
been In the hospitsl so long. She seid thet when they brought him home they sho'wed
him » tree and thet °he was afraid of it ot first.’ Cther parents taikec about the fact
thet In the hospitei the children were deprived of sights and smells and sounds which
sre sbsolutely necessery to thelr growth snd vevelopment.

Mrs. Buckhoitz summmed up the feelings of many psrents in response ) the question of
why they dbrought 8randon home:
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*1 think the number one resson is because he is our son. Yas second reason was
becsuse Sowhese uise couid Brandon hsus half the chance that he has being at
home. Iastitutions try herd, but they can't care for s child the woay that parents
cen. They can't sven supervise him the wey perents con.

He woulda't develop mentelly. They just cen't glue each child ail that they need
smotionally end developmentsliy. Thers ere just not snough people to do that.

RI! we wented for Brendon wes for him to heve the best possible chence to
lseding & normel life under the circumstences. snd the only wey we could do it
wes te bring him home."

Mmrs. Berclift said the biggest problem she hed with her youngster being In the hospital
was boredom, the leck of mentel stimuletion-~"For her and for ma. Those blank faces.
There wet ne give end teke, no iife.”

Jos Mlller, en sccident victim, wes esked about buing In the hospitel over the long term
and his psychological sttitude. He responded: °| wes bored out of my min.*

Mrs. Bechschmidt seld thet Robert wes left to lis In bed by himself day In and day out.
“He wes In the intensive cere unit aad he wes In this Isoletion room ell by himself...the
only time Robert ever hed cempiny wes when he needed to be fed or heve his dlsper
changed. Thers wes ne communicetion there.”

2. Cendiag Inhidited

R number of experts mede @ specific point thet prolcnged hos2itelizetion ected to
prevent bonding betwesn the perents end thelr child. This fect, they seld, hos severe
implicetions es fer es the future development of the chi!d. Acceplance as part of the
femily unit, seld the experts, wes vitel.

Or. Shubino sold bondiag Is difficu’t If not Impossible while the chiid is In tha hospital:
“They sre never seperated by themseluves. in other words. there Is always samebody
eise running sround and Interfering such as the nurse and the medical stoff. It is not
the same o3 heving the child et home.*

Mrs. Oaks seld: "Rl the time thet Melisse was In the hospitel end they were caring for
der, there wes slweys e seperation betwaen uUs end | never resily feit like | was her
mother. There was thet separation. Once ! brought her home end they let me have her.
1 felt like she wes mine egein, snd the whoie fesiing betwesn her and me wes just--i'm
reslly thenkful. { cen’'t Imegine whet It would be like if wa didn't have her home.”

Mrs. Recketweg seld: °| wes sbselutely sdsessed with getting Jeff home. He hed spent
many, meny manths there end we restized the hospltal was relsing our chlld. When you
heve o child whe's in the hospitsl for thet tong, esnacielly In the intensive care unit, you
sort of |ose your perspective thet he Is your chlid. Beceuvss you cen't even glve them 8
hug In privete. You slweys fesl thet the door hes to be open. | wanted to rajse my own
son.”

Mr. Ralph Clary described his experfence his wey: “.efore he came homs, people would
osk ‘whet Ix It like to be e perent?” | resily hed troudls answering the question. !
wanted to be optimistic and to sey ell the right things, but | didn’t feel like o parent. it
Just wasn't in me. | just said the usual things, but 1 felt like » visitor and not s parent.
Then wien he finsily come home, | finally felt like a perent and all thet goes with it. |
started thinking sbout the responsibiiities and the joys. It wes wonderful. It wes
wonderful.*
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5. A Hospital Can Be ¢ Negetiue Enulronment

It was the consensus of experts that for all its life sustalning talents, a hospital can be
8 dangerous plece. Children with tracheostomies ar? highly stsceptidle to infections
Hospltals mey expose children to much higher risks of {nfec?'on than if the chiid li.ed at
aome.

Psychologicaliy, e hospital can be depressing, especlelly If one's stay there is long
term. Mrs. Berclift put It this way: °“The hospital was resliy depressing for alm. The
stay was seusn months, which wes ¢ long, long time. It wes far sway and it was
difficult for his friends to get there.®

Stephen Brown, who suffers from musculer dystrophy, descr'bed the difference
between being et home end being In the Yospltal. "When | am ot home the nurses know
me ond they're my friends. in the hospltel, It's different. You don't realiy feei that
wey. You don't feel much like yourseif. Itis e uery sterile enulronment In the hospital
and uery tiring to stey there. | em more susceptitie to getting coids and ulruses in the
hospital than | em at home."®

Ms. Bachschmidt seid thet Robert's "leg got broken twice in the hospite! just In
chenging his diaper. It hesn't happened since..the care he got was good care. I1's Just
better st home.®

Mrs. Clefy said the hospital wes e negatiue snulronment psychologicsily for both
perents end their children. Asked to describe whot it was like, she seld It wes uery
trying. She spoke first of the problems fighting traffic going to end from the hospltal.
“And then you'rs '~ there watching other babies dying or wetching other bablies go
through all kinds «. treet:nents end things to keep them sllue...It Is Just uery hard to sit
there and wetch ell those dther babies going through ail these terribie things th-:
happen to them."

Mr. Aussell described why he belieues the hospital wes & negatiue enuironmes:t for his
youngster this way:

*In the hospital ti.e parents are ulsitors, which Is an odd situstion. You're realiy
not ralsing your child. You're subject to the hospitai's rules. It's the hospital's
suthority structure that determines wh * wili happen to your child, not the
parent.

As far as the child Is concerned, | think--1'm not certain--! car. spesk to when he
was an Infant. The cnulronment is not, | dan't think, real suitable for an infant. in
tho hospital, Oenlei -~ hiz worid was jurt a little area. ‘e was on an eight foot
tong hose. $o he's just In his elght foo song semi-circle around. e ilued in his
crib. He spent most of his time there. Euerything and eueryone came to him irn
this iittie erea, the doctors, the nurses, parents, lunch, dinner, medicines.
Eusrything wes brought to him In his ;i’tle eres in the hospital. And he iles on his
back In the crib most of the time or an aduit would hold him In their lop.

At home, he _en go Into different rooms. He can be -- you know-- In the kitchen

wnita you're making dinner, watching you work. He can crawi on the floor. His
worid Is just much exapnded here.®
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Mr. Buckholtz added:

“In the hospitel, you had chlldren in isolation who would cry ss ieng they wanted,
but they were being fed on @ schedula. They were being cared for on 8 schedule.
They were being lousd on e scheduls.

“The thing is thet with hospltelizetion, you Just don't haue the ons~on-one type of
cers. You don‘t heus the kind of ioue thet you need. With Brandon, well, he was
being pulled sround In & fittie :welker. He wasn't weiking for himself. No one could
chelfenge him to try to stand up for himself except on rers occesions.”

Dr. Kettrick offered this comment about the relstive safety of hospltel care uersus
home cere:

“The home can be just as safe end perhaps sefer then it Is in the hospital. Thereis
no question in our experience thet if we trensfer uentiletor dependent chiidren to
@ homs snulronment, the frequency and sewerity of Infections goes down tremen-
dousiy. The hospltal is & dengerous plece to be if you heue @ trecheostomy or an
artificel sirwey, or need ¢ uentilstor becsuse you ere now expusing the chiid to e
community thet tends to get petients with rather bed infections.”

HAUING R CRILO IN THE HOSPITRL PUSHES FAMILIES RPART

In sddition to Inhibiting bonding, heuing e sick child in the hespltel for e prolonged
period cen heus sduerse effects on the femily.

Mr. Clary seld it this wey: *le were trylng to tace off work es much ss we could to get
down to the hospital, and reslly it just completely turmed our llues upside down for that
peried of time, snd we weren't happy with the way eusrything worked out.”

Mrs. Russ=~il telked sbout how difficult it wes not to be sbie to heus her family iogether
for Christmes. "In the scheme of things, we were glad to haus him slivs, but It hurt so
much when one of your children is so sick thet you can’t suen be together for the
hollday...eusn on Christmes only two sdults were sliowed In the hospital with him et

sny one time. We couldn't bring Maergaret in ot oll, so we couldn't haua our kids
toge ther.*

Mrs. Bechsmidt seld: °1 think personsily, thet it's an Injustice to the famiiles to keep
children like this in an Institution or in 8 haspital snd not make ausnues auailable to the
family to becoms united egein especiatiy where it's sauing money.”

Dr. Kettrick seid prolonged hospitelizetion resuits In o usurpation of parental authority:

“When you sre deeling with a hospital, you ere deaiing with e uery strenge
enuironment, and it becomes difficult for the sibilngs and the parents end the
whole family to mealintain their leuel of authority over the child, other people begin
to pick up that suthority.*

1. B SHORT LIST OF THE RERSONS THAT HOME CRARE
IS MORE RDUANTAGEOUS FOR CHRONICALLY ILL CHILDREN

The experts Interviewed in-depth !n the course of producing this report were
unanimous In their conclusion that home care was highly to be preferred ouer the
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alternativeof keeping chronicelly lil children In ¢ hospitel or other institutions.
Following is » list of some of the ressons glven:

1. The Cere st Home is Just as 63od or Better than In ¢ Hospital

Or. Kettrick seid, *The home cen be Just as safe and perhaps safer than [t is in the
hospitel...our sxpertence s thet In terms of infection, in terms of nitrition, and In terms
of the child's deusiopment, inciuding cognitiue deuelopment, the home is 8 better place
then the hospltel.”

*We can proulde the child with the sems leusl of cers ot home that you can here in the
hospltal, snd we would much rather do It et home and In Pennsylvania, by and large, we
heus hed the finenclel rasources to put together » packege thet would sliow these kids
to go home.”

Ms. iUsinstock seld: “Chlidren do better st homs. Their femilles do better. The kids
lsern more, they seem to make more gains just being in ® home anuironment. No mat-
ter how much we try to set up the hospitel room, it is never like being 8t home.*

Or. Finnegen seid he fevors home cors “beceuse | feel that they (familles) can actuatly
do as well ss 7er ss thelr madicel cere and | think the chlidren grow up to be bettzr
people.®

Dr. Shadbino seld: °We haue repestedly demonstrated with our kids thet nurturing Is
much better in the heme then it Is in the hospltsi setting.”

Or. Purdy put It this wey: "I think that most femilies, gluen the opportunity, the
sducetion, the funding, and the backing, would prodbably do & much better job than the
hospitels end thet Is not to say thet the hospitais don't do s good job, but it is just
better for the children with their femilies.”

or. Culley seid: °1 think thet up from the early part of the 20th Century unti! the (ast
few ysers, hesith cers hes besn so hospltei-oriented...thet we haue unfortunately,
equated hospitel care with better cere...we recognize that hospitals do not necessarily
proulde » batter Isusl of cers for certsin kinds of patiants.®

2. The Home Offers o Positius Keeling Enuironment

The physiclens intervlewed described seueral ceses of dramatic recovery or develop-
ment In chlidren who were not doing well in the hospital once they were sent home.
Or. Hertline described one such chiid end then steted thet he does not sgree with those
uho might suggest such deusiopment would ever heue occurred In the hospital.

*1 don't bellsus it. 1 think the major Ingredient In that chiid’'s getting better was not
Just the coincidence of time, | think It was the differsnce in the developmental and
psychologicel enulronment that can only ba procduced by the home.*

3. Heuing the Child st Home Reduces Stress
"You got to the point®, Mrs. Osks said, "where you just couldn't stand to go ‘o the
hospital enother day. The routine is just so demanding and overwhelming. It's just
much easler having her home than In the hospital.®
Mrs. Cennon seid: °"Kaving him here, | can spend all tha time | want without worrying

about going to the hospltal, hecause whan | do get hon:2, | know that he Is going to be
athoms. | jike it a ot better haulng him at home.”
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Mrs. Russeil seid: °i feel that there is no better siternative for Doniel or for us. If
Deniel were in the hospitel, ! would have to split my time between my tuo children.’

‘We'rs & family new,* Mrs. Bechschmidt seid, *| cen get up in the morning and go In the
bedroom end ssy goed merning to him insteed of heuing to welt untl 6:00 o'clock In the
suening to go sees him. The giris get to pess by his room end sey ‘Hi, Rodert, in (he
mornings. We get te eet dinner end pley with Robert. | meen, we're o family now.
We'res net torn spert. Seing tern epert cen do e lot. It takes e Dig tolf on e life. | think
It's wonderful heuing Lim home. There's @ big differenc., big difference.’

4. Heme Cere Aids o Child's Develepment

fill of the perents Interviswed seld thet thelr child had eduenced deuelopmentally after
coming home. The word used most frequently to describe this progress was
“dremetic.’

The physiciens interviewed egraed with the essessment. When esked tn explain It, they
seld thet the some Is e very positive end therspeutic enuironment which elds the child's
deuelopment.

Or. Hertline seid: *Wn heve @ lot of things ouer there, but there Is nothing thet you can
do to meke this Institution Ints @ home.” He edded thet when home cere hes been
errenged, ‘The chlid mekes Incredible edeptetions Into the home situetion--doth
physiologicelly end mors importent developmentelly.®

Or. Kettrick seld thet physiciens heus mede the mistake of dismissing the potentlal of
thes~ _..ldren. We oftan sey, *thet this child dnes not heus eny deuelopmental
potentiel, lec's not put resources into the child. We heue been frighteningly wrong. We
heus hed those chlidren grow up end be cognitively eduenced. And so, | don't think eny
of us ere good enough to meke those kinds of decisions.® Or. Kettrick described seueral
cases, Including one child who went on to be eppointed to the Netionel Scholestic Honor
Saciety end enother who beceme e very telented ertist. Ke seid home wes important
"not Just in extending life, but in prouviding these children with ¢ good queilty life.”

Or. Purdy describad enother child nemed £ddy ,seying, "1 really feel good because of the
rapld strides thet he mede, that it hed to be beceuse of the home situation... there
were meny things thet £ddy hed to leern es & four and fiue yeer oid that he naormally
would heue leerned es @ two or three or flue month old.”

Or. Sheblino descrided seuerel children who made drameatic aduances after they were
placed into the home setting. He seld: °All of our kids surprise us because when they
go home, we kind of wonder whether they will continue to make strides and each ane
of them hes.

"1 don't think thet there Is ery question whatsoeuer and we duplicate this odservation
In every child thet we haue sent home..you can accelerate his deuelopment massively
not only in terms of Intellect, muscle and motor tone, but siso thelr medical status.
Most of these kids heve some form of respirstory problem. The kids that we have sent
home heue shown merked improvement.

“This reflects the fuct thet there is more nurturing going on ond their nutrition Is
bettcr. They feel better. Whe knows? We don't know the answer, but medically and
deuelopmentaslly, they just blossom.”
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or. Shabino concludes: °All of these children have made tremendous developmental
gain since they heue gone home and thz reason for that Is the normalicy of the home
nurturing envirenment which we cannot duplicate here In the hospltal setting no matter
how much we try.*

S, Heme Cere Is Cost Effective

The issus of cast effactiveness Is trested alsewhere in this section and In this report;
howsusr, It Is s recurring theme smong both femily members and medical practitioners.

Br. Hirsch seid: “Thers Is st lesst one better wey to take cere of these children. snd
thet's ot homa Whensever possible. If | wes the heed of en Institution, | wouid sit down
and just think sbout e child on e respiretor, for sxemple, thet § could reduce costs by »
factor of 10...] could keep the chiid st home, keep ths femliy unit together, get the best
possible medicel cere, aad the best possible quelity of life for the chiid.”

The consansus Is thet cost effeciiueness cen be served in eusry cese by bringing s child
homs, but that the decision should be dicteted not by costs, but by whet Is best for the
petient. The question shouid be: How cen we Insuie the best quelity of lifc for the
chitd? The snswaer s unlusrselly: send them homs and keep the femily unit together.

No examples were found whers home care costs were more then hospital care.
Typicelly, home cers costs only 1/4 of hospitel cers. But euen hypothaticelly, if e case
could be found {n which home cere costs were higher than institutionat costs, the
consensus smong the experts wes thet It would be worth It beceuss, In the words of
Mrs. Fischer: “The home prouldes s better quality of Iife for the psrson, that's all tnere
is tc *het.”

6. At Home the Chd Hes More Fresdom

freedom Is one of the ~ost important words in the £nglish 1anguage. It s, after sil, the
eszance of Americe. As far as the famlilies and medical experts were concerned, there
was no excuse for depriulng chroniceily Iit chiidren of their freedom.

The thought of e chiid being confined to @ crib or to o tiny part of s hospitai room boun
by wires snd tubes is especislly abhorrent If the child can haue freedom -- a chance to
live st home with parenis end siblings and be assured of requisite medical support. The
consensus is that in most cases, e child, once medically stable, can be cared for as well
or even better at home.

Mrs. Cannon said of her son: “Ke has got a fot more freedom here and he gets a lot
mcre attention...he hes freedom to do what he wents to do; he seems to be doing s lot
better since he has been home.”

Joe Miiter, s petient In 8 hospitai for seueral months becsuse of an accident, taiked
about how he felt about being home:

“You heve that freedom sguin, and it glues you the motive and drive to went to do
things like rehablittation that you weren't doing In the hospital.”

Stephen Brcwn, enother long-term patient, described the blg difference between home
and hospltal:

“Weli, ! have 8 Irt more freedom. | can meet my friends. I'm not alone. | sam ¢
tot more comfortabie. | usually fook forward to coming home."
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Mis. PZoxeweg taiked about what freedom and home care meeans to her chiid:

"He's @ Cifferent child. Ne's much, much, much heppier. He's @ normal child and he
could never liue es @ normel child growing up In Intensiue cere in a hospital, seeing
the grusling things thet he would see, end he ¢id ses. He sbsolutely toues his Big
Wheel end 9nce yeu ses Joff riding up end down on the sidewsik, riding his Big
Whee!, end seting o Popsicle end the smile on his fece, it wouid be Impossibie for
me to justify him being kept In & hospitel when 5ie cen heue this life thet he has ot
home.*

Mrs. Clary seld lesuing the hespite! wes exciting. “To finelly welk out thet door end not
heus sometody telilng 2,4 whet you could end what yYei shotldn't do end just to let
him go te sleep witheu! the lights on, without ihe nolses in the hospitel without being
swekened by other mechines from other bedles or heuing things done. It was reatiy
axciting te hous him home, end just heve him go end teke o nep If he wented t0 with-
out eny hessle.’

7. Neme Core Kesps Fomilies Together: Children Went
te Be Home end Parrnts Went Thom There

The strongest consensus in al! the Intervlews wes that perents prefar to heve thelr
childran st home. It |5 not thet they heus sny proslems with the ouslity of cere in the
hospite! (with few exceptions} rether, the perents register thelr strong desire to heus
thelr children with them es pert of thelr femily.

8y suery Indicetion, the children thamselues unlvarselly prafer to be ot homs, as wet!.

The euldence to supgort these two concluslons Is scettered throughout this section, It
exists in such depth thet littie purpose would be served by resteting the obuious. The
bznsfit of delnstitutionselizing children wes summed up by DOr. Shebino with the
observetion thet it seems @ shame 1o weste the potentisi of childrer by keeping them
locked end bound to institutions when, In fact, we can put them In @ home cars seotting
with their femliiles where both the femlly end child went to be snd enhance their
recouery.”

8. Home Cere Provides Children With the Highest Quelity of Life

Thers wes @ generei consensus thet home cere prouidss chronically il children with 8

higher quality of iife then Institutionslize**on. Mrs. Russell put this Issus into perspec-
tiye:

"I7 the chiid’s life Is going %o be re-endengeread sfter thot drametic saue they they
hed seriler In life by being st home or If they're going to haue a poor quelity of life
living In on Institution, | think thet' s wrong. We heue to be concerned about the
quelity of thelir life efter the emergency is over.”

Mrs. Russell sald thet there ere co meny things thet you essociete with your children
that you cennot experience with your chiidren in the hospitel. She fisted cuddling In bed
on e Sundey morning, wetching Ded sheus, playing eround In the cabinets end pulling
suerything out while Mom's cooking dinner or wheteuer. She seid being able to do
those things et home "mekes !t worth trying to bring kim home regerdiess.”

Mr. Russeil sdded: °The hospitel is no place for 8 child to grow up...trying to be s
perent Is just not right In the hospitel. Euen ¢ good Institution Is not @ good home."
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Jd. SERVICE COOROINRTION OR CRSE MRNAGEMENT 1S UITALLY IMPOATANT TO
THE TRANSFER OF CHRONICALLY ILL CHILDAEN INTO HOME CARE SETTINGS

The term “cess menegement” has teken on severa! different meenings, some of them
completely cratr.dictory. In one sense, the term is used to define 8ny of the means by
1which Insurence ccmpenies seek to lessen thelr lebility under en is. rance contract.
inother mes.ing r tetes to essessment end decision 2s to the proper levels of care and
cppropriete settings In which Individuels should receive such cere. Yet another
definition It a screeaing mechenism designed to himit the number of people whoe qualify
for @ cortei: benefit.

The final “efinition end the one embraced hera relates to assezzment, condition of
dischargc. end Insuring thet community resources are susliable to meet each chiid's
specific needs.

Ms. We'nstoct “elo, “iWe try to 'vork things out so thot e=ary child has 8 case Maneger,
one r2mbsr of @ team Who oversees the cere plan who has the primery responsibility
for working with the femily to insure what's best for the child.”

The Ulsiting Nurse Saclety of New York used @ team 8pproach to cuce management. Itis
o team of professionels, nurses, physical therazists who help put together treatment
plens In conjunction with the physiclen end who play the coordineting or case manage-
ment role. The program hes been enorMmousiy successful and since it Is part of the
sgency which (s supplying most of the needed services, costs ere reduced. The same is
true when such cese menegement services are provided out of the hospitul.

Dr. Shabino talked about the discharge team which provides this function at his instl-
tution. °The discherge team is made up of the chiid's physiclan. myseif, by the soclal
worker who functions es the case manager, and who Is reafly @ traubleshooter. It s
made up of the nursing staff who put together the nursiag program, occupational
therapists, spasch therapists, respiratory therapists and others.®

Asked what the case manager does, he responced:

*Well basically, you can guess from the fact that ail these people are invoived
thut it Is sort of like coordinating a three riig circus. There is a tremendous
amount thet hes to fall Into place to make sure that the child can be cared for at
home. Contingency plens must be put into place for alf sorts of events.*

The individuel Cese Meneagement (ICh} program of the RETNR Insurance Company
combines meny of "% sbove elements. ARETNR boasts more than 1080 nurse reviewers
and coordinetors fll ecross \Ae nation who examine such cases and try to cut together
Individuelized plens which wili allow the chiid to be teken care of at home with the
requisite resources. The ICM program has o valuable side effect for RETNA. It soves
money. AETNA representatives, Or. Culley and Barabara Matus, Ri¢, said that the
program saved RETNA $36 miilion In t985. Ms. Matus comments:

“We iike to say that everyone benefits from individusl case management, and in
fact, they do. The gpatiant Is a winner, because the patient Is going to recetve
quelity care and most often, a iess restrictive and, more comfortabie environment
such as the home. There is also 8 decrease in stress on this patient. And he is
abdle to be in an environment whcre he can be cared for perhaps part of the time
by his loued ones. In additicn to that, the family benefits becaLse they too have
been subjected to a considerable amount of stress and if we can ease that stress
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In sny wey, it resily heips them to becoms better perents or better ceretakers of
the person whe ks Ui,

The physicien is sbis to cerry out his medicel trestment pien In o setting that i-
sgressbie te oil and he Is edle to Inject some cost contsinment Into his practice.
And, of ceurss, our customers Eunsfit beceuse they ere spending iess money and
Jeus ss the result, decressed pramiums or rather pramiums not being Increezsd
o3 repldly.”

K. PARENTS CAN BDE TRAINED TO PROUIDE mMANY MEDICAL
AND NURSING PROCEBURES T8 INSURE CONTINUES MOME
CARE FOR THEIR CHILBREN

Femilles con be trained te perform medics! end nursing procedures which will insure
thet their child con continue te tius 8t homse. Perents routinely ere teght how to cere
for ventiletor-depandent children. They sre teught how tu cleen the child's bresthing
tube or trach, snd hew te suction the chiid If excess mucous deuelops In the chiid's
throst which plugs up the sirwey. They sre teught how to resusscitets s child who
stops breething.

itis e matieref getting the family comfortedis with the technology, seys Or. Ket*rick.

Ms. Jones told hew she cenquered her feer and finelly iserned to proulde totel cere for
her youngster, Stephen, who wes haspitelized for e proionged period of time efter
being hit by » car.

Ms. Jonss suid her treining in the hospltel took two weeks and that the training wes
dane on dolis. She seld she wes teught how to flush en 1V end to change bendeges.
“Well, | wes nervous st first, my hend wes shaking end the second time 1 reelly did It
right end they were proud of me.” She seld thet despite ell the practice she wes
nervous sbout providing cere for her son.

“He is o resl humen deing. | could mess up e doll, but | could not mess up Siephen. |
Just celmed myseif down, and 1 didIt. § seld to myself, | heue got to put my mind into
this In order to get my beby home. 1 just put my mind to it and relaved and | did not
shake any more.*

L. FAMILIES WITH CHRONICRLLY ILL CHILDREN LIVE
WITH DANSEROUS LEVELS OF STRESS

There wes o strong consensus emong those Interviswed thst heuing o chronlcally Hl
chiid significently Incresses the stress on the sntire famlly. The aressure on perents ic
particularly acuts, sometimes pushing them to the point of desperotion.

Perents musi flue with the dey to dey knowliedge thet eny moment the child's life may
be In jeoperdy and thet uniess the perents ect quickly &. 1 properiy, the child may dle.

Parents must lius with e degres of gulit. It is common for them to fes! gulity ebout
haulng e disebled child. Parents feei gulity when thelr children are kept In the hospital.
0ften they fesi gulity when they must esk for heip in order to menage the care and
treastment of the chlid.
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parents often mus: forago thair oun hopes for higher sducation. They sre iocked into
thelr current jobs In order to keep the benefits of Insurance flowing to ti.eir depen-
dents. Were they % chenge jobs, the Insurence plan of their new employer might
exciude covarsge fer the pre-snisting hesith conditions of their child.

Parants with e chroalcally [l child must lesrn to live with huge dedts, dedts thai wiil
probabiy teke them mast of thair fives to settie. They lsern to heggle with Insurers and
suppliers in erder to get whet their child needs.

Single perants particuleriy have problems. The psrent Is In a Cetch 22 situstion of need-
Ing to work in order te kesp lnsurence benefits flowing, but this wouid mean there
would be no one 8t homs with the child. Most single perents do not meke enough
money to employ e nurse to stey with the child while they work and to be with the
child, wetching over it while the perent sleeps.

Glven oli the sbows end the sccumuleted frustrations, families can be forgiven if their
behavior is @ littfe on the despersts side. The unsven -isture of stete benefits for
chronicelly i1f children Suts familles in the position of heving to movw from stats to
stetz In order to try te find some help for thelr chiid. Gne family, the Bachschmidts
moved thrae times in the first two yeers’ of their child's life.

Following sra quotetions from the interviews which amplify these snd other points.

Or. Shabins mede the point thet heving e chronically il child st home requires a tots!
commitment on the femliiy's pert. “And thess ore specisl femilies. Their total tives
ragolue sround the cers of thess children and | think thet we as e society ought to be
very supportive of the'r efforts and try to minimize the roadbiocks thet are thrown In
front of them.”

Mrs. Meture wes asked whst percent of her time wes spent teking care of her son.
Eddle. She responded, “Aimost elf of it.”

Mr.. Asckeweg added: °0ur {ife does revoive around Jeff. We try 10 make it a very
normal life but it does revoive around Jeff...As 8 perent, | feel that | am Jeffrey's
strongest sdvocate; thst there {3 nobody who loves Jeffrey ilke § do, because t am his
mom and thet is why | put so much fight into getting him home and keeping him home.*
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Ms. Jonl Knapper, e nurse with Upjohn HeeithCore Services, prouides this perspective:

“He {the ¢’ .d, vory) con be difficuit to take care of, but the thing that we olways
remember with irery end chiidren like him is thet et eny moment he covid be in o
iife thraetening situetion. 0f course, we have to b» ready to respond to thet life
threstening situstion. He is very rewerding to work with es ere ali of these
children. They give so much louve in return and there is such significent progress
with these chidiren even though it is difficuit at times.*

Mrs. Berciift seld: °1 wented her home so bad. but lcoking beck, now | was tired. 1 lost
weight. Things hit me reel herd. | hed s very short fuse. Amy would esk for Ler
breskfast and I'd kind of throw a bow! of ceresl et her..there Is no wey » single person
can do it 24-hours ¢ dey eround the clock.”

Mrs. Russell seld: °it is very difficuit Hulng with the responsibllity. We ilue 20 minutes
from the hospitel...And he has got flue minutes I & problem deuelops. You can't wait
for the embulence. You have to do something. Rnd when you fece your child Iaying
there neading something end If you cen't do it, his life is over with, thet'> & auge
responsibiiity. Sut | would rather teke thet risk of something heppening tkan to have
his iife be one in the hosplitel.”

Mmr. Russell edcad this penetreting insight:

°To bring e chiid like Denlet home is @ tremendous strain ok your time end energy.
it's an ersund-the-clock responsibllity thet's completely demending eli the time.
And on top of his madicel needs end those demends, you siso heve to parform eli
the other functions of s hospitel. vou ere the tilling depertmant end the business
depertment. You're following up on the insurence thet didn‘t pay.

“You're the inventory control. You're ordering the supplies end being sure thet
you have everything thet you need. And afl that takes ¢!l your time and energy
ond that's fine end dendy. Sut when you turn eround end find thet you forget to
40 some normel humen thing beceuse you were busy doing this or. Ltord fordid,
thet forget something to be done end there's a probiem. It's extremely stressful
on the feinily structure,

“You know, you're pressed to the limit as it is and vour avllity to absorb s minor
misstep Is very slight.*®

Mr, 8uckholtz seid: “Em- tionel burdens heve been rough. Especlally earfier on when
8randon would heave e respirstory end/or cerdiac srrest at any given time. There ware
times when he'd have repid fire respiratory arrest end he got Mediveced back to John
Hopkins Hospitel beceuse there was no way that we could take care of him dy ourselves
on a full-time basis. So when thet happened, either Keren or | would end up staying up
with him during those times. Somzbody wes swake with him st all times. And. it was
extremely rough doing that.”
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N 3. Buckhoitz develaped severs enemie and bleeding ulcers and herself was hospi-
talized under the pressure of trying to care for young Brandon. She seid:

*Brende hed to leern to teke second place, and that's herd. especially for 8 child
who has chronic lung problams es well. She hed, we had (o make sacrifices. My
husbend hed te reeilze he wes gaing to have to stay at his jab for yet unother
yner end now he's gaing 1o hevs to put off school for yet another year. fnd |
eventusliy hed to lssuve my job beceuse | just, | ended up so sick, | ended up in
the hespitel, se | hed to stop .vork.*

In summery, femlly members egreed thet there ere severe pressures sssoclated with
heving e chronicelly IRt chila. The stress effects eli memb~rs of the femlly. It effects
the perents |n their employment end In ell nspects of their lives. The stress is far
worse whea the child Is institutionelized. Some perents report they heve been driven
to the point of wenting to breek their children out likening the hospitel to & jail. The
pressures of cering for the chiid et home ere still consideradle, but much less then
heving the chiid In the hospitel. On balance, femilles can des: with the stress with some
support end they heve @ strang desire to have their children ot home with them. Mrs.
Oaks sperks for eoll when she seld of her baby: ‘e were just thrilled t2 death to be
able to bring her home.*®

M. NAUING A CHRONICALLY ILL CHILD GENERALLY BRINGS
A NUSBAND AND WIFE CLOSER TORSTHER

hat effect does the presence of @ chranically 11l chlld have on @ marriage? Itic a
close question. The mejority of thase Intervlewed sald that It brings e husband and
wife closer together. However, 8 7oirly iarge minority were of the opinlon that a
severely It child Introduces on Intolerable emount of stress whlch often has the sffect
of bresking merrieges epert. The question |s further clouded by the fact thet half of el!
U. S. merrieges end In dlvorce. The reesons for such divorces ere many, veried and
complex. It 1s Julte difficult, in such circumstances, to Identi?y the birth of & severely
handicapped child es the proximete cause of the marrisge dissalution.

The best guess seems to be that the birth of & child who is dependent brings husbend
end wife together, creeting e strong need for them to work together to Insure the
survivel of thelr offspring. There is no more powerful influence than this. Whether It
{eads o @ long term strengthening or dissalution hes a great deal to do with what kind
af & marriege |t was 1o begin with. Strong marrisges seem to benefit while weaker
ones may tend 1o disintegrate.

Or. Shabino hed these thoughts. He sald, *having a chronicaliy ill child renders the mar-
riage veletionsh’p abnormal. The relationship with the rest of the famlily Is abnarmal
because of he sing someone In the hospltel. This Interrupts the family schedute. Soitis
disruptive tn other children at home and disruptive to the relationship between mom
end ded.’

Mrs. Russeil sald: °| think it's been o reel stress, but | think that in a lot of ways it's
brought us closer together beceuse in s0 many weoys, it has been us agains: the world.

We knew esch other for s long time before we had kids and I'm glad of that because I%»
renl easy 1o turn egainst eoch other instead of turning to each other.*
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Mr. Russell added: °It Is reslly Intensive stress and | think In some sense, it's limited the
smount to which we cen be crestive In our relationship because In e kind of energy
Manegement pragrem where we heys just barely enough to squesk dy. And so you
don‘t rock the best in @ wey that gau might If you hed evelisbie snergy. $o In some
sense it makes Yo mere conservetive.’

Mr. Osks hed ¢ similer notion: °1t hes been quite e strein on us, e strein on the whole
femliy but It hes aiso brought us s lot -- brought the whole famiig clossr together.”

Mrs. Shennen seld thet heuing e chronicelly Uil chiid hed both s positive end e negative
effect on their merriags. ‘! think there is en Incredible strain without question. What
snds up heppening is, it bring two people, It briags the whols femily together. it
brought my husbend end : closer, but then It's eiso brought us farther spert. There's en
Incredibte ameunt of work thet hes to be dons. Erin not only hes s medicel problem, but
slong with thet ygeu hawe ts make sure thet she's going to be ellowed to go to school
end heve fuli epportunity to participate in soclety.’

N. NAUVING AN INFIRM BROTHER OR SISTER CAN
HAVE PROFOUND EFFECTS ON THE OTHEL SIBLINGS

~ost of the femilies interv.awed who wars deating with s chranically Ill child had other
children. Most of the time these children did nct suffer from the seme kinds of heslth
cere problems. There were, however, noteble yxceptions to this ruls.

One women in New Jersey, for example, Is presently cering for three yentilator-
dependent children In her househoid et the same tims. One chiid Is burden encugh. Two
would be difficuit to hendls, but three is beyond difficult.

Another exception Involues twins. A high percentege of twins sre born prematurs with
reistively low body weights. In such ceses, thers Is & good chance that If one premie
twin Is born with yroblems, the other will aiso have problems of one Jegree or another.

Olsregarding the exceptions, how do children react when & chronically ifl child Is born
Into ® famliy? The cansensus among those interviewed Is that it sccelerates the child's
normal fesling of rejection. The sttention thut he/she enjoyed has now been shifted to
the nswest member of the family. This Is even more true when the newcomer has
mae jor heelth problems.

Under thess circumstances, It Is not unusus! for the oider child to withdrew, to becoms
depressed or fes! neglected. Older children mey be powned cff on friends or relatives
becauss the sttention of thelr parents Is sisewhers. They sometimes fake iliness of
their own. They mey fes! thet somehow they ere responsible for the lliness of the new
'ling. in other ceses, the older children instinctively urderstand the situation;
.epanding on their sges, they pitch tn end are supportize.

Heving e chronicelly ill sibling cen meen thet all of the famliy's Income as well as Its
time and energy is directed somewhare eise. This may jeopardize tue older child's
chances of going " college or otherwiss deprive the eider child of opportunity.

Thure is en endless list of possidilities and responsible parents work very hard at not
neglacting other children in their great concern tor thelr newest and ilf Infant.
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following are some quotations from the interviews. Mrs. Russell talked about the ract
that her son, Denisl, was in the intensiue care unit and in isolation. The hospltel wouid
oniy altow one perent et ¢ time with the chiid. This madez it impossible for the entire
family to be togethér on speciel occasions such as Christmas and birthdays. Rsked how
they hendled the situstion she seld:

*ie traded off. One of us would stey with Margaret whiie the other went to the
hospite!, end then we'd trede off. One of us would bundle Margaret up and carry
her over end we'd meet in the fot*y and trade off so that Daniel wasn't left alone
sither.®

Mrs. Russell went on 18 sey thet when he wes finelly discharged to thelr home, it
heiped Denlet & greet dee! 1o be eround his sister. “Being able to bs with & sibling,
especielly someone his ege, Is the kind of motiuetion and the kind of therapy thet you
could not buy In the hospitet.®

‘They get slong greet,’ she continued. “They'ro reaily closs. They hug each other and
they fight just ilke normael ki¢s do, but they eiso protect each other.

‘Margeret is very sensitive about Danlel. About six months ago, Daniel's airway
obstructed et home end it wes very upsetting for us because he aimost died right here
while we were trying to get the eambulance here and get him to the haspltal..Marjaret
has tg be e pert of thet too. And | think she understends It.

“Sie pleys thet she tekes her beers t¢ the hospitel end that thelr trech is broken and
ttey have to heve on IV In. We hed to get her her own suction equipment so that she
coJidpiey with her dolly thet wey, so that we ~ould keep her away from Danlel because
she wented to help teke cere of him, too.*

™Mrs. Reckeweg offersd this perspective: °The first nine months or so | lived at the
hospital. The only time | feft was to come home every other day to get clothes and
then go back to the hospitel. Then | reslized the damage and the harm that | was doing
to nur other son. And | came to the conclusion that | couid not spend every weking
moment with Jeff, that | was going to have to spend some time with Andy, our other
son.”

When asked about how having Jeff home has affected Andy, she responded:

1t has actually been much, much better for Andy. He's been 8 much happier child
since Jeff's been home, besically, becsuse I'm home with him ful) time whereas
tshen Jeff was in the hospitel, | was with Jeff aimost alf the time. It's real hard
when you have two children to decide which one that you're going to be with and
| wes very torn beceuse | wes sort of playing favorites towards Jeff. That is not
what | Intended but sort of what turned out.®

D. HAVING R CHAONICALLY ILL CHILD STRAINS FRIENDSHIPS

The support of friends is generally both welcome and valuabie in times of crisis. The
Intervlewers, therefore, asked family members caring for 8 chronlcaliy 1l <hlld about
the support they received from their friends.

The consensus of opinlon Is thet friends continue 0 proulde support, but that It Is very
difficult to sustain friendships beceause the femily Is going through the crisis does not
heve the time or the energy needed to nurture and keep the friendship allve,
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Typically, families going through e crisis with s technology-dependent child will seek
out support groups of fem’iles with similer probiems. This allows the pertles to com-
municete sbout common probisms, to nrrovide esch other sncoursgemant, support and
good sdvice drewn from relsvent sxperiance.

Mrs. Russell provided thiv perspactive:
‘We heve hed % esteb”  “riorities. Our priorities heuw been our kids, our
merriefes end our job 'r hes the job end getting Scott (her husband}
through his degres t in the mi1die of when eil of tols heppened to us.

‘We drepped the gerden. We stopirat working on the houss. We stopped doing
housswerk. We got to t.e peint wrers we seid thet we cen't sustain our
frisndships. 1f we den't have ohy time to surseives or any privecy to ourselves,
we con't afford to ge out with our frisnds.

*And your friends hevs to gc en. And | knotw they lsve us snd thay cere for us, but
their lives go on sven though our iives re different. It is very diffecult o
understend. It i3 & very unusuai situstion end it tekes so much snergy to explein.
itis so complicsted susir to exnpisin his condition. | heve telked to other mothers
thraugh Children’s Hospitel and they all sey the seme thing. When someone asks
you how your child Is doing, you den't know whet tg sey becwuse thers are so
meny different ways of looking et it. Arter e whiie you stop trying. You Just say;
Fine. Evarything is okey right now.*

Mr. Russell added these thoughts: °You cen't really shere something this intense and es
rompliceted...so there's only e limited extent to which we're sbis to get supgort from
friends.

‘Ws reslly don't went to stress our friendships by making this the only thing we relate
to our i{riends sbout end st the same time, our energy for meinteining friendships hes
gone very low.*

P. THE NRPPIEST MOMENT FOR FAMILIES:
BRINGING THE CHILD HOME

There wos simost unsnimity of opinior, among the families intervlewer as to the best
perl or heppiest moments essocleted with the cere of their technology dependent or
disabled child. They sll agrend thet the best of times was when they were finally
permittead to teke their chiid out of the hospital. most of them snswered the question
of whet had been the best time for their familles since their child's birth by simpiy
saying, ‘Bringing him hcme.*

®. MQZT BIFFiCULT MOMENTS INVOLUE REALTH CRRE CRIS!S OF
THE CHILD AND REFUSRL OF THIRD PHATIES TO PAY FOR CARE

In the course of the intervisws, poerents were ssked, *what Is the most difficult part of
having e technology dependent child*? The general consensus was thet it Involved o
crisis facing tne chlld. Typicel of the responses was that of Mrs. Young, who answered:
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*When It first happened, not knowing from day to uay If he wes going to meke it
threugh,®

Mrs. Mature enswsred in elmost identical language:
*When he gets real sick 8nd we do not think that he is going to make i’

Mrs. Oaks sald the worst time wes the “first week with all the surgeries, being told
that there were things wrong with your baby, and sitting In the welting room not
knowing ushet the results wiil be”,

Mrs. Reckeweg, like other mothers, had to learn to liue with frequent episodes where
her child, Jeffrey, just stops breathing., Her particular worst moment, she sald. wes
when Jeffrey went Into respiratory and cardlac errest. °“We worked on him for half en
hour; he wes unconsclous for 45 minutes. And we didn't know If We were going to be
able to bring Jeffrey beck; whether he was going to be severely brain damaged or what
was going to heppen,*

Mrs. Clery seld the worst time wes "having to lesve him every night at the hospital-.

Mrs. Russell mentloned the same kinds of experiences. but said that even worse were
the frustreting moments Wwhen they iearned thet Insurence aor Mediceid or some other
entity would not pey £~r 0anny’s cers as had been promised.

This same point wes extended by several parents who notad thet there are s0 many
berriers pleced to keep them from receiving the home care they need. The failure of
government or insurence to provide financlal support ranked very high on everyone's
fist of worst moments.

A, AEHOSPITALIZATION HAS NEGP(IUE EFFECTS ON CHILDREN

Both medicsl experis and parents were In strong agreement that chiidren, even very
young children heue o pretty good understanding of the difference between being home
snd In the hospital, The child's preference simost unlversally s to be at home with the
meximum degree of freedom that his or her disability will allow. Rehospitalizetion
generally means the child wilt become depressed.

Ms. Welnstock of Childrans' Hospital put It this wey:

*lJe hsve examples 0. chlldren who when they are rehospitalized with o recurrent
probsem will regres: In thelr development, become withdrewn and depressed. And
once these children jo home again, we have seen them return to normel, eating,
develoning and Interacting with people-.

M3, Lierman, siso of Chiidrens' Hospital, described o little boy nemed findrew whose
reaction to the hospital was to keep his eyes tightly shut. She said that the event wes
so traumatic that even after he returned home, he would not look at enyone. “He
would keep his eyes closed all the time, and it would take about a week of him feeling
safe and secure before he would finally start to open his eyes.*

Pr. Finnegan was asked what wouid be the effect of rehospitelizing his petient, young
Denny Russel. He responded:
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*If wculd be disasterous, espacislly et this point for Oenny now that he heas
becoms sttached to the home. It would creale a depressed child who, in fact,
mey syen withdrew from the world,*

S. THE NZED FOR RESPITE CARE

Trere waes @ strong consensus emong those Interviewed sbout the need for respite
Lt re. Whet Is respite? 1t Is en Intervel of rest, resief from the source of dally
responsibiiities In cering for en il or disedled person st homa.

The ceragivers who waere interviswaed il telked sbout the snormous stress pleced upon
them which often pushed them ta the point of burnout. Ceragiuers unenimously testi-
flad thet with relief in the form of e few hours or days swaey, they were refreshed and
once sgein sble to cerry the many burdens essocleted with cere of e chronicelly dis-
ebled chiid.

Ms. Lisrmen of Childrens'Hospits! In Weshington, DC, mede tha point thet for want of
respite cere, chitdren wind up being placed in hospiteis end nursing homaes.

Or. Kettrick pointed eut thet Chiidrans’ Hospitsl In Philsdeiphie offers respite care which
allows femilies te edmit their children for e couple of deys, but he edds, femiliies
‘prefer te gt thelr respite care at homa. They will sither take their children with them
on their helidegs or they will errange for nurscs to cere for them st home when they go
off on holideys.*

Or. Finnagen agreed, seying, *une of the biggest things that you can prouide with your
support personnsi Is respite care. There are many waeys thet this support cen comae. It
mey not cost enything. It mey be es simple es heuing 8 network of voluntesrs who can
help sech other out.®

For the Osks femily, the pressure of wetching e child 24 hours o ¢ey would be
unbeerable. Heuing e nurse in the home to watch the child ot night time allows the
family the most importent form of respite - & good night's sieep. Mrs. Oaks taiked
ebout the impoertence of this. ‘Thers is no wey for more than one or two days In o row
| can handis the responsibility 24 nours sround the clock. One night without sieep.
gatting up end wetching her el night. end | em gone.*

Mrs, Russali seid thet her famliy hes nursing 12 hours e dey, eight hours e day while the
child end the femily siseps. °‘There is no wey that we could safely take care of Oanlel
st home without thet.’ The other four hours of nursing care, she said, prouides the
femlily wth respits, sllows them time to go shopping, run errands, pay the blils, and
parheps susn heue & few minutes slons.

Mrs. Fischer sgrees, ‘We just need e bresk from this day to dey, year sfter year
responsibliity of heuing them constentiy in the other room.*

Stephen Brown's mother, Dlens Flaming, telked about snother form of respite: nurses
with e uen squipped with e lift who uolunteer to trensport and cere for Stephen when
he goes to moules, concerts or beseball gsmes. The point is that the children
themseluss, perticuleriy as they grow oider, ere In need of a break. They welcome the
opportunity to go on en outing, but their disabliity sometimes means that they must be
dependent upon others to do so.
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T. THE NEED FOR EDUCTTIUN QF CHILDREN AT HOME

fnother impertent peint mede by many perents is the need to work with and help edu-
cete children while they ere et home. “eny ~f t/.sse fragi'» children heve spent one or
more of their formetive Yeers in the hospitir. As tauld de eupected, their development
wes therefore hindered. This mekes it 8./ ("e mare Impocrtent thet femily members
work with ‘the children, Jlving them svery passibie apportunity to grow end deveiop
both mentally end Physicelly.

family members oxp '3ssed the Importence of eiposing the child to new exnperiences,
telking {o the child while dressing or fesding them end/or pleying with the chilg, it
wes suggested thet some femilies become aver-piotective of thelr chiid out of feer.
thus Inhibiting the chiid's growth end development. R proper bslence between freedom
end supervision must be resched.

Once the children reech school ege, family members recommend thet svery effort be
mads to send them to pub ;¢ schools where they cen be treated 8s much as possibie like
other chiidren. Medicel experts. such es Dr. Kettrick, belisve strongly thet society must
put mors monsy *into devslopments! nd educetions! cere of children who had chronic
cisesses.®

Or. Shebino seld thot his community wes fortunete snough te heve the school district
provide sducetion In the home o3 Well as In the school setting for thess spaclel
children.

Ketle Beckett end Erin Shennon both attend public schoolis. Clesssmetes have been
educated as to thelr special problams. end sre generally very eccepting of their
colleagues. Clessmetes somatimaes essist in the cere of fragile chiidren. in some cases.
sither the perent or e nurse must sccompeny the child to schoul ssery dey. Someone
needs to be on hend In cese there is en emergency. As Keren Shennon notes:

"Not only ere wae Erin's nurse while we are there. but we are also a heiper. We're
also en elde. So wWe ere en extre pair of hands for the teacher, which has proven
to be very, very beneficiel.*

Clearty. there is @ consensus thet if these spezisl children are ever to reach their full
potentiat, they must heve educetion first from their parents in thelr own homes and
fater from their perents end the pubiic school system,
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U. THE NEEO TO EOUCATE MEDICAL/NURSING PERSONNEL

There wes o conssnsus of those interviewed as to the need to educate physicians and
nurses ss to the specliel needs of technology dependent children. Some of those
interview ¢ suggested thet this education should be exntended to all members of the
caring professions from soclsl workers to physiclans. It was suggested that these
fragile childran nesd s wide array of heslth care and supportive services. Those who
provide the cers must de sducated ss to the special needs oi this petient poputation.

for exempis, Dr. Kettrick of Childrens’ Hospitel in Phlisdelphis wes ssked: How dn we
educate tha heslth cere community? He responded:

‘Thet Is difficult. We struggic with that In Maternsl and Child Health. But | quess |
would say, set the monsy eside 10 heve--there sre established mechanisms for
educeting people, heslth cers professionsis end femilles. We just need to use the
sHisting chennels. And sducetion meterisis can be disseminsted through the
medicel schools, through the sub-<gecislity tralning progrems In pediatrics, anc in
sil of the yerious pedistric sub-speclielities, and they can be passed through the
verious stote sgencies thet teke cers of, cr facllitate the cere of children with
chronic diseasss. 7o me the mechenisms for dissemination sre thers. The channels
are there. Whet we have not done Is to put the Informetion in the hopper in the
beginning. And the only area where we assume thet good sducetion is available,
and | don't beiieve thet It Is svailebie, Is in the medicat schools. The basic curri~
culum for medicet students does not emphasize chronic dissese, does not empha-
size the fact that much of what these Individusls wllf be sventuslly asked to
prouide care for, Is the chronic diseased patient populetion. And we do need good
education programs in the medical schools. They do not exist.”

U. THE NEED T0 EDUCATE THE PUBLIC AND THE CONGRESS

There was unanimity of opinion among those interviewed as to the importence of
educoating the public to the plight of technoiogy dependent children and the pressures
placed upon their fomiiiss.

1t wos a consensus of opinion that the probiem cf large numbers of dependent infants
wos so new os {o have sscaped the notice of the pubiic generally oand of the Congress in
particular.

Those who were interviewed expressed the opinion that if the pubiic just understood
the current dilemma, thay wouid exert political pressure on their elected representa-
tives to Institute reforms. It is the generai feeling among the group that this issue 1s
one of common sense. It has only to be expiained in order to win publiic support.

The group decried th. iack of stories on television and In the printed press. Increased
media otiention, it is belleved, will iead to rapid reform.

The lack of educstion siso extended to families who might have a child with birth
dcfects or other problems but not know how to go about obtaining the care they need.
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Or. Finnagen seid thet peopie ased to know thers is an siternetive to kesping their fre-
glle children In o hospltel. He seid thet recognition of this fact was slowly coming, dbut
thet people for the most pert do not see homae cere as a pisble alrernstive. °To put it
simply, yes, there Is. Public sducstion Is neaded.’

Mrs. Bechschmidt said, °I think thet peopie in our situstion ere misinformed. Unless
they have somesns to tell them certein svenues to teks, s lot of kids go to nursing
homes beceuse RO one told them thet they could teke this child hoine. No one told them
thet there wes o wey te fight the system.*®

Or. Kettrick spoke of the importence of sduceting the Congress. °l think u's have to
terget those peopis. There e-e @ lot of people efter them se they...retrest into thelr
shells. But ] think we heve {0 go efter them end sducets them on s personsl lsvel.®

. THE NEFD FOR PEDIATRIC HOSPICE

Thers wes & censensus smong those interviewed thet pedietric hespice programs
should be crested or snpended. Hospice Involves 8 coordineted progrem of palilstive
end supportive services for s terminelly il person end his or her femily. In hospice
cere, pein and symptem contrel is glven top priority. Every effart is mede to help the
petlients live lire te Its fullest. Hosplce sesrvices usuelly ere sffered through e
physiclan-directed interdisciplinery teem. Following the persen’s desth, berssvement
care cnd foHow up services ere provided 1o the femlly to help them through the crisis.

Those interviswad pointed out thet there srs hospice benefits susliabis to the siderly
under Madicers, but thet thers Is no perallel hospice program for children.

R. WOME CRRE IS SIGNIFICANTLY MDRE COST EFFECTIVE
THAN COMPARABLE HOSPITAL CARE

According to ell of those Interviswed, In their exparience, homs cars services have
proven less costly then comperebis cere in @ hospitel. Everyons sgreed, howsver, that
cost affactiveness should not be the centrel criterion which determines whether or not
8 chlld Is returned to his or her femily. The primery determinent should be the best
interest of the child. By either stenderd, home cers was the clesr winner with familiss.

Or. Shebino seid, *In our snperience end In everyone's axperiencs, |t ends up being
cheaper to kesp thess kids st home.*

Or. Hartline seld: “We find thet moving tne child or the p. tient Into the home coste
about 20%, 25%, 33% of meybe sven 40% of whet  would cost to kesp the seme child
in the hospit~l snvironment. If we could resily be sure that the only petients thet were
moved were the ones who would stey In the hospitel enyhow, then the money that you
would seve would be odvious.*

Or. Hirsch seid, "Not only is it so much better for the family to able 10 teks care of the
child at homs with essistance, it Is aiso exnceedingly more cost effeclive, sometimes by
o factor of ten.’




Or. Kettrick from Chiidrens’ Hospital in Philedelphia said thut “care can be provided in
the home et @ cost of 1/4 12 1/3 of whet the hospital costs would be.* He added that,
“the home can be just es safe and perhaps safer than the hospitsl.®

Among those interviswed, the aversge cost of ccre at hame, wsas 1/4 of the cost of
comparabla cars ia tha hospltei. The highest cost reletive to hospitaicere was reported
by Mrs. fischar whose daughter's care suerages sbout $74,000 or roughly haif of the
cost of comparsble hospital costs. 0n the low’ end of the spectrum, Mrs. Miller reported
thet the cost of caring for her chiid et home wes 1/18 of the cost of $18,000 monthly
hospital costs.

Mrs. Reckeweg raported thet home cere costs run about $14,000 & month or less than
1/4 0f the $60,000 monthly costs of comperable stey in o hospital.

Ms. Liermen from Childrans’ Hospitel reported thet in genersi, home care costs were
1/4 that of hospitsl cere for the seme child. Mrs. Berclift's chlld ren up & $1 miilion
hospltal bili In the first 18 months of his life, end is cered for at home for 1/4 of the
monthly costs.

Mrs. Kusseli reports thet Denny costs $60,000 a yeer to care for at home, while hospital
costs renge from $300,000 to $400,000. In their experience home cers costs less then
1/5 the cost of & comparabis hospitsi stay.

Rs is noled aboue, there is e clear consensus on the Issus of cost effectiveness among
the femilles end medicel professionels Interviewed. Their actusl expeniance which mey
be described es enecdotal, Is aiso well buttressed by objective studies which ere
reportad in another section of this report.

Y. DRMGERS OF HOME CARE

Family members and medical professionais both discussed & number of dangers
associoted wiin pediatric home core. The first anu foremost of these was the obility 1o
respond In @ medicel emergency.

“There is nothing to guerantse that the children will not have some medical emergency
athome*, Or. Shabino ssid, “just as they might here in the hospital. There is @ risk. but
what we are Judging hera Is the risk of the disaster happening at home, which we take
every effort 1o minimize, versus whet we see 2s a Iremendous beneflt of having the
kids at home. And that far outweighs the risk of it.*

Mrs. Russell seid: “Everybody is optimistic about home care, and it's possidble but 1|
think It is fooilsh to try to tell parents that they ought to do this on their own. I think
thet's dengerous to the children.” Mrs. Russell wes concerned that the states and third
porty payors will simply discharge the chronlcally il children from the hospital into the
home end custody of the parents without prouviding the parents with the necessory
support they need.

Or. Purdy agreed seying: “le may see a push to get ¢ll of these children home. I think
thet is going to be a problem unless we reaily train the parents and screen the children
and really make sure that this is the right program for them.*

Saveral perents and medical professionsis stressed the importance of being able to

admit the chlid to the hospital when this was necessary. Both groups were woary of o
policy which took on overtones of “dumping® with the primary goal of saving money.

62




207

All parties agras thet the indiuidual nesds of the patient must b2 svaluated on s day to
doy basis and afforts must be made to prouide care requisite to those needs in the
laast restrictive snvironmant.

Anothar comcarn axpressad by ssversi familles wes the prodiem of untrained or
unprofassieas! aurses, sides, or tharapists. Both the Buckhoitz femily snd the Shannon
family talked sbaut unhappy sxpariences they have had with cereglvars who sither did
not kesp sppointments or wha wers not adaguataly treined tg do their job. Thers iyas
ot {anst an= repart af 8 famiig bringing suit ageinst an aide for unprofessionsl conduct
which thay say ied ts the daath of their chiid.

A raistad paint is that tha coets of ebteining nursing cars In the hcmse through o
licansad sgency is quits axpensive. It is only s fraction of the cost 0~ 3 comparable
stay in 8 haspitsl ar & aursing homa, but it Is stili anpensive. Homs heaith agencles
which participsts in the Madicars program, for axsmpis, must mast s long Hst of rigid
critarfe. The fact thet the agency Is responsibdie for the training snd the supsruision of
its workars is imprtant, as it ralates ta quality of cers. But such training end
supervisien aise cests monsy. As s result, soms familiss haue adbtainad the sarvices of
“indepandant contractors® who have no affilistion with & homs hasith sgancy. They do
s0 in hapaes of saving mensy. Unfortunateiy, they cen be sssuming unwaentad risks If
the individus!s in quastien have insdaquats suparvision or training.

Unfartunately, tod, soms stetas aiso contract with individust providers ss o way to
prassrve stets funds. Statas thamsalvas hirs such indepandsnt contractors becauss
this faction spsres them the responsibllity of paying unamplogmant and other benefits.
Morsovar, if an individusi Is svar susd end poor cars is sllaged, thae stats cen try to
weik sway from liability by seying the person was not s state amployes, but an
indepandant contractor. Soma stetes have gons 30 far as to hirs such peaple and
maintein thet the inflrm ciient Is the employer aven though the state pays sii the bills
diractly from tha state traasury.

The problam of indepandent contractors clearly is ons which must be addressed. The
need for spacisl minimum training programs for nursing personnel who work with
chronlically il children is also spperant.

2. ADDICE TO OTHER FAMILIES:
FIGHT FOA HOME CARE

Ouring the courss of tha interviews, familles with chronically ill or severely disabled
children wers ssked what aduice they would houe for others similarly situated. The
responsas were unanimous: fight for home care and bring the child home from the
hospital.

Mr3. Jones said: “If the child can come home from the hospital, | would tell them, get
home cora.”

Mrs. Reckewag soid she would aduise families *to fight for homae care 100% because it
Is vary, very wellworth the effort; It is worth every ounce of energy that you put into
these kids, to sea them grow; to ses them deuelog to their fullest potentisl.”

Mrs. Moture sald: “itis real tough at {irst and to reslly stick with It, things do work
out and it becomes sasier as time goes on. Just stand up for what they think is right
for their chiid and do not et snyone change it.*
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Mrs. Daks seid her advice would be: *Not to give up and just to keep on getting through
the rough stuff becsuse it gets better. There is light at the end of the tunnel, byt you
could not heve told me that the first month. The first week, your whole worid is
coming to en end. e first Wesk, | never imagined getting to the point where she'd be
homs and |'d be sble to cere for her. find it is a grest feeling to know thet we can take
care of her sad she's ours egein.’

Mrs. and Mrs., Sechschmidt enswerc J: "Don’t fose feith in yourself or in the good Lord
sbove. Fight! Just don't teks no for en enswer. Knock cn every door...}f someons
$8ys 1o, find out why. If |t doesn’'t seem correct, go higher end higher. | spent eight
hours e dey on the phone teiking to people end sending out thousends of {etters.:

Mrs. Buckhaltz said: “You cennot be & voics on the telephens or s signeture on a
letter. It Just dessn't werk. You've got to parscneiize your ettempt to get home cere
for your chiid. We hed ts ses peopis face to fecs and des! with them. Without e jetter
of medicel necessity from e resourceful physicien, you cen't do snythlng. vou've got
to heue thet. vou've got to get the potwaers thet be together te decide thet it is better
to heve the child et home, mare cost effective tc heus the child et homs then it is to
kesp the chiid in the hospitsl.®

Or. Kettrick joined In the sbovse, but edded the edvice thet perents should *make
contects with legisietors on e stete jevel that wiil effect chengs.®
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Ui, THE FUNDING ROADBLOCK

At ¢ June, 1985 hearing before the Senste Committee on Labor and Human
Resources, Committes Cheirmen Orrin Hetch (R-UT) esked the mothers of three chron-
lcatly it chiidrem whet the singie greetest obstecis was to bringing their chiidren bome
an¢ cering for them In thet setting. All thres - mothers from thres different states -
geue the seme snswer: funding. All three toid the Senete Committes thet the need for
legistative ection in this sphere wes peramount. Senetor Hetch concluded, “It js
spparent thet we do need to bring our legisletiue enactments Into the modern world.
Into the high-tech waorid, snd to help these kids.*

The story told by these perents wes not new. Renking mincrity member (now
Chelrmen) Senstor Edwerd Kennedy (3-MA) ecknowledged thet °{it] hes been toid to
the Congress for Yyesrs..Yeu heus reminded us egein end, quite frenkly, you ought to
kesp spesking of this issue until we ere going to de something sbout it.” il'hat, then, is
the problem, end why hesn't semething been done sbout it? The only discernable
sxpisnetion for this fellure of public policy eppeers to b2 ignorence of the dimensions
of the probiem end the benefits erising out of its resolution. Simply, thet third party
psyjors, pubiic end privets, heue felied to edjust their reimbursement mechenisms
suffizientiy to teke the home cere optien Into eccount.

In-hospitel cere is extreordinerily sxpensiue. Costs of $1,600 psr dey or more are
not unusueli In the cere end trestment of ventiistor-dependent end other hendicapped
children. Privete insursnce is Juickiy exheusted, often during the child's initie) stay In
the hospitel.

Then comes the harshast resilty. Just when medice! sclence hes made It possible
to bring meny chronicelly ili chiidren home to thelr famlilies, the femilies discouer that
nelther their privete hesith insurence ner eny gouernment-funded medical eld couers
the cost o/ home cere services for them, despite the fact that those seruices may be
aualleble for just e frection of the cost of In-hospitei cere.

The story of Kstie Seckett Is fliustrative of how the payor's fallure (in this case
Medicald) to keep pece with sdusnces in medicel sclence con iiteraliy force porents to
keep their chiidren in hospitels rether than dring them home, suen though home care is
less expensiue end suen though home cere promises o potentlial for greater recouery In
many ceses.

Katie Beckett wes torn on Merch 9, 1378, In Cedsr Rapids, iowa. Rithough she
wes premeture and weighed only two pounds, three sunces at birth, Katie Initialiy had
few medicel problems. Rfter forty-eight hours, she no longer needed an oxygen hood.
and her devslopment wes such thet she was relessed to go home on May 6. She was o
‘normel® beby es fer es enyone could ses. Howeuer, by September 1, Katie was back In
the hosplitel, suffering, it wes leter discouered, from virai encephatitis. On September
2, Ketie espireted, end seuers respiretory distress complicated an siready serlous
iiness.

Ketis mede significent, suen mirsculous, progress in ouercoming the horrifying
after-effects of uirei encephelitis. Finelly, dcotors .nformed the Becketts that they
could bring Ketie home. Thelr suphoris turned to sadness and bitter dissppointment,
though, when they reslized thet by bringing Katie back to the famlly, they cut
themselues off from the Mediceid benefits necessery to pay for Katle's hesith care.

Under Medicald regulations, when @ member of a famlly is separated from the

famlly for e period of time, tha Indiuidusl's eligibllity for Suppiemental Security income
{$S1) assistance is considered on the basis of his or her Individual circumstences with-
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out reference to family income or resources. Katie spent a year and e haif in the
hospital fighting ageinst her disesse; thus, she became ellglble for government
assistance to pey for her hospital costs of spprouimaetely $12,003 per month. However,
when Ketis wes resdy to come home, she wes once agein, for purposes of SS|
eligibliity, desmed to hsve access to her family's income. Even though the cost of
cering for Ketis at homs was $2,000 per month - one-sikth what It cost to keep her in
the hospltal - It wes e cost the government would not bear. Katie's parents elther had
to find some wey to efford $24,000 ® year In home hecith cere, or they hed to keep
thelr doughter in the hospltal.

The regulations which hampered Kotle's return to her famlly were called
“hidebound® by President Resgen, and Mr. end Mrs. Beckett waged & long end difficult
war to overcome them. Inltially, they met with follure end disappolntment everywhece
they turned for help. They hed exhousted sll lifetime mejor medical coverage on thelr
Blue Cross/Blue Shisid pten. They were faced with the prospect of dire finsnclsl straits,
including bankruptcy, since the neture of Katie's Iliness would inevitably require her to
return to the hospitel setting for treatment. As Mrs. Beck2tt toid e Senste Committee
in :983, °A child with & wonderful potential for o full tife at the ege of thrae yesrs was
left with no heslth insurence coverage. This shows the glant gap between govern-
mental snd privets Insurance coverage thet Is left bacouse legisistion hes not kept up
with me jor medical technology.”

The Becketts sought help from the Bureau of Medical Socis! Seruices after s
caseworker ot the soclal security office explained that “his hends were tied” and “rules
were rules.” The Bursou explelned to the Becketts thet they could apply for an
“exception to policy,” but no one from lowe hed ever received one. Ketie's parents
tried to obtaln privete fundiny, too, but each time. they met with e negetive response.
Crippled Children, the Keart Fund, end the March of Oimes all told the Becketts thet
spart from losning equipment, they couid be of no help because Ketie did not fit into
their guldeiines for grants to ald research and education.

Finelly, In Sune, 1981, Mr. and ~irs. Beckett sought the help of their Congressmon,
Tom Teuke. Teuke’s office gave support to their application for an exception to policy,
since the pressures of budget cuts made It unlikely thet s privete bill would alter the
prohibitive reguistions. The pracess took months. In contact efter contact with the
appropriste stete agencies, the Becketts were forced to reflue the brushes with death
they had encountered during Katle's long end difficult convelescence. The frustration
and snulety jevels endured by the Becketts ran high.

Congressman Touke sent the Becketts' case to then-Secretary Richerd Schweiker
of the Oepartment of Heslth and Human Services, but on November 4, 1981, he received
8 letter rejecting the request for an exception to oolicy. Tauke, undaunted, turned to
Ulce President Bush. Through his, President Recgan's, and Secretary Schwelkers
intervention, Katis was able to return home. In the ten months preceding her
December, 1981 hospital discharge, Medlcald pald hospltal claims averaging $13,100 per
month. in the thirteen months after she went home, Mediceid paid an sverage of just
over $3,57" per month. This figure includes $21,000 for five inpatient hospitel stays.
Ouring hes octual time ot home, Ka‘ie's Medicald bills were sbout $2,000 per month.

The Katle Beckett cose resui‘ed In the pessage of Section 134 of the Tax Equity
ond Fiscal Responsibility Rct (TEFRR), effective October 1, 1982. Under the provision,
known s the “Kotle Beckett Walver,” states were given the option of meaking S|
payments to disabled chlldren 18 yeers of age or younger cored for at home. The
specifics of the provision are set forth fater in this report.
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fis for Kat e herself, she Improved remarkably. Serious llinesses become less and
less fraquent sfter tha initial discharge. She begen preschocl, where peer pressure
worked for her in 8 vary positive woy. She developed ot a rate far beyond anyone's
previous sxupsctations. While It was once thought that Katie would have to sign to
communicete, that Is no longer the case. In foct, her exposure to other children In 0
{sarning situstion haiped her to the point where, by her fifth birthdey, her vocabulery
sbliity tested out st an sverage of seven years and her [evel of unde. standing ot that
of e sin-yeer-old.

Katia Backatl's succass story Is the product of many coordineted efforts. Speech
therspists, physicsl tharspists, respirstory therspists, school officlsis, pyschologists,
socislogists, end suppilesrs wers sl committed to helping her grow. Ketls, In turn,
demonstrated thet tachnology dependent children con end should do very normal
growing, perticuleriy when they have the opportunity to do so in the environment of
homa and family. in short, they should be slicwed the opportunities this soclety seeks
to offer any humen baing.

Other childrsn haye shown similar successes; the stories of a few of them appeor
throughout this report. There Is 8 clear message coming from these stories, and the
maessage le that children hevs an smazing resiliency to seriovs medice! conditions when
they ers In tha supportive environment of home and femily. In and of itself, this
messags transiates into @ mandate for a greoter allocation of funds for the home core
siternative. But there Is snother port of the message, too. That is that in case after
cese, home cers Is iess costly.

Yat the Becketts snd ethar "smiliss like them hevs found thst fadarsl
pragrams ta prouida acensmic sssistencs often hinder rether then heip them
in thelr afforts te dring s chroalcally il child home. The problam Is twofold.
First, there has bean s fallura ts commit e sufficisnt Proportion of the
netion's hesith cers dslisr ta padistric homs cers. Second, the monsy theat
13 svasilabla ta cars far chranicsiiy il children and for thoss who hasve been
disabled thraugh accidents s mot dispansad thraugh e singls, coordinsted
program that wauld waniry sligibllity critarie and help minimize the number
of uncovarad childrem end ceses. Ultimeataly, the funding problem demands o
comprabansive and srganized affort. (n the meantime, famiiles must seek
out limitad funds frem sny af s number of federsl or faderal/stets progroms
for which they may ar mey not qualify, depending on the program, thelr
child’'s disability, thelr income, end sven whers they live.

Thers ars four ms jor sources of government funds for pediatric horae care: (1)
Medicold (Title HiH of the Social Security ict); (2) the Moternal and Child Heolth Services
Block Grent (Title U); (3) Block Grents to Stetes for Sociel Services (Title HH); and (4) the
Civiiian Heelth end Medical Program of the Uniformed Services (CHAMPUS). Each of
these sources hes a different focus. In some Instances, the programs may overiap In
terms of the children covered. However, in Mmany more Instances, there are huge gops
between the programs, with the result that overwhelming nuvmbers of chronically Il
children foll to get any public assistance at oll.

1. _Medicaid

Medicaid is 8 health Insurance program for the poor. Eligibllity avtematiceily
extends to persons entitled to benefits under the fild to Fomilles with Dependent
Children (RFOC) program. Most states oiso extend eligibllity to all aged, blind, ond dis -
abled Individuals who get Supplemental Security Income (SS1) cash assistence. Becouse
Medicald Is jointly funded by the Federal government and the indlvidual stotes {which
have the responsibliity for administering the program), there is state-by-stete verie-
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tion of services offered and of persons considered eligible beyond these “categorically
needy” Individuals.

In addition to the categoricaliy needy, individusis whose medical bills effectively
render them poor (*medicaliy needy") ars ~ligible for benefits in 30 states and the
Oistrict of Columbia.

In those states linking categoricai eligibllity io §S| payments (states heve the
option of using other criter:a specified in Titie RIR), chroniceily il children would be
potertisily eligible under the disabled category. To qualify for SSI, the 1 1dividunl must
be disabled and must not hsve access to income and resources b:yond certain
established isvels. By law, the income and resources of parents or spouses are deemed
sualiable to that indivldual if they ere living In the some household. Howeuer, if the
Individual has been institutionalized for at least one month, he or she is no longer
considered to be living In the househoid. Thus, the relatives’ - in this case, the parents’
- income and resources do not figure into the eligibllity determination.

Tha concept that a famiiy's resources are unavaliable to an indlvidusi
after one month of Iastitutionalization has undoubtediy allowed many
chronicaily 4§ children, wiho would not otharwise quality for Medicald
beneflits, to racelus hospital services without requiring taeir parents to
spend down to tha poverty lina. tronicsify, ths concept also dictates
contiaued Institutionalizatisn for meny children who otherwise couid and
should hava bean at home for the raason that onca st home, they are
viewad as having access to family resources which, though sufficiant to
keep that family above povarty, are woafully insufficlent to cover the costs
of care.

Pedistric home care Is not 8 benefit which the states are required to provide,
though they must offer It if they cover pedistric nursing home care. In turn, if the
states do provide pedlatric home care (and, according to the 1983 med:coaid date book
put together by the Gepartment of Kealth and Humoen Services [RHS], all but one state
does), they must make certaln minimum services susilable under the program. These
services include home nursing uisits, medical equipment, supplles, and, as a resuit of
Pub.L. 99-453 (1986), case management and home respirstory care.

There is enormous vartation In the degree of home services coverage from state
to state becouse each is giuen the option of prouviding (or not prouviding) additionet!
services. For example, home shift nursing is an optional service. As of 1983, 30 states
elected not to provide It. Additionsily, there is variation in degree of coverage among
required services. Ail states covering home services under Medicaid must offer
Intermittent nursing, but the number of covered visits veried in 1983 from S0 to 300
visits per year.

A study of heaith care expenditures for children with chronic ilinesses published in
1985 reported that Mediceaid covered oniy about 60 percent of disabied children befow
the poverty line. It also conciuded that "“for parents of modest Income with 8 chron-
ically ill chiid, it clearly puys to live in some stetes and not others.” fccording to the
report,

State veriations In Medicaid coverage for disabied chiidren are
‘arge, renging from coverage for 10.4 percent of disobled
children In families of all incomes in Nevads to 5{.2 percent in
the District of Cotumbia. For the low-income disabled, the renge
is even greater. from 20.5 percent agein in Nevedo to 86.2
percent in New Yeork. These varietions in eligibility ond coverage
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represent the situstion prior to the 1981 Medicald amendments.
Changes in Medlicaid and state fiscal strain have ied to reduces
eligibility in many states. [Builer, ef, al,. °*Hesith Care
Expenditures for Chiidren with Chronic llinesses,* in Hobbs and
Parrin (ads.),

(San Francisco, 1985), p.840]

in sddition to noting the wide variance In coverage from state to state, the
asuthors of the study conciudad thet thers were serfous gaps In privete and public
Insurance coversge and service access for meny famiiies, especialiiy those who are
near-poor or poor, but not Mediceid or $Si-eligible.

Statas have four ways under the curent Medicald system to expand efigibility end
covered services for chroniceliy lil chiidren who are sble to recelve care ot home.
Thase four ways ars: (1) individusl (*Katie Backett’) waivers; (2) Section 2176 home
and community-besed waivers; (3) Section 2176 mode! home and community-based
walvers; and (4) smsndments to tha state’s Medicaid plan.

rs: Individusi, or *Katie Beckett® waivers were developed
in 1982. The Dapartment of Hasith » °J Human Servicas accepted appiications for such
walvers for 8 pariod of two and one-hslf yeers, from Junas, 1582 through Gecember,
1984, although soma spplications waere still baing scted upon in 1986. Once it recelved
sn applicatien from @ state Madicaid agency, an HHS Interdepartmental review board
decided whathar or not to apply the usual $S§ deeming rules to the individusi case in
question. In ordsr to wslve thoss rviss, tha board has o concluds that If thas individual
recelvad home care, there would he 8 consequant reduction in Mediceid expenditures
snd that the quelity of care would be at least 83 good as what was avaiisbie in an
institution.

If 8 walver was granted, it remained In effect untll the individusl elther no longer
met $Si's disabiiity definition, the family's income dropped beiow (he S$SI or state
;upplementsl! standard, or the Individual turned 19 and qualified for Medicaid ond $Si as
an adult.

Rs set forth in the Federsl Register, 47 FR 24274, the *Katle 8eckett® woiver was
meeont to fill the gaps while states either amended their Medicaid plans or applied for
2176 wesivers. it prouided indiuldusls who qualified for only the regular Medicald
servicas of thet stats. Thus, If a state did not have homa care benefits, the Indlviduail
walver option was difficult to use absant other avallsble sources of home care benefit
financing.

: Section 2176 of the Cmnidbus Budget Reconciliation Rct of
1981 (Pub.L. 97-35) suthorizes states to finenca hom2 or community-based non-
institutionsi services, other than room and board, In lleu of nursing home care for
specific targat populations. Only Medicsld recipients who would otherwise reguire
institutionalization in 8 skiiled nursing facliity (SNF) or intermediate care facllity (ICF)
or who would require continued hospltalizetion, SNF or ICF care because of ventilator
dependency sre eligible for services under the waiver. (See Pub.L. 99-272 [1986)).
Among those services which s state may request are case management, homemaker-
home hesith side servicas, parsonsl care, adult day heaith, nurs!~g, medicai suppiies
and equipment, habllitation services, respite care, and others.

The state epplying for e 2176 walver must meet certain rejuirements. One of
these is o showing thet, under the walver, the average per cupite expenditure esti-
mated by the state In any fiscal yesr does not exceed the average per capits expendl-
ture that the state reasonably estimates wouid have been snade in that same yeeor
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without the walvor. The state uses o prescribed formuls, set forth at 20 CFR 441,303,
to make this showing.

The state retalns flexibllity under the 2176 woiver program for determining
eligibility for participation. For example, It need not operate I{s pisn on o statzwide
besis. It may also establish limits on the amount, durstion, and scope of serpices
aroulded to reziplants of the waluer as compored to services mode ousilable to
Medicaid reciciants generally. The state may, in adcition, set a per caplte celling on the
totei cost of sach recipient's care and may esteblish & cost-sharing requirement fo,
Indiuluuals ligible for Madicaid solely by ulrture of their Institutionalization. 9nce the
state has determined Its eilglbllity criteria for the 2176 program, all indluidusls who
opply for it and maet those critaria must be accepted untll & projected limit Is atteined.

HHS grants 2176 waluers for home and community-based services for an Inltial
term of three yeers. Prior to ensctment of the Consolidated omnibus Budget Reconcli-
iation Act of 1985, waluers were renewsble for an additionsl three yeers unless the
state had not complied with the estobiished program requirements. Under the COBRA
Amendments, waluars expiring during the year beginniny September 3@, 1985, could be
extended for one to fiue yaars. In addition, starting September 30, 1986, weluers could
be extr.nded for an sdditional flue-yeor period.

: Because of the long and detoiled applicetion process for
2176 waluers, the Health Care Financing Rdministration (HC<R) developed o “model*
waiuer. Its purpose, according to the State Medicald Monual, was to assist states in
using the 2176 waluer program to suold unnecessary institutionallzetion and reduce
eHperses, :

States may use the model waluer for disabled chiidren {and aduits) who would
otherwise be Ineligible for Medicaid while living ot home because of the $SI deeming
rules. Under the model walucr, o state must offer at leost one home and community-
besed service In addition to those seruices slready inzluded in the stete's Medicaid
plan.

Rll stotutory and regulatory requirements spplicable to the regulsr 2176 program
also apply to the model woluer. In oddition, states are limited to & total of up to S0
coses per model request. To couer larger numbers of recipients, & state must either use
the regular progrom or submit an acditions! mode! request. Riso, unlike the reguier
2176 program (which relies on per capita calculations), a state using the model may
admit only those eligible Indluiduals whose estimated home care costs are below the
estimated costs of Institutionalization.

Model waiuers allow 8 state to work with a targeted group of the disabled
population on & s-nall scale. This scale makes It possible for the state to demonstrate
cose-by-case sauings, but it also means thet @ state must apply for more then one
model wailuer In order to adequately serve a disabled populetion of eny size. Rs of
July 31, 1986, ninstesn mods! wealuars in fourtssn stetes had been grantrd
to sarve cblidren. Howasuar, suan In thoss states which haue model waeiluvers,
many chlldran who could benafit from home care are uynable to obteln it.
For example, the stats of Georgis bos s model weluer to assist yentilator-
dependant children, but only three of the meny who meet the eligiblity
criterla haus been accepted Inte ths program. Scores of others remain In
hospitals, unable to get sufficlent funds to go home.

The woluer system presents the additionsl problem of compounding an slready

stressful situation with bureaucratic red tepe that discoursges all but the most
persistent of parents. For examplie, Jenny Kruse, 8 nesr-drowning victim, wes brought
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home from the hospital by her parents. Her home care costs were 33% below her
hospitalization costs, but were still higher than the Kruses could efford out-of-pocket.
The Kruses wers told by both the Minnesota end federal HHS offices thet they would
qualify for o *Ketie Beckett® welver snd/or 21 ¢§, 8 welver for chronically Il children.
HHS Informed Senators Laxalt snd Boschwlitz that Jenny had been approved for funding,
but when the Kruses celled to conflrm, they were told that thelr applications were still
pending, sithough they hed been on flle for months.

Jenny's mather, Dene, told a Senste committee later that:

The reems of rules end regulstions is so mind boggling and
discoursging that unless you become determined to sort your
way through the maze, you give up...If we choose to
Institutionsalize Jenny, the stete would pay for her care and all
releted medicel costs end equipment. Because we choose to
kaep her home, we heve to constently battie for financial help
thet Is ot the vory lesst degrading end often humlllating.

fmandments to State Medicald Plan: Under Pub.L. 97-248, 8 state may
amend its Medliceid plen to provide reguler Medicald coverage to dissbled chlldren aged
elghteen or under who live ot home and who, because of $SI deeming rules, would
otherwlise be ¢ligible for Mediceld only iIf institutionelized. As with the medel walver
program, ¢ stete must determine that the cost of home care for sach child Is less than
It would be In en institution. The state must siso determine thet home cere Is
appropriste for esch child. RAll children mesting the state's eligibliity criteria must be
sliowed to perticipete, but the state may discontinue the program & sany time.
Ritheugh this epproech saves the state the cumbersome process of applying for e
uelver, it sllows for provision only for reguiar Medicald coverage. Thus, If a state has
little in the way of home care beneflts, the amendment wili do little to assist pediatric
pstients.

2. Tte 8

finother source of federal funding Is Title U of the Soclal Sacurity Act, the Materne!
and Child Hee’th Services Block Grant, 42 USC Sec. 701 et, seg.. Amendment by the
Omnlbus Aeconclliation Act of 1981, P.L. 9735, Title U suthorizes the appropristion of
funds for consolideted heelth programs, Including services for maternal end chlld health
and for crippled children. Title U also allocates funds for the purpose of ensbling the
Secretary of HHS to provide for Speclie! Projects of Reglonel end Natlonal Significance
(SPRANS). Broadly spesking, these SPAANS grants focus either on training personnel for
hesith care and related services for mothers and children or on research relating to
maternsl sng child health services or crippled children's services.

The Title U block grant gives esch state considerable leewsy with respect to how
its sllotment of monles wlill be spent. A 1984 study by the General Accounting Office
(6A0) suggests that the stetes heve used this fiexibility In program spending to
incresse expenditures for crippled chlldren's services and/or to expsnd upon the
services offered.

Originally, the Crippled Chlidren’s Services progrem was directed to children with
orthopedic hendicaps. However, state programs have extended their concerns to
physically disabled, sensory Impelred, developmentally delayed and chronlically il
children and thelr famllles, according to Dr. Ulnce Hutchins, the Director of Maternat and
Chiid Health of the Health Resources and Services Administration, HHS. The GAO reported
thet crippied children's s.ervices are oftimes provided on a fee-for-seruices besis
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through state heaith agencies and physicians. Screening, diagnosis, surgical and other
corrective procedures, hospitalization and aftercare, as well as speech, hearing, vision,
and psychological care, are among the services offered, said the study. In addltion,
some stotes have directed funds to case management programs.

Crippled chlidren's services programs appear to be largely clinic-based, but some
limited home care services are also avallable. SPAANS funds uvsere also used in three
states, lllinols, Loulsiana, and Maryland to develop systems of regionalized care
focusing on ventllator-dependent children.

These grants focused on the transfzr of chlidren from institutional settings to
home settings through the use of multidisciplinary teams. All three projects empha-
sized the need to develop ard sustain s community-based supprct network. In
Maryland, tha project combined local, state, and reglional organizations to create o
private, not-for-profit entity to facilitate the discharge of ventilator-dependent chiid-
ren to their parents or guardians for care at home. Loulslana's program Is based at the
Chlldren's Hospital of New Orleans. 1t creates an aduisory council consisting of third
perty payors, stata and community sgencies, and parents, and focuses extensively on

tralning of the careglvar who will have primary responsiblity for the child transferred
from an Institutional setting.

in lllinols, 8 non-profit orgenization coordinates the establishment of a reglonal
system for facllitating the transfer of hospitalized ventilator-dependent children to o
non-institutionsl setting. The {llinols project promotes development of medical, nurs~
Ing service, casa mansgement, financlai, equipment, family home care, community
involuement, and hospital discharge plans. R SPAANS grant siso went to the Universliy
of Chicago to study the financial and psychosoclal impact on families of caring for thelr
ventllator-depend2nt children at home and to determine whether the three state
programs could be used as models In other communlities with other types of chronically
Il or disabled children.

1._Title #H

Title RX of the Soclal Security Rct, 42 USC Sec. 1397, et seq., authorizes block
grants to the states for various soclal services. The states are encouraged to target
programs which, among other things: prevent or remedy neglect or abuse of children
unsble to pretect their own Interests; preserve or reunite families; prevent or reduce
inappropriata Institut.onal care by provlding for community-besed and/or home-based
care; secure referral or admission for institutional care when other forms of care are
Inappropriate. Homemaker-home health aide and transportation services sre among
those which may be provided under Title H{ to supplement medical services furnished
through Medicaid.

4. _CHAMPUS

The Clulilan Health and Medical Program of the Uniformed Services (CHRMPUS) pays
for care for dependents of active and retired military personnel when thet care cannot
be obtained In a military hospital. However, CHAMPUS does not pay for “custodial core.”
Thet term Is defined to Include care given to anyone who Is physically disabled when
the disabllity is expected to continue end be prolonged. It also Includes care to
someone requiring assistance In aclivities of dally living, care to someone requiring a
monitored or controlled environment, and care to someone who Is not under active and
specific medical, surgical, or psychiatriz treatment which will reduce his/her disablility
to the point where the individual can “unci‘on outside of the manitored or controlied
environment.
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Many chronlcally il chlldren or padletric accident victims fall within
the definltion c¢r *custodisl care® bacause their disablilties sre of continuing
durstion. in those ceasas, CRAMPUS pays only minimal home care benefits.
fdditionslly, the Depertment of Defense, which administers CHAMPUS, wlil
not pey for custodisl cers sven whan it is rendered in & hospital. [n other
words, If s milltery hospitel aterminas that it will no ionger provide care
to & chraniceily ill or dissbiad chlid, thet chlid snd his/her femiiy must seek
cars In the commuuity becsuss CHAMPUS will nut pay for It either.

CHAMPUS will pay for some equipment and supplies used In the hame, including
nutrition and resplratory equipment. Handicappped dependents may be entitled to
benefits under CHAMPUS’s Program for the Handicapped, but only afier they have
demonstrated on inabllity to odtsin services from other public programs. Benefits
under the Program are capped at $1,000 per month. Home cere, suppiies and
equipment, ana physical, occupati inal, and sp2ech therapy services are covered, but
shift skilled nursing is not.

? S. Private Sources

Varicus public and private charitics exist which address the nec’~ of some
portions of the pedlatric poy:iation. The Juvenii> Olabetes Foundation and the Muscular
Oystrophy Associstion ef Arierica are two of the better known organizations that heip
to fili the funding void. Obviously, however, the impact of these organizations is
limited. Chiidren with disorders which do not fit within the charitles' criteria will still
have to look to other sources of assistance.

The primery source of funding for pediatric home care In the private sector Is
insurance. fAccording to the Current Popuiation Survey, U.s. Census, March, 1984, Just
over sinty-four percent of children aged zero to twelve had some form of private
heaith insurance. Such Insurance may he the resuit either of the family's direct
purchase, or, more likely, it may be furnished through an employer-sponsored group
heaith pian.

The presence or absence of private insurance appears to he geared largely to
income status of the family. The survey showed thet race hos less to do with the
probabliity of coverage than doas ihe maritsl status of the mother, with children of
single mathers balng more likely to be uncovered by private Insurance than thelr
counterparts with two parents.

Of course, the ahsence of private health insurance does not automatically mean
there is no coverage for children; they may recelve benefits under Medicald or one of
the othar government programs dis-ussed above. However, it is llkely that anywhere
from seven to ten miilion children have no hesith Insurance of any kind.

it may also be steted with relative certainty that chroniccliy il children are less
likely, on sverage, to hove private health tnsurance than chlidren without any limita-
tlons In thair delly sctivities. Thare sre ssvearal logical raasons for this assumption.
First, many employer-sponsored group pians (the prime source of private Insurance)
exclude pre 2xisting vonditio.s. Second, meny policles have (ifetime caps which are
easlly and rapidly excendad by the chroniceily ill or severaly disabled child. Finally, the
poilcies may simply not cover the particular conditions involved.

Adequecy of Insurance coverage Is another Issue, assuming that the chiid Is
covered by privete Insurance. Seversl factors in the policy itseif are Important In
assessing the extent of the family's potential exposure: {i) the deduct:ble amount; (2)
the co-insurance rate {l.e., how much of the covered services ‘nust the family pay
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for?); (3) catastrophic stop-loss on out-of-pocket expenses (l.e., a cap on the family's
out-of-pocket payments); (4) coverage limits {elther annual, per episode or lifetime);
and (S) limits on covered services,

Several studies, including one published In 1985 by the Bureau of Labor Statistics
(BLS) of the Department of Labor, suggest that the Isrge majority of plans have overall
plan masimums. The BLS study, for example, found eighty-two percent of covered
employees in 1984 were subjer? to such masimum amounts. Between fifty-two
percent and fifty-seven percent of covered employees had lifetime maximums of
$500,000 or less, an amount Quickly dissipated by the medical expenses of a chronicatly
i child with acute eplsodes.

The BL3 study revealed that, of the covered employees sampled, seventy-six
percent hed a stop-loss catastrophic limit. However, where the beneficiary Is a
chronically ill child or one severely Impaired by accident, the existence of that |imit
only protects ageinst financiel chaos In the short-term. Becsuse the Insurance policy
most likely has a jifetime benefit limit, the famliy caring for such a child over a period
of years mey inevitably face financial crisis except in those rare cases where its assets
are virtually unlimited.

About fifty percent of emplioyses coverad in the BLS study had no home
core benefits. Even whers such benefits were provided, most pians head
{imits on the number of visits coversd. A report by Bius Cross/Blue Shieid
revealsd ® medisn Iimit of ninety visits per year with only seven plans
covering at lesst two visits per week.

ihere plans do cover home hesith care, there are aiso some gaps In services
provided. The Blue Cross/Blue Shleld study reported that all such plans covered physical
therapy, but only seventy-eight percent covered respiratory therapy: a significant hole
in coverag 10 someone with cystic fibrosis, for example. None of the Blue Cross/Biue
Shieid plans in the report covered houriy ("shift") nursing as a regular home heaith care
benefit.

Even when o family has private Insurance, there is no guarantee that the benefits
might someday change, leaving the family in a nightmare situation they could never
have imagined. That is precisely what happened to the Fischers of Grand Aapids,
Michigan.

The youngest of the famlily's sin chlldren, Katherine, was born with a genetic
defect called Trisomy 18. S$he does not hear or speak or turn over in her bed. she
suffers from heart, kidney, and Intestinal ailments, and Is prone to selzures. Her
condition requires long-term catastrophic care, and her recurring deteriorating heert
fallure demands constant skilfed nursing assessment,

Beginning in 1976, the Fischers were insured under the Postmesters Benefit Plan,
available through Mr. Fischer's employment with the U.S. Postal Service and under-
written by Prudential. This pian was the most comprehensive one avallable to the
Fischers. It covered up to 364 doys per year for care In an acute care facliity or an
extended core facility. Prior to 1983, the plan also covered the majority of expenses
incurred for home care. Specifically, the plan paid for eighty percent of the cost
incurred up to the first $10,000 and one-hundred percent of amounts in excess of
$10,000.

In 1983, the plan changed its benefits for private duty nursing In the home by
placing a $10,000 yearly cap on benefits. The benefits for institutional care did not
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change. Rlong with other insured families, the Fischers got a one-yecr waiver on
imposition of the $10,000 limit, but It went Into effect in 1984,

Until the time of the change, the Fischars had handled Katherine's care them selves
because they wented snd ware sbis to do so. But chen, just as they reached v point |
whars they nesdsd to Invoke the benafits of thelr Insurance pien, those benefits were |
altersd. Ketharins's madical condition worsened that year, snd she was hospitilized
twice In the feil. Her second hospitelizetion lestad six weeks, and she twas dischorged
on Chirstmaes Eve s & hospice petient.

At thet time, Keterine's doctor didn't axpact her to llve more than s few months.
The Fischers waented to keep her st home, but her weskenad condition demanded more
cars then they couid provide sions. After ell those ysers when they didn't use the
benefits sveiieble to them now, when thay reaily needesd tham, they hod to contend
with e $10,000 cep. Ths monsy waes gone by eariy Moy, snd it lasted that fong only
because the Fischars provided virtuslly sl of the cers themssives. They recsived 150
hours of crisis intervention nursing through i-ilchigen's Crippied Children’s Program, but
that expired the first wesk of June. They sppiied for s modsl homs snd community-
besed waiver, but were rejected by ths stete’s Departmant of Sociei Services becaue
Katherine was Madiceid-ellgibie and becsuse the cost of he. Ime cere would nat be
less eupel)ulln to th. state than Institutional cars (since thet was covered by private
insurance).

in July, 1984, the Fischers temporerily hed to rehospitelize their daughter
becsuse the strein pleced on them by providing 24-hour cers wes compromising her
medics! condition. They didn't want to put her back in en Institution, but they had no
cholce. in ihe mesntims, they requested support from svery sgency snd every officlal
they couid think of. They waers sventusily eble to get $19,000 from s state mental
health welver by virtus of Ketherine's mentesi disability. That waes only s partial
solution. Until Prudentist finsily egreed In 1986 to walve the iimit on home care, the
Fischers wers feced with the consisnt emotionally and physicelly exhausting tasks of
caring for their desughter, conserving dwindling rasources, and rssssessing whether to
maintain her st home, with the possibllity of compromising her cars, or
reinstitutionalizing her. As Mrs. Fischer pointed out In testimony before Congressman
Clasude Pepper's Heaith Subcommittee of the House Select Committee on Rging, thelr
famlly hed dons everything they could to prepars for the future, but a change in
Insurance coverage wipsd out their efforts.

Legisletion introduced by Senators Kennedy and Hatch in the 99th Congress
addressed some of these insurance concerns. Thelr blll, tne “Riternatives to Hospitali-
zetlon for Medicsl Technoiogy Oependent Children Act of 1985,° S, 1793, was almed at
employee heeith benafit pisns that do not cover medical or other services necessary to
care a\ home for & child whoss life is dependent on medicsl technotogy. By virtue of
the Fmpioyee Retirement Incoms Security Act (ERISA), such plans are immune from
state legisiation. (Only sbout & dozen states require heslth insursnce companies
writing self~purchase plans to offer home hesith benefits.)

S. 1793 would have convened an Office of Technology Assessment (OTA) task force
charged with developing o model plan for coverage of pedlatric home care., The model
would specify services to be covered for the eligible population, which consisted of
children up to age 21 with @ medical condition requiring hospitelization for one month,
but for the provision of hame care, and who are eligible for inpatient hospital coverage
under an employee health benefit plan. The legisiation slso declared thet insurers
would not be required to make expenditures for home care greater then those for

75

E l{llc‘ﬁ-lslo 0 -

Aruitoxt provided by Eic:
-




G
5t

Rt
A

220

hospltal-based care and that they could piace no Iimit on total payments for home care
which was less than any IImit placed on payments for inpatient hospltal services.

S. 1793 mandated coverage of the type set forth In the model If, one year after
the OTA's recommendation, less than elghty percent of employee health benefit plans
offered simlisr bensfits. Other prouisions of the blll dealt with nonltering and with
authorization of $20 million to Title U agencles end other groups to develop community-
based serulces, training, and technical assistance programs.

The blil Introduced by Senators Xennedy and Hatch was obulously limited In scope;
It affected only tecnhology dependent chitdren with hosplitalizetion couerage through
an employee health plan. Still, it was o significant start In the right direction, and will
hopefully be revlved In the 100th Congress.

Seuerol states have developed pooling srrangements to Insure high-risk Indl-
ulduals, Including children, up to 8 maximum cost amount. Most states (forty-four as cf
1985) haue enscted legisistion to require gif group couerage policles to provide for care
of newborns. Prior to such legisietion, meny Insurence policles suspanded coversge for
the first two weeks of life while the Insurer determined whether to pay for potentlelly
catestrophlc neonstal cars. As of 1985, thirty states hed also passed laws which
prohlbit exclus’on of chronically Il or handicapped children from benefits when such
chlldren are born to parsnts covered by o family plan.

Some Insurance companies hisve also enplored siternatives to the current cover-
age gituation. One example Is the individual cCase Management (ICM) Progrem of the
Retna Insurence Compeny, Hartford, Connecticut.

Or. Thomes Culley, Medical Director of Retna's Employee Banefits Division, and
8arbara Matus, RN, Its Cost Containment Coordinator, reported to Foundaticn staff that
rising heaith care costs were the Impetus for crestion of the 1CM progrem, According
to Matus, “[iL]le were spending an awful lot of money, but not necessarily In the right
enulronment...\ls were, for years, hearing from physiclans who would Identify fess
costly siternstives, but we were so bound by the Insurance contract thet we wers not
able to do anything about those cases.” As o result, she sold, Retna developed the
Indlvidusl Case Mansgemsant Program In 1983 to identity alternatiues to uery costiy
methods of trestment or places of treatment.

nr. Culley explained thet:

[Tlhe trend that runs through most of these cases Is that there
are a significant number of pzople who are In need of
hospltalizet'on becsuse they are In need of a certaln level of
nurslng care or becsuse they are In need of certain equipment
that Is traditionsily cueilable only In certain kinds of facilities.
But thelr progress Is such thet they are not In need of daily
changes of medications, care, to the extent that they need to
have o ot of physiclan input.

When the datlent reaches that point, where they are more or
less stabllized, they may be stobllized at a tevel requiring a
great deel of care, and even to the extent of being in the
Intensiue cere unit. But that care could be replicated In the
home In some Instances, in a less costly manner than in the
hosplital. There has to be the fact, though, that the care can be
replicated in the home. And It has to be acceptable to the physi-
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clan, to the pstient, to the smployer, and has to In no wey
decrease the quality of the care.

it is cases of this nsture that the iCM program seeks out. Aetns reulews the
insurence plen to ses if cousrage is prouided for such siternstives s home care. Even
If there is no covsrege sf thet typs, the ICM program wili pick cp the eppropriste care
costs by going sutside the Insurence contract itsslf. °*iWhet we ere besically doing,”
Cuiley pointed ott, *is siiowing the physicien snd hesith cars personnel to teil us what
sort of lsvei of care the pstient nesds, end then we cen modify ourssiues to meet the
pstisnt's needs, rether then heving to modify the cere to fit our predetermined plan.*

Matus indicetad thet the iCM progrem hendlisd spproximetely 600 ceses in 1985,

* Shs estimatad that helf of those involusd chiidren frcm birth to sighteen years of age.

' The nsture of cesss henoled showed considersbis yeristion: high risk infants, infants

born with respirstory difficuitiss sné other conganitel snomesliss, and teenage
quedrsplagics who were the ulctims of sccidents.

in one instancs, & six-month oid infant girl with 2ellweger's Syndrome and seizure
disorder had besn hospitaiized since birth. With spprouvei of the policyholder, Aetna’s 's
ICM program srranged for home cars snd for Deyment of non-cousred expenses for
training of home nursing personnsi, suppiiss, incressed electricity sxpenses resuiting
from uentiletor use, end home heeith side visits ouar end sboue the policy's 120 uisits-
per-yser meximum. ICM reportsd thet $20,000 per month wes ssued on this case by
svoiding inpstient hospitsi sxpensss.

fnother cese invoived & twelue-yesr old giri who spent two years in the hospitat
for trestment of cerebre! snsurism snd & brein tumor. Astne couersd her round-the-
clock nursing care st home st another 2 1ings of $20,000 per month. Ritogether, Culiey
snd Mstus sstimeted that the iCM progiam resulted In & $36 million reduction In costs
In 198S.

The bensfits of s fiexlbie priuste insurance program |ike iCM srs measured in
terms other then dellars. As Or. Culley pointad out, the pedistric populstion Is particu-~
iariy amensbis to sn spprosch of this type *simply becsuss the environment of the
home is so importent to the chiid end bacsuse...the child's chenging needs and the need
for the chenging snuirenment...cen be hindered by continued hospitelizetion.’

The sbulsus quastien s why other insuviance cerriers do not sdopt en
sppresch - like Astaa‘s if, In fact, the cost ssvings srs so dremstic. The
snswer is thet sthers, including Equitedis snd John Nencock, hsue dsueloped
simlier programs designed tes sweiusts siternstive cers piens. in the cese
of the Fischers, Prudantisl sise demenstreted & wlillingness to accept this
spprosch. But the insurence Industry, iike eny buresucrecy, is slow to
cheage, snd a plen such ss ICM requires sn sbendonment of traditions!
notions of the senctity of the insurence contrect. Howsuvsr, the euldence Is
thet such rs-susiustion of the stenc=rd insurence poilcy is forthcoming.
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Dit. ABRGUMENTS IN FAUOR QR HOME CARE,
INCLUDING COST EFFECTIDENESS

The principal inquiry in any snalysis of pediatric home care should be whether its
effectiveness Is equivaient or superior to care In alternative settings. Ultimately, our
national obligation is to pursue e healthcare policy that places the Interests of the
patient and his or her family above sll others.

Certalnly home care offers s number of sdvantages over institutional care. It can
reduce the risk of Infection by removing the child from an environment in which he or
she Is necessarily exposed to other disesses. In that respect, home care can actually
be sefer than care In the hospitsl. Home care also provides the child with e positive
environment which, In turn, promstes the healing process.

Home care obulously helps keep o family together. In so doing, It may help to
remove some of the stress otherwise borne by parents who must divide their attention
between en institutionslized child and hls or her siblings.

Home care has the potentiel for offering the chronically il or severely disabled
child an enhanced quality of life. It siso eppesrs to be a cost-effective aiternative In
the vast msjority of cases.

Still, home care is not elways going to be the sppropriste solution. Some patients
wlili require continuous monitoring, making s hospitel the most loglcal locus of care.
Others may be in 8 position to go home, but for o veriety of ressons their familles are
unable to provide proper csre and support. In some instances, patients who sre
alresdy st home may nexd rehospitalization during scute flare-ups or for trestment of
8 compounding condition. And there may be times when a brief return to a hospital,
skilled nursing facility, or intermediate care fracility is the only way to provide family
careglvers o respite from thelr responsibliities.

Any rationsl policy with respect to caring for these children must be formulated in
tuch s way as te permit institutionalizetion or reinstitutionalization when necessary to
maintain their heaith. Trensferring of these patients to the home setting should not be
8 one-way street. This meens thet o comprehensive system of funding must be
designed so thet the return to an Institutionsl setting, whether for s day or s month,
will not adversely impect on the patient’s eligibility for assistence either then, or when
the petient Is subsequently resdy to return home.

Despite these cavests, care in the least restrictive environment -- the
home -- should be the gos! whenever sppropriate. it Is the best solution for
keeping s family together, for providing s stimulsting environment for the
pediatric patient, sad for cresting the supporting snd loving stmosphers
that should be every chiid's birthright.

fibert Finstein College of Medicine-Brons Municipal
Hospital Study

in addition, home care may often be the best solution from a medical and
psychological standpoint. Scientific evidence In fsvor of one care elternative or the
otheris herd to come by; however, the best study to date, reported In the June, 1984
Issue of Padiafrics, concluded that pediatric home care made a positive difference for
children with 8 chronic iliness.
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The study wes performed in conjuuction with the Ribert Einstein College of
Medicine-Bronk Municlpal Hospital, Bronx, New York, end evaluated the Lospitai's
Pediatric Home Cere (PHC) Unit. According to Its authors, Dr. Ruth E. K. Stein and Or.
Dorattiy Jones Jessop, the study resuited from the fect the: “{alithough there has been
significent biomedicei reseerch gesred to prevention, treatment, end cure of specific
congitions, thers has been iittie research simed ot ameliorating the secondary ps':cho-
logical and socie! consequences of chronic chlidhood ilinesses end understanding the
psychologicel end sociai effects of aiternate forms of hesith care delivery.” {“Ooes
Pedliatric Home Cere Meke R Oifference For Children With Chronic iflnesses?*,
Pediatrics 73-845-53 (June, 1984)}

The PHC program provides comprehensive snd Integreted medical, psychologicai,
end socle! services for & wide range of chlidren with chronic liiness. it was organized
on the premise thet the concerns of familles with chronicelly 1li children crossed
specific diseese cetegories, end it seeks to Involve the femlly in taking responsibiiiiy
for Increesing espects of menegement and informed decision-meking with the health
care professionels. s.e PHC's services include monitoring of the petient, dellvery of
diract services, teeching of therepeutic programs to both famiiy end petient, coordina-
{lon services, petient edvocacy, heeith sducetion, end support. Care is administered by
on Interdiscipiinery teem consisting of e pediatrician, pediatric nurse practitioner, and
the patient's femily.

The resesrchers developed a pretest-posttest experimentel design for evaluation
under e grant from the Meternai end Child Health Crippled Chiidren Services Bivision of
HHS. Chlidren with diegnosticeity heterogeneous chronic physicat conditions were
essigned in rendom feshion either to the PHC program or to the standoerd core suvailable
through the hospitei. The resesrchers then obtelned date, through e series of struc-
tured interviews heid et specified intevais, which focused on: (1) setisfaction with care;
{2) chiid's psychologicel adjustment; (3) mother's psychistric symptoms; {4) impact of
the iliness on the family; and (5) child's functional status.

Ors. Stein end Jessop concluded that:

pedietric heme cere Is effective in improving the
satisfection of the femiiy with cere, in Improving the
chiid’'s psychoiogicel edjustment, end in lessening the
psychietric symptems of the mother. The functional
stetus ef the chiidren wes equeiiy weill meinteined In
both groups, end there wes ne significent difference in
the impect of the iiiness on the femiiy between the two
groups...Such @ home cere progrem cen be en effective
intervention for minimizing the socle! end psychoiogicai
consequences of chronic lilness. {1d.]

Clinicians’ Comments

There have been @ number of erticles in verious medical publications, including the

i in which cliniciens heve contended that home care is more

advantageous then Institutionai care for medically steble children. These articles have

expressed the beilefs of their authors thet children who ere cered for at home make

foster medicel end deveiopmental progress than their counterparts in hospitals. [$ze,

£.0,, Goldberg, £1.nl, “Home Care for Life-Supported Persons: An Approach to Program
Oevelopment,” Journal of Pediatrics 104:785-95 (May, 1984)]

These opinions in the literature were refiected time after time in Interviews of
pediatricians and other carcylvers conducted by Foundation staff. Dbuiousiy, the frame
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of reference Is partly subjective, Itis significant, thou
of opinion among experisnced members of the med'cal
treated numarous cases In both the home ond Instituti
Is the fact that many of these doctors had afso witness
by the same chiid when hs

gh, that there was a consistency
profession who had studied and
onal settings. Equaliy important

ed yramatic changes In progress
or she was moved from the hospital to the home.

fimong the comments made to Foundation steff during the course of this study
were the following:

[ [Wis duplicated this observation In every child thet we
have sent home, and that Is ihat you accelerate his
devalopment massively, not only their [sis.] development in
terms of Intellact and muscis and motor tene, but also
thelr medical status. And In most of these cases, the kids
have soms form of respirstory problem. The kids that we

have sent home, their respiratory stratus has Improved
markediy st home.

[ ] Chlidren do pettar at home. Their families do better, they
learn more, they seem to make more goins just by being In
8 homs snx»ironment. No matter how much you try to set
up the hospitel room, it Is never fike being at home.

[} {wle tad ons chird, ror Instance, who vary honestly hed a
very, very rocky newborn course. He was on s respirator
for a long time and finelly came off and went home dut

cama back In and then was In the hosplital for months and

Months snd months. And developmentally, he was not
doing well at a1,

This kid walks around the house, plays with his brother,
and | mean the developmentsl d!fference -~ and § -- you
know, somsone $8ys, "How do you know that was In the
home, that might have happened in the hosplitai?®

I don't pelieve it. I think thet the major Iingredient in that
child’'s getting petter was not Just the coincidence of time.
1 think It was the difference In the developmental and

psychologlcal environment that can only be produced by
the home.

[ [wihen you take the child and you bring him home,...ali of
sudden the responsiveness to those Initiatives start to

teke off. So we don't have the requisites for the develop -
Ing chlld in the hospital.

We have repeatediy demonst-ated with our kids that that

sort of nurturing Is much better In the home then It is In
the hospital setting,

[ ] {ulust o general phliosophical observation, and that is that
it seems & shame to waste the potentis! of children by
keeping them Igcked and bound to Institutions when, In
fact, we can put them in o home care seiting with their

families where both the family and chlid want to be, and
enhance thelr rec y.
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0 e have seversl children who heve different diseases, but
basically the same probiem, that being ventilator depen-
dent [children] who are in the honie setting. All of these
chlidren have made tremendous developmental gains since
they have bean home. They have picked up normal skiils
that chlidren learn, such as walking and so forth, which we
were unable to achievs here In the hospital and they have
echieved In the home setting. Rnd the reason for thet is
because of the normalcy of the home nurturing environ-
ment which we cannot duniicate here In the hospital
setting as much as wa try.

Now, in the case of Ryan, when he left the hospitsl here,
after being here for three years, {hel was not walking
without help, and he was not, did not have the motor skills
thet he hes now. His speech has markedly improved, and
all of these things have been learmed at home In the normal
heme environment.

Clinton Is another young men whe has multipie major
congenital problems and the one problem thet has made
him Lospital bound in the past Is, like Ryen, his respiratory
status. And Clinton also has baen home on the home
program, not as long as Ryan, but has done very well. And
he, Intellectually in part.cular, and to some extent In terms
of motor ski'ls, ha- made aduances far beyond what we
thought he wouwd.

[} Our experience Is that In terms of infection, In terms of
nutrition, and In terms of the child’'s development, Including
cognitive development, the home is & better place than the
hospital.

o [Tlhere is nothing you can do to this institution to make It
Into @ home. Now, we have tried to moake a step by doing
some speclal things. ile have a special area within our
nursery where our iong-term kids are kept. This is an area
thet has evolved, really by en Interest in our develop-
mentat specialists snd in the nurses, for trying to glue
these children an Infancy and chlidhood with thelr health
care in the background. But that still Is not home, and we
have found, virtually every time, when we have teken a
child and successfully were able to do the logistics of get-
ting home care arranged, that that chiid makes Incredible
adaptations into the home situetion, both physiologically
and, more Important, developmentally.

Lost Comparisens

The case for pedlatric home core Is best made In human terms, in the advantage
to the handicapped child and to his parents snd siblings of ® warm, personal, and
loving environment. Rs discussed elsewhere in this report, medical experts feel that
the child's prognosis Is improved when he or she con be cored for in the home. Not
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only does the physicai and emotionsi support that the family unit can provide halp to
relleve some of the stresses and strasin which necessarily resvit from a serlous
chronlic iliness, but It also appears to be the cese that the chiid's medical condition
sctually Improves In many Instences. The growth end development of Ketis Beckett,
for example, have sxcesded the most optimistic expectations. The chance she has had
to Interact with her perents and with othar children has contributed in no small
menasure to her mirecuious sdvences.

However, the adventage of homa care over hospital care cen be measured in
monetary terms s waell. Study efter study revesis that proper care con be afforded
the chronicaliy {Il child st home for & fraction of the cost of Institutionsl care. Katie
Beckett's transfer back to her home saved the government spproximately $10,000 o
month over the cost of treating her in the hospital. A few of the other documented
cose savings are set forth below:

A. Sonia §,

Sonle was ten years oid when sho wes struck by e cer while crossing s street
nesr her home 3 Indisnapotis, Indisna. An off-duty firemsn kept her alive by provid-
Ing artificist ventiiation at the scene of the sccident. Once she reached the hospitel,
Sonla wes seved by the racent advances in emeargency medicine, critical care, and
respiratory rehabliitetion. She suffered s complete sevarance of her spinal cord st
the level of C2, an Injury thet until Just o short time sgo, resulted in death. Sonie's
Injury teft her o quadripiegic who needs permanent total lifetime relloance upon e
ventliator.

institutional care for ventilator-dependent cord Injured persons is costly. An
elternative for care, particvlariy for children, is home care. In Sonle's csse, the cost
effectiveness of that option was dramatic.

During her eight months of hospits! care, Sonia's costs smounted to $291,411,
Once she was medcially stabilized In the hospitei, the monthiy costs ranged from
$22,000 to $34,000 - en avarage of $29,113 per month. At home, the costs far Sonla's
ceore during the first month was $19,921, refiecting sxpenses reiating to the purchase
of equipment gnd 24-hour privete duty nursing cere. For subsequent months,
expenses sveraged $5,201. This amount consisted of the rentsi of equipment, the
purchase of suppiles, fouﬂeon-hour-per-deg privete duty nursing costs, and related
transportation expenditures. The bottom line is thet for ou sight month pariod
cemparsbis to the iength ef Sonia's hospitel stay, home heeith costs were
$56,327, just ninsteen parcent of the totai hospitel costs. The sverage
monthly cost efter the first month of aquipmant purchess gnd services was
$5,201, sighteen parcent of the average monthly cost in the hospitei after
stabiitzetion.

B. Marvin 6.

Marvin Is a teenager llving In Oklahoma. When he was fifteen, he wos popping
wheelies on his bicycie - a common activity among fifteen-yeor old boys. Marvin,
though, fell and sustained a high spinal cord Injury. He was lert o quadriplegic, with
RO mouvement or sensation beiow his neck. Marvin Is aiso ynoble to bresathe on his
own.

He wes In the hospltel for eight months, during which time his medical bills
totalled $194,000. The State of Okishoma, throvgh Its Crippied Children's Services
program, peys for Maruin's supplies and equipment st 8 cost of about $200 per month.
First, though, his family of five, with en average monthly income of $1,100 must spend
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down $470 per month and must pay for sll out-of-pocket medica! expenses, His
nursing cere, If he wers to have the amount nseded 1o assist his femily to cere for
him, would cost approximately $800 per month. No program picks up those costs, The
absurd rasuit is thatl & combinstion of federsl and stats doliars covered
mora then $24,000 psr month sf institulional costs, but wiil pay oniy $200
per month to haip kesp Marvin at homs with his femily.

€. Rohert B,

Robert weas born In 1983. He suffers from a rore and severe form of muscular
dystrophy and reguires tha assistance of 8 ventilator to breathe.

Robert's i ther, Mike, Is In the U.S. Navy, and was stationed in Ulrginla when
Robert was born. Robert spent elght months at Children's Hospital of the King's
Oaughte:s in Norfolk. However, when his parents tslked te the hospltal In Octobar
1983 about the possibility of bringing Robert home, they were told thet nelther the
hospltel nor the State of Ulrginia had the necessary resources to ensble them to care
for their son properly. Mike and Angie 8. were forced to move their family to
Washington, D... where Robert could enter the home cere program at Children's
Hospital Natlonal Medical Center.

The military’s health Insurance program, CHRMPUS, psid for Robert's stay in the
hosplial Intensive care unit.

According to his mothar, Angis, the cost of this cere was $1,200 per
dsy, or $433,000 per year. in addition, physiclens’ costs in the hospltal
came to $18,000 par ysar: s totei of $456,000. Rabart's home care costs
were $57,500 par yesr, undar fiftsen percent of ths pricetsg for
hospltelizetion. Yat CHAMPUS ceppad home cers paymants st $1,000. not
snough to get Robart out of the hospitel.

0. Lauren €,

Lauren has & mal-absorption problem and Is dependent or. an Infusion pump for
her nutritional needs. Her famliy had to move twice before it found a state
{(Massachusetts) thot covered Lauren's care. While In the hosplial. Lauren's bills
sveraged $320,000 per year. Her home care cost is estimated st one-third thet
amount.

E._Baby Jones

Baby Joncs was born prematurely in Seit Lake City, Btah. She needed a ten-day
10 entibietic therapy treatment. The cost to Medicale for having this treatment
provided at home by a home hesith nurse on 8 twice-a-day basis would have been
obout $65 per day. However, Utah's Medicaid program specifically excluded twice-a-
day home health nursing cere and therefore refused to pay for the treatment at
home. Instead, the baby remalned in the hospital for the ten days at & cost of
between $150 and $300 per day.

E._Sally 6.

Sally was an eight-year old who went into a disbetic coma lasting for two
months. When she avakened, she was unable to move or speek. After four months of
t .spitellzation, Sally was discharged to her home. At that time, she wes totally bed-
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bound, with a feeding tube end a trecheostomy. The home care program, which began
the day of her discharge, Included speech, nursing, occupatlional and physics| therapy.

Fifteen months later, Sally had no feeding tube and was learning to feed herself.
She was alsc learning to speak ajl over again. #ed she remalned In the hospltal for
thet period, ber care would have cost $286,200. Her home cere for the fifteen months
cost a total of $22,162. More Important, the famlly relationships snd supports that
were possidle in the home environment could not hsve been reslized In the hospitsl.
Decpite those aduantages, sithough her Insiltutional costs would heve been com-
pietely covered, her home care agency had to subsidize some of the $22,162 yntll
Sally's family became Medicaid eligible.

fi. Mary T,

Mary suffered from muitiple problems, Including lung disorders. Her hospliteliza-
tion costs ot Children's Hospltal Natlonsl Medical Center In Washington, 0.C. sveraged
$62,463. Mer home care costs for the first four months aversged $1,500 per month
and dropped to $1,000 per month theresfter as her condition Improved.

H. _Katherine F,

Katherine has multiple Impairments, the result of o genetic abnormelity cailed
Trisomy 18, Following the deteriorstion of her condition In 1983, she wos hospitalized
several times. Her tast hospltshizetion wes at a dally cost of $392.55 excluding ancil-
lery services. Her daily rate In the Intensive care unit was $725 per dey. In contract,
the cost for home care nursing was $200 per day.

In additlon to these individual care comparisons, there have been a number of
Institutionel studles which also show home care to be cost-effective. The foliowing
summearies sre sxamples of these studlies.

I__ARRT Study

A twenty-state hospitsl surusy reisssed by ths Americen Rssociation
for Aespirstory Therspy (AAAT) in 1984 found thet Msdicars/Madicald srs
losing mililons ef do’ars snnuaiiy by not payiag for cere of ventiistor-
dspendent persons st home. The report of the AMAT (which repressnts the
nstion's 100,000 respiratory therspists snd tschniciens) found the sveresge
cost of cers for ventllator-dependent persons wes $270,830 per person per
year in o hospitel versus $21,192 per person per yeser at homs.

The ARRT survey identified 1,9v2 chronic ventlistor dependent patlents |;) twenty
states with 258 being Identified os being “medically able® to go home. Based on the
$250,000 per parson annuel sevings, RART estimated the snnusl savings for this grouy
alone would be $64.4 mitilon. They aiso estimsted that this group represents only
sbout half of the total ventilator-dependent population which Is medically alie to go
home. The survey defined a “chronic ventilstor-dependent patient® as one who
requires scme ventilator support within & 24-hour period for at |east 30 consecutive
days.

The sunirey aiso gove speclfic results on ventilator-dependent children oge 17 or
younger. 0f the 1,992 ~hronic ventilator-dependent patients Identified in 20 states,
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15.6 percent (or 310) were in the 17 or under age group. Of those, 91.6 percent (or
284) were hospltslized. And of those, 16.8 percent (or 48) were medically able to be
discharged from the hospital and appropriately cared for at home.

J. Massachusetts Study

A study of six famllies with children less than 18 yeers old was conducted In
Massachusetts In late 1980. in esch case, the chlld required uentiletor assictence for
ot least pert of the day end liued at home. Eech of the parents expressed their belief
that bringing the chiidren home from the hospitel had e beneficlal sffect on family
relations. The home cere costs renged from $1,000 to $75,000 per yeer per child, which
were fifty to ninety-flue percent lower than hospltal costs, which ranged from
$150,000 to $400,000 per year ner child.

K. children's Memorial Hospitel. Chicago

Or. Allen Goldberg of Chlldren's Memorial Hospltal In Chicego presented seueral
case studles of cost-effectiue home care for ::ntllator-dependent children at the
Surgeon Genersl's “Workshop on Chlldren with Hendicaps O Thelr Fomilies, Case
Example, The Uentllator-Oepandent Child® heid In Philedelphle In Oecember, 1982. The
results of those case studies are sat forth below:

1. Cese |

Patient 0.1, - ige et discharge - 3 years, 4 months
Conditlon: Partially uentilator-dependent

- 1 hour “free time*

- 35% onygen support
Olscherg - Osate: 9/10/79

Hospitel Cere Coz s
March 1, 1979 - Rugust 31, 1979
184 days (6 months)

Intensiue Cere $ 67,550
Pheinecy 990
Rediology 260
Leboretory 1,760
Central Supply 1,490
fesplratory Therany 65,190
Physicsl Therapy 2,450
Cardiology 30
Teke home drugs 20
Non-couered services — 260
TOTAL $110,000
$140.000 = $23,330/month
6 months

$140.000 =~ $760/dey
184 days

O
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Home Care Costs

January 1, 1981 - June 30, 1961

181 Oays (6 months)

Centrai Medical Suppily

Life Care
CMH
AAMED

Serton Research

Marie Lynch

TOTAL
42,070 =~
6 months

142,070
181 days

2. Cess i

$7,010/month

= $232/day

Patient H.5. - Age st discharge - 1 year
= ventiiator ot night
- diaphragmatic pacers during day
- No oxygen required

Oischarge Oate: 6/1/81
Hospital us. Home Care Costs
6 month Cost Comparison
Privets Insurance - Midwest

Hospital Costs
—19681

$189,250

182 days
$1,040/day
$31,540/month

Dr. Goidberg
intermadiste cere

time dropped to under $200.

has risen by

years, from sbout $400 per day t
to about $745 per dey for intarmediate care.
however, hed remained ot sbout $250

elso noted that in gernsrel, the cost of hospitsl acute or |
eighty~-four percent in the preceding five |
0 about $1,000 per dsy for scute care and |
The cost for care at home, 1‘

1
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1,560
2,930
4,390

870
—180

$ 42,070

Home Care Costs

$45,630

184 days
$250/day
$7,610/month |

per cay initlally after transfer and In
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1. Primary Children's Medical Center, Utah

in the spring of 1984, PCMC did o cost comparison study involving potients In the
hospital thet could benefit from pediatric home care services. The hospite! reviewed
patients from ai! service sreas of the hospital, Including Infont special care,
ventilator-depandent children, medical surgical petients, etc. The study concluded
thet third-pertp pegors combined, Including Mediceid, could ssve 8s much
ss $900,000 per ygeer in hospital sxpenses If thess childran were Involved
in home cers progrems.

M. lilinols Demonstration Proaram

During sn October, 1983 symposium on the ventilator-dependent child, George
Kouba, Executive Dirsctor of Chiidrens Home Health Network In filinols, discussed the
results of s stetewide demonstration project in conjunction with the Division of
Services for Crippied Children (State of 1ilinols), Children’s Memoria! Hospital (Chicago),
and La Reblde Children's Hospital (Chicago). The study ravesisd thet over @ four-
year periad, the Stete of iilinols seued more then $4 million treating ten
ventlistor-depsndent chiidren who returned home. Recording to Koubs, *These
savings are besed on the sssumption thet hospital Intensive care for a ventilator-
dependent chiid sveroge $30,000 per month, compared with $8,000 per month for
home cere.” IHinols stetistics and other dote collected by similar home core
Initiatives nationwide suggest *sbout s seventy-five percent drop in expenses when a
ventliator-dependent child is brought home,* Kouba sald.

N._Moryiand Uentilator Project

The Coordinsting Canter for Home and Community Care, inc. (CCHCC) reported
1986 sveraye hospitel costs of $1,000 per doy ($30,000 per month) for children who
are dep2ndent on ventilators and other respiratory supports. The estimated cost of
home care Tor these children wes $12,000 per month, including 24-hour nursing, oli
suppiies and aquipment, and silied theraples.

* = * =» * = = * * L ] * »

The sbhove-refersnced studies ars not sn sxhaustive acceount of the
c.mperisans thet hsve Ssen meds between in-hospital cerc snd cers In the
homs. They do, theugh, represent @ conscnsus af opinion that the hame
cors cption is ons which cen effer significent cost zaviags.

The drametic differences in cests ars dus In lsrge pert to over-
utllization of services in an institutionsi setting. For swminple, € chitd In 2
hospitel raceives 24-heur per day auriing coueisye. I thet chiid is in en
intensive cere unit, the cesvarags is ons-on-ons. Iin @ step-down unit, the
coveregs mey be ons-to-ty'~ or ons-to-thres. P home heoith nurse,
though, makes & wisit twe thres times o wesk meximum for a large

pacentege of pedietric * rs netlents. The wisit mey constitute
spyroximatelg one hour an cere. The cost differsnce between
three hours per week of ! cares and 24 huurs per dey seven doys &
week is obuious. And of . his comporison seys aothing about the
overhead costs of nuwijpilsi <« such ss room and bosrd, which sre

significantly lower In the home setting.
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Less odulous ere soms of the othar ressons why home cere Is more
cost effective then nstitutionel cers. The former rasuits in e decressed
number of rehospitelizetions, In decreesed tength of hospitaiizations, In
decressed insppropriste use of the emergency room, in the preuention of
complicetions of the primery diognosis, end Improved medicet complisnce.
These fectors, in turn, reduce the oversit cost.
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pitt, SERVICE COMPONENTS OF PEOIATRIC HOME CARE

fidvances in meadicel technology, coupled with the pending spplication of ORG's to
the pediatric community, hsve resulted In Increasing numbers of medically fraglle
children lssving hospitals sooner and sicker than ever bafors. Home cere is fast
becoming the chosen option for these children. Provision of cers In the home to
maediceliy fragiis children meximizes the child's potentisl for weli-being. The questions
thet challenge the heeith care community ere: to whet degree does pediatric home
care differ from the traditionsl home cere epprosch, snd to whet degree do our pubdlic
policies reflact thass n2eds? This country's pride In the provision of optimel cere to its
children is surpessad only by the unconditional positive vsiue it places on the femlily
unit. Pressruetion of the family 8s e vitel institution in Americen society Is paramount
amoung our netional priorities.

it Is for this reason thet we cannot efford to view pediatric home care with
tunnel vision. The traditional approsch to the provision of home cers must be expanded
when we look et pedistric home care. Fallure to recognize and foster the provision of
the muitiple service components of pediatric homes cere places the chlidren and femiiies
who couid benefit from home core ot risk. Home cere must be uiewed in its totality.
Physical, technicsl, economic, soclel, developmenta!, and educational needs must sll be
addressed to ensure that home cere is » vieble option.

For the madicsliy freglle, technology dependent child, the trensition from the
hospitel te the home cen be 8 complex tesk. The identificetion snd coordinstion of
community resources svellable to the child snd Cemily sre vitel in ensuring continuity of
quelity cere. The sveilebility snd quelity of such resources vary greatly. Many factors,
inciuding sconomics, politics, snd socletst attitudes, contribite to this di>-repancy.
Even programs which ere financed In pert by the federsi government, such as n.2diceid,
have eligibliity requirements thet very from stete to state. Such isck of continuity end
fragmen‘stion of services contribute to the aiready difficult task of coordinating home
care.

Recognition of o family's neads when caring for s medicelly fraglle child Is the
first step In assuring the provision of necessary services. Regerdiass of the strangths e
family may bring to e crisis situation, e child's hospitalization, home carse, and chronic
iliness constitute s highiy strassful situstion for both indlvidusis end the famlly. The
extraordinery demends on time, enargy, end finences, coupled Wwith the psychosocial
issues of cering for a medicelly fragile child, piace the entire family In e position of
vulnerabllity. To meximize the potentisl for the successful Implementation of home
care, public policles must refiect the need for long-term avallabllity of the following
comprehensive services:

f._Respite Core

Home care demands Intervention twenty-four hours a day, seven days a week.
Cering for children assisted by oxygen, apnea monitors, ventiletors, gastrostomy tubes,
tracheostomles and similer equipment is exhsusting and draining. These children aiso
require constant medical, emotional, therapeutic, and educstionel intervention. The toll
taken on families who fece such a challenge without help con be devastating.

Resplte care services, services which provide rellef cere to children and femilies,
are recognized by recipients of home care and professionsls in the fleid es an Integrel
part of comprehensive pediatric home care. However, throughout the country respite
cere services are fragmented, limited by populetion, end non-reimbursable by Medlceid
and/or third perty insurence. In Maryland, for example, respite cere is offered to
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fomilles for e meximum of two weeks and/or 140 ¢ ours per yesr. Peyment is besed on
o sliding scele. Eligibility requirements state thet 8 child must be developmentelly
disabled end raquire minime! medical Intervention. Ffor those children and familles
raquiring mors then two weeks per year of assistance, more then minimal medical
attention, snd/or heuing hmited financie! resources, such car- Is not suailable,

in Weshington, 0.C., Luthersn Soclsl Services prouides in-homs respite care to
famllies end chlidren [dentified as either st-risk for sbuse or who sctually have 8
history of sbuss. The program is supported by the Netional Councll on Child Abuse and
the Depsrtment of Humen Services. Madically fragile children sre therefore not eligible
unless the femliiy is ulswed ss potentielly or sctively sbusive. Also loceted In
Weshington, 0.C. is the Kennedy institute. This in-home respite care progrem services
developmentelly disebied chiidren snd adolescents. Chlidren raquiring medical
intervention ere not eiigibie. dnce again, the medicelly fraglie child end family are
faced with limitetions of service ousiiability which Increase rather then decrease o
fomliiy's levet of stress snd its consequent obllity to manege o child's care. The lock of
euallebllity of respite cere, inconsistent eligibility requirements, end (ittle to no
finenciet essistance contribute 1o o famiiy's frustration and stress.

The trend towerds home core for chronlicelly I children consists of a serles of
objectives: to help these chitdren moue to thelr homes or to snother *best® setting; 1o
maintain the child's medicel end soclel stabllity In this setting; end to focus on the
Interests ef the child end femily rether than on the interests of hesith professionals,
institutions, or third perty payors. Home care refers to the effort to place o child In the
least restrictive enuironment - thet is, where he or she con best deuelop while
recejuing direct cere from edequetely supported snd supportive caretakers, The least
restrictive setting mey siso be cost effective. This sequence of priorities must be
retained In the besic definition of home care. Public policy mvst siso recognize that
home cere is not siweys feesibis. Often there sre insdequete finencial resources,
environmentel deficlencies, emotions! considerstions, or sn Inebllity to provide
constent end consistent care of such s complex neture.

Rdditionelly, meny famiiles experiencing a crisis of one kind or enother, such as s
perent inuolusd in en suto sccident, the birth of 8 new sibling, or & desth In the family,
have no siternstive but to rehospitalize their child for the durstion of the crisis. This is
sls0 trus for famlilies who desire o femily vacetion or whe need o brief respite from the
stress of caring for a medically fraglle civio. Quality home care must address the needs
of home care reciplents in the context of s v2atinuum of care renging from Institution -
alization to care at home with minimel intervention.

L. Psuchosociol Interpention
Common responses to caring for e medically fraglie child include:
[] parental diseppointment, shame, or gullt
¢ parentsiresentment or anger

o overconcentration of attention on sick thz child resulting In
fatigue, depression, and family impoverishment
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[] distortion of famlly life with respect to where to five and
whet to do

[ sibling resentment
[J sibling grief end depressiun

Thess common, normel responses are further sxscerbeted by financia! and case
mensgement demends. Without the svellebility of professions! services to desi with
these Issuss, 8 child end femlily sre prons to seperstion, unmanegesbls stress, and
rehospiteiization. For the Inner city femliiy, the problem Is werse; sirssdy faced with
poor housing, unempioyment, Inaccassible trensportation, high-risk nsighborhoods, and
limited hesith resources, the presence of @ medicelly freglie chiid minus the necessery
support cen tip the sceles. Although It Is well documented thet the Intervention of o
treined socle!l work professions! can minimize the crisis by providing coordinstion, case
menesgement, and counseling, public policles do not ensurs the provision of such
sarvices.

In October, 1986, the New Jersey Stete Medicald Office released » memo to all
state sgencies administering the Mediceld program. Included was the following
statement:

Mediceld soclsi services mey not be covered under Medicald as a
home heslth ssruice becsuse they ere omitted from the
reguistion’s definition of home heelth servicaz. Therefore, they
mey net be bilied ss home hesith services. Moreover, to the
sxtent thet costs of madicel social services which ars not
ssperately bliled, but ere Included ss sdministrative costs, are
sttributeble to specific services to specific patients, they ealso
do not quelify for FFP.

Such interpretation is common netionwide. The effects of the restricted use of
soclal work intervention on the familles of medically fragile chlidren ore devastating.
Once sgain, the quastion that must be ssked is: to whaet degree do our nstional poticies
reflect our nationsl vslues snd priorities?

D. fducetion

The education of medically fraglls children Is 2 relatively new dsvelopment. fs
the growing populstion of technology depandent children approaches school age, we
are feced with chellenges and dilemmes. Historically, handicapped children heve been
sssured speclal sducstion privileges under Public Law 94-142. However, as currently
interprated, Pub.L. 94-142 doss not meet the specific medical nesds of many of these
children.

Handicepped chiidren sre those chlidren svsluated ss “mentally reterded, hard of
hesring, deof, speech impalirsd, visuslly handicepped, seriously emotionslly disturbed,
orthopedicelly impaired, other hasith Impseired, desf-bliind, multi-handicepped, or as
heving specific learning dissbllities, who becsuse of those Impalrments need special
education snd retated services.” °Other health Impsired® inciudes conditions which
adversely sffact a chlid's sducetions! performance. If s child’'s Impsirments do not
Interfere with the abliity to learn in & reguler classroom environment, that child Is not
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considerad to need special education. Because related services are defined as services
required to sssist e hendicepped chiid to benefit from speclal education, a child who
does not quaellfy for speciel sducaticn Is therefore ineligible for related services. Rs o
resuit, medicaliy fregile childrenp moy not meet the eligibllity requirements for P.t. 94-
142. These children, however, raquire extensive servicas in urder to participate in and
benafit from school.

One of thase services Is nursing. For example, consider s yentilator dependent
child who recelves sight to sixtean hours of deily nursing In ths homs. This servica Is
covered by Insurance. Entranca into 8 school progrem requires that nursing assistance
continue during school hours. Such coverage is rerely provided by insurance or
educsationsl policles. {Uhe then peys for the madical covarage necassery to silow the
child's participstion in @ school program? Or, consider s chiid racelving sight hours of
nursing care st night. The family has ssisctad this shift of aursing cere to allow
continued daytime employmant and nighttima rast. Entrance Into s school program
requires tha sddition of aight hours of nursing cers, yet the incresse Is not covered by
insuranca poilcies. The famliy is forced to assuma nighttims cere without support In
order to silow the child to enter 8 scheol program.

Therspy Is snothar sarvice the provision of which Is complicated by the nesds of
the mediceily fragila child. Therapy Is provided by school personnel to the extent that
it complles with 8 child's individusi Educatio.. srogram (1.£.P.). However, chronicaity Il
technology dependent chlidran heve iong-term madicel snd rehsbliitation needs
requiring dsily Intervention. Thess servicas sre rarely svaiisbie through the schooi
system. Continvation of home care tharapy is often danied once 8 chiid enters school
and Is no longer detarminad to bs homebound.

Consider the foilowing scenerio: Twalve-yasr-old Johnny is & hemophilisc
requiring deliy physicei theropy. Johnny's mother is an sicoholic sand s prostitute.
Johnny ilves with his grendmothar, but she is unable to follow through with the
recommanded daliy axarcises and other tharspeutic interventions. Therafore,
arrengemants wars mads for the physicai tharepist to visit Johnny in school. School
personnsi rafused this arrangamant bacsuse of incressad lisbllity expasure. Madicsld,
stating that Johnny wes ne ionger homaebound, denied ongoing home visits by the
therapist. Outpstient physicel therspy wes not sn option due to jimited trensportstion
and the unstabie femliy situstion. The chiid suffars as s resuit of Inadequate policles
and lack of services, svallebllity, and coordinstion.

Other common services needed by medicaily fragile chiidren in school include
speech therapy, occupational therapy, psychologicaliy-oriented theraples, transpor-
tetlon, environmental adeptations, and vocationsl counseling. These are considered
‘reioted services® under P.L. 94-142. Thcy sre not gusranteed services for the
technology dependent child not rsquiring special education.

It Is clear that new policies must be developed to meet the specia! sducetionat
needs of the medically fragile child snd the family. iUithout such support, children are
placed in the center of the growing conflict amon educetional facllitles, health care
providers, and familles as to what services are necessary and who Is financlally
responsible for their provision.

E. Paroprofessional Care

Traditionelly, home cere Involves the provision of nursing, physicsl therapy,
speech therapy, occupationel therapy, and soclel work services. Barely do we consider
the Involvement of the paraprofessional when we telk of pediatric home care. Yet, as
cruclal 8s the treditiona! medicel services asre, they alone cannot provide necessery
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solutions to the complax and spaclalized needs that challenge providers of pedistric
homs cers. Although the invoivement of ths persprofessions! in the provision of home
cers to medicelly fragiie children fosters comprehensive csre, public policles do not
assurs such Involvement. Our visw of home cere is commonly spiit betiween the
“medical® and “sccini® aspects of cers. Madicald end insursnce cosersge often support
medical services sione. Placing the skilled, medicsl care at the top In terms of priority
ond importance, snd relegsting the unskiiied, socis! services to the bottom replicates
Institutions! structurss in the homs and contradicts the philosophy bahind cering for
our madiceily fraglie children st homa.

The sdvantages of inciuding the psrsprofessional Ia cering for high risk children
are particularly well demonstrsted in o High Risk infent Project implemeted in Pinellas
County, Florids. Fundad by s collsborstive effort of the March of Dimes, Juvenlie
Welfers Goard of Pinsilas County, and Femily Service Centers of Pineliss County, the
project invoived spacisiized training for ‘he homemaker-home health side in the area
of caring for high risk Infents snd their remitles.

For sxampis, 8 full-tsrm baby was bern with sxtensive dbrein demage from o high
fever contractad hy the mother sarly in pragnency. The mothar wes only 19, spoke only
Spenish, snd wes In the United States only four moaths. The father worked hard, but
wes sshamad of the bebdy snd withdraw frem parsons! invaivement iwth him. The
femily hed numerous finencis! problams and could not efford its own pediatrician for
the baby's spaciei nesds. The baby was sent homa with » fssding tubs surgicaily
inserted into his stomach, sn spnes monitor, snd ssizurs madicstion. A Spenish-
speaking homamakar interprated for thc mothar in the hospits! and sfterwerd for all
coniscts with other sgencies and for outpstient ciinic visits. She sssisted the mother in
spplying for Social Security Disadility banafits far the badby end WiC coupons for
formule. The family wes referred by the supervisor for thé homabound infant
stimulation program. This homemaksr siso hsipsd to get maerrisgs counseling for the
coupls through their church, and snrollad the mother in English clesses. The homemaker
sventusily haipsd the motheér to srrange for temporsry piscament of her bady in
medical fostar cers te obtein necessary railef becsuss of the severity of the baby's
condition.

Without the homemaker service, this young mother would Nave facad chslienges
beyond her ebility te conquer, resuiting in ;apestad hospitailzetions for the bady snd
potentiel zsyestetian of the family. Ausliability of spacisily treined peraprofassionals
can hsve significent impect on s chlid’'s nead for rehospitsiization snd s famliiy's
adjustmant to s strassful situstion. Consequentiy, the costs of cering for medicaily
fragile childran can bs minimizad glven the avsilebility of supportive home services.

E. . Hospice

Hospice cere Is snother critical, yet neglected, component of o comprehensive
pedistric home care progrsm. All of the probiems faced by the famlily of s chronirally i
chiid cen appesr magnifisd in the context of 8 terminal prognosis because, ageinst the
enofmous afray of stresses thay siready beaor, the famlily members must come to grips
with Impending desth and sepsrstion.

Hosplice is o philosophy, an Interdisciplinery spproach which emphasizes palilative
and supportive services for the terminaily 1i! child snd his/her femily. It has been
largely overiooked in the content of the child, perhaps becouse of the need to repress
from our collective consclovsness this most distorted version of the ideal. Vet the vold
which hosplce should fill enists in the pedlatric community, and indeed may be
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Increasing es the RIDS epldemic reaches this povulation group. Moreover, the clrcum-
stances of death end dying In this quarter may differ significantly from those Involving
eduit patients. Different support structures, from pain management throigh bereave-
ment counseling, may be required. Without them, a femily may be thoroughly unabdlic to
cope with the loss they must fece.

For whetever reesen, this netion hes heen siow te focus on pedietric
hospice cers. Onig 183 pedietric hespice units exist in the entire United
Stetes. N few ere independent pedietric progrems; some are effiiieted with
pedistric and chiidren's hospiteis. Mast, though, ere exnpansions of regular
hospice progrems to inciude chiidren end edoiescents.

Funding for pedietric hospice cere is often non-existent. Meny privete
irsurence policies meke ne provision for it. ©Only thres stetes, New Vork,
Ceiifornia, and Fioride, heve edopted e Madiceld hospice benefit. Three other
states, New Mexico, lilinols, end indiene, are considering adding it, but of
course participetion is fimited to Maedicaid-eligible children. Common
decency demands e re-evelustin of eny netionel heelth poiicy which
exciudes this component of cere.

8. _Caze Management

Coardineted case manegement, fike home cere itself, sgrves @ variety or
purposes. It reduces the stress load on the members of the pedietric patient's fam!ly,
who mey direct their energies ewoy from the exheusting end often frustreting task of
seeking out medicel, soclsl, end other services end towerd the principal task of cering
for the sick or dissbied child. In eddition, preliminery studles indicate that case
menagement systems help to reduce ouverali expense.

The REACH project In Floride, with e grant from the Robert Wood Johnson
Foundation end the Floride Mediceld program, trained nurses o serve os case manegers
for cases inuvoluing chroniceily 11 children. Through effective utilization of services, the
case menegers decressed outpetient procedures end rehospitalizetions with e resul-
tant 17% reduction in gross health costs afisr payment of the case menegers them-
selues. Thus, the project demonstreted the cost effectiveness of e cese menagement
system, es well es positive cere aspects.
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Two yaars ago, former Sanstor frank £. Moss, Chairman of the Board of Trustees
of the Foundstion for Hospice and Homecare, snnounced that the Foundation would
begin “a thorough exsmination of the problems of chronically 1il chlidren® through its
public policy arm, the Caring institute.

in the course of this study, the staff had access to all books and references In the
National Librery of Medicine. Questionnsires were sent out to physicians, nurses, home
heaith sgencias, and othar axperts. Dozens of famliiles were intsrviswed, some of them
on uldeo tape.

The families salected for interview were broadly representative. The Interviews
themselues were conducted in ten states: Arizone, Californls, Connecticut, the District
~f Columbis, illinols, Maryland, Michigan, New York, Pennsyluania, and Uirginia. These
ten states account for roughly fifty parcent of alf national axpenditures for health care.

Tha primary conclusion of this raport is that the United Statas has
falisd to dewvsiop & natianal peolicy with raspact to Its growing
popuiation of chromicetiy it ar savarely disablad childran. This
failurs in public policy maans that thousands, of chlidran ars kept
In Institutions whan thay cauld bs at homa.

Thars ers savaral important ramifications of this fact. First, the
chiidran ars deprivad of thair freadom and tha opportunity to grow
and devalop ta thas ruli axtant of their potantiail. Second, femliles
ars pulisd spart ar? subjected ta incradidble praes.ira. Third,
soclaty, tha families. snd privata hesith insurencs compenies pay
twe ta flva timas more ta kasp tha chiidran in an institution then
thay wouid 31 tha chiidren wars at homa. Faurth, sociaty 1is
deprived af the gifts and contributians af thess chiidran who are
kept In & dapandant stata instead af being ancauragad to bacome
active, indapandant, and contributing mambars af tha community.

Foliowing are other major conclusions reached in the context of this report:

1. There are mpproximately two million chiidren In the United States who suffer
from geyere chronic [linass. Many of these children are kept In hospital inten-
sius cars units or other Institutions. Another ten miilion children are afflicted
with some degrea of chronic hesith impalrment which Inhiblts daily functioning.
fccldent uictims must aiso be added to the list. It Is estimated, therefore, that
from one to ten percent of the natlon's children suffer from chronic problems of
o moderete to severe nature.

2. The aboue figures are significant because & smail minority of this nation’s
chlidren currently account for aspproximately forty percent of all pediatric in-
patient days In hospitals in the United States. Thus, while their numbers in one
sense may seem smell, chronically Il children account for an inordinate amount
of the nation’s health care resources.

3. R high percentage of the nation's chronicelly Ul children were born premature.
Moderan technology has mede 1t possibie to saue lives of infants who weigh two
pounds or less. A few years ago 8 rough rule in medical science was that
chlidren were not likely to survive uniess they weighed more then three pounds.
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A seco=d large cetegory Is made up of children who were carried fuli term, but
who sre born with dirth defects.

Most of the children fell Into elsven cetegories of so-celied “marker® diseases,
Including lsukemlis, cystic fibrosis, congenital heart disssse, spins bifide,
asthma, hemophlite, chronic kidney discase, juvenile distetes, muscular
dystrophy, cleft paiste, and sickie cell anemia. A smeli but rapidly growing
number of children sre victims of AIDS.

The primary emotions of psrants whoss child suffers from birth defects or other
anomaelles are fear and frustration. The words most commoniy used by parents
to describe their resction were: “We were terrified.”

Most femilles want to have thelr children st home with them. Contrary to
mythoiogy, most femilies do not sbandon their children If they are born with
anomalies. They sccept them snd want to have them st home as part of the
family unit.

Physiclens sre In agreement that It Is possible to menage the cere of most
chliidren st home--sven compiex ceses Involving multiple disebilities.

Physiclens Interviewsd wers In generai agreament s to the criteris which must
bes met bafors s child cen be discherged from sn institution Into s home cere
setting. First, the child must be medicelly steble. Sscond, the transfer to the
home must offer the child sn improved quelity of life. Third, the transfer to the
home setting must be sn scceptable risk. The 7isks must be smell snough to be
offset by the adventeges of having the child et homs. Fourth, the family must be
wllling end sble to teks on most, If not sll, of the chiid's cers. Fifth, there must
be sdequate community support svsiiable. The most importent fector In sll of
the sbove Is number four. As one doctor puts it, *Whet you resliy need is some
peopls who ere committed.”

The mejor obstacls which stends In the wey of bringing chronically ill chiidren
home is lsck of funding. Either no funding exnists, or ironiceily, theras is » biss in
government end privets hesith insurance programs in fever of institutionalize-
tion. Whet this means is thet families face o Hobson's choice. They cen sither
fesve the chiid in the hospitsl where coere wiil be raimbursed, or bring the child
home where theras is litties or no raimbursement sveiisdle.

There sre ssveral programs which purport to provide finenclel assistence for
chronicelig ill chlidran, the most significent being Madicers, Medicsld, Crippied
Children’s Services, snd CHAMPUS. Significent obstecles pravent most chiidren
from quelifying for any of these programs, snd sven for those who successfully
navigote the meze, there Is littis money sveiisble for home care. The Madicare
program, for exemple, is iimited to the eiderly and the disabiad. After the child
has been disabled In Medicere's terms for mora then two yesrs, the chiid might
quelify for Medicare benefits. tven so, only thres percent of Medicere's
payments go for home care, end o tiny fraction of thet Is pald for pediatric homs
care. The besic problem Is thet Medicers covers only very limited kinds of home
care and Is focused on scut? iliness. it does not provide payment for chronic
conditions other than end-ste ge renal disease which exist over the long-term.

Medlicald Is & program which Is only availeble to the poor. Income and assets
limits of this federal-state grant-in-ald program ere set by the states at
comparatively low levels. In order to qualify, most famlilies have to “spend
down" their assets, end seli off their home and possessions, using this money to
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provide care. Medicald might then provide coverage If their Income level isn't
much over $5,000 s year. One way sround this roadblock Is the home snd
community-besed walver, in which the normel deeming requirements are set
aside. This Is not & solution to the funding problem because It ailows o reistive
handful of children to obtain coverage un an “enceptions basis.” Ouverall,
however, Medicaid's homse care benefit is only about one percent of *the entire
program. It is not really even e netlonel program since over siity percent of
Medicald’'s home care funds are expended in one state, New York. Moreover,
most of the funds are spent on older Americans. No one has any precise figures,
but pedlatric home cere probably sccounts for only & fraction of the !imited $750
million in Medicald home health dollars.

The CHAMPUS prog’ m provides hesith care benefits to members of the srmed
services end thelr dcpendents. The program provides some peyment for the
probleris of chronicelly Il chlidren as long es they are hospitalized. However,
there is @ monthiy limit of $1,000 for any child cared for at home.

Most mejor medical plens sold by commerclal Insurers contsin a bias towerds
Institutionalization and provide Inedeguete protection for technology dependent
children. It Is not unusual for some of these special children to spend up to the
lifetime limit of their Insurance policles In the first yeeor of thelr llves If they are
hospitalized continuously. Often this means that these children wiil no longer be
covered by eny Insurence; they will be disqualified because of thelr so-calied
“pre-existing conditions.” Even when there Is coverage under the policy, it s
often difficult to collect. One parent sald, °It |s like banging your head against
th2 weil.” To the extent thet Insursnce provides coversge, the price for that
coverage is to retain the child In the hospital. Coverage for home care, even
though it Is & fraction of the cost of comparable care in & hospitel, Is generally
not occepted. One msjor exception: Aetna Life and Casusity provides escelient
cousrage under @ program they call Individuel Case Management.

Thousands of children llue In hospitels end institutions not because they need to
be there, but because thet Is the only pisce where rsimbursement Is avaiiable
for thelr cere. Prolonged hospitel stoys pose significent problems, Including the
following: (1) deuslopment of the children Is hindered so thet they sre, in the
opinion of esxperts, “years behind their peers;* (2) bonding between perants and
their child Is Inhibited when the child Is the responsibllity of the hospital; (3)
heuing e chronically Iit child In the hospltal produces tremendous stress, more so
than having the child et home, end can heve the effect of pushing the family
apart; (4) a hospital environment Is a regulated, regimented existence, depriving
the child of his or her frsedom and of the opportunity to enjoy the highest
quelity of 11fe; (S) In some instances, a hospital snulronment con be dangerous.
The risks of Infection (or ventilator-dependent chiidren are much greater in the
hospitel than they are at home.

Home care has significant aduantages for most chronically ill children. Among
thess advantnages, according tr experts, are the following: (1) the quality of the
core rendered by trained parents sugmented by professional nurses is Just as
good, If not better, than what Is avallable In the hospital; (2) the home offers s
more positive environment, promoting both Irmprovements In the child's mental
attitude end In his or her medical condition; (3) having the chronlicaily Il child at
home can reduce the significent fguels of stress which parents face In these
circumstences; (4) home care aids in the child's development. One physiclan said,
“They just blossom;" (S5) home care Is generally less expensive, often costing
only ten to twenty-five percent of comparable care /n & hospitel: (6) home care
offers children freedom and preserves their right to trestment In the fesst
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restrictive enulronment; (7) home care heips keep femliies toyether; (8) home
care helps prouide children with the highest quality of life.

Parents need training and support If they ere to successfuily take on the care of
their chronicelly 11l or severaily disabled children st home. Some chlldren have to
be wetched twenty-four hours & day for feer that they wlll not continue
breathing. Without help which enebles the parents to get som= sleep, the cere
of the chlid for mote then & dey or so would be Impossible. 17 properly trained,
parents can essume meny of the duties which were performed for the child In
the hospital, but not eil of them. Some procedures must be performed only by
licansed nurses in conformity with state law and the best Interests of the child.

Chronicslly Il children cared for in home care programs need continuing foilow-
up cere by physicians on a regular basls, and under some circumstances they
need to be rescmitted to the hospitel. Unfortunately, some families find that
once they bring thelr chlidren home, It is harg ¢> 3=t them back Into the hospitel
wuen that Is whet Is needod. This appears to be & function of third party reim-
bursement, which is both limited end inflexible, as noted above.

Service coordination, or case menagement, Is o very important pert of »
successful pediatric home care progrem. What this means Is that someone must
sccept responsibliity for coordinating all the care and services that the child
needs. One parent described cearing for one of these youngsters as “kind of o
three ring circus.® Another sald that it wes fike trying to replicate all divislons
of the hospital In ycur home. Parents need the essistance of & soclal worker or
other heasith professions! who cen help them get the supplies end services that
a1 nesded by the child. The help Is nesded In part because the current system Is
s0 fregmented and disorganized that it takes skilled haids snd experience to
nevigete through the maze to reach the gosl of quallty home ¢ e.

Even after perents have been successful In bringing thel.  ..wren home, they
llve with dengercusly high levels of stress. The degres of stress they face
Increases directly with the sever'ty of the child's condl‘ion and Inversely with
the amount of support thet Is evellable (o them. Many 7emilles live on 8 delly
basls with the fesr thet thelr chlid may stop dreathing end dis unless they are
eble to resuscitete him or her. Perents llue slways on the elect, their llues
revoluing arcund the chlld, s fact which produces e high degree of stress.

There is no sclentific study, but the best suldence suggests thet hsving @
chronically 1l child gensrelly brings « husbend end wife closer together. The
variable seems to be the solidarity of the marriaoe in the first piace. Stronger
marriages seem to benefit, while the pressure seems to shatter weaker ones.
The abous opinlon is compilcated by the fact that fifty percent of all Rmericen
marriages end In dluorce, ond It is restly Impossible to sort out all of the causes
for the dissolution, let aione to point to one factor as the proximate cause of the
termiration.

Heving & chronically it or severely dissbled child in the family can have profound
effects on other siblings. 0Older children normeily feel rejection and suffer a
sense of loss when & new baby Is brought Into the famliy. This sense of
rejection Is sccelercted when the child Is chronically Il and totaily consumes the
attention of the parents. The effects on other children are highiy variable, but it
Is not unusual to have them withdraw, become depressed, fake ilinesses of thelr
ewn, or Indulge In soclally unacceptable behavior in order to get attention. In

her Instences, the older children understand and tolerate the situation, often
pitching in to help the pearents with the care of the new infant, In the home core
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setting, there Is no question but thet the chronically 11t child benefits from
hauing the company, the loue, and support of his or her sibiings.

Heuing & chronicesy 11l child puts e severs strain on friendships. The consensus
among femily members Is thet having en il child ouer long term is damaging to
outside relationships. Peronts seid that they simply did not havo the time and
the energy which wes needed to susteln them. °“You can't resliy shere some-
thing this intense and compiicated,” seld one family member. Familles of tach-
nology dependent chiidren meke new friends In networking with others who
share their situstion. Such support groups made up of parents of chronically it
chiidren are extremely importent.

Famlilies are in agreement that despite ali the pressures, having and cering for
one of these special and fragile children Is the highlight of their llues. Rsked
what was thelr happiest moments, perents were unanimous: bringing the chiid
out of the hospital to be cared for at home.

The most difficult moments in the lives of these famiiles genersily 1 olve a
heaith crisis where the child hovers on the edge of death. Equally difficuit
moments are trying to find funding for home care end wrestling with insurance
compsanies who should pay under the terms of their contract, but who do not.

Once @ child has been cered for by his family In the home setting, rehospitalize-
tion of the child cen haue highly negative effects. The children may regress In
their development, becoming withdrawn and depressed. Spesking ¢. one such
child es an illustration, one physiclan seid: *It would be disasterous. It would
creote ¢ depressed child who in fact may suen withdrew from the world.”

Families and medical professionals elike are in strong sgreement on the nead for
respite care to meintain the success of any pediatric home cere program.
Familles need a breek from the pressure. Respite can be In the form of having
someone else watch the child during eight hours of the night; otherwise, one
parent will have to stay up with the child. Parents need some time to them-
selues, an opportunity to run errands, to toke cere of their own needs, or just to
rest. R short respite will eliow most families the chance to gather the strength
they need to continue to provide safe care for their youngster.

Children who are dependent upon modern technoiogy need education Just as
much as other children. in fact, the need may be suen grester depending on how
much of his or her formetive years are spent in the hospital. Parents must be
taught how to help thelr children, and when the children reach school age,
provision must b2 mede by public schools for thelr education.

Heelth care professionsis who deal with chronicelly Ili children need special
training. Schools of medicine and nursing should piace greater emphoesis on the
special needs of technology dependent children and the possibilities for home
cere. The simple fact is thet many nurses who were educated ten, fifteen, or
euen five Yesrs 8o do not haue sn adequete understending of the existing
technology. In most instahces, the quality of care hes been good, but in some
instances it has not been acceplable.

One of the primary conciusions of this report reletes to the need to educate the
American public. Relstive!’! few people understand the extent of the tech-
nological revsiution. Only about forty percent of the American public knows
about home care as an elternative to keeping chronically 11l or severely disabled
children In the hospital. The?e Is 8 need to Inform affected families in particular,
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since most of them haue nowhere to turn whan their chiid is born with long-term
heatth care problems.

There Is 8 strong need for pedistric hospice progrems. Hospice Inuclues a
coordinated program of peilistive and supportiue services to the person and his
or her family. Unfortunotely, the:e sre few entities which prouide hospice
seruices for children, and th:e is no reimbursement for it under pubiic
progrems. Giuen the fect that the number of these fragiis youngsters will
continue to increase ouer time end the foct thet meny of them witi die, &
natione: pediatric hospice program of some sort would be an excellent ides.

Pedietric home care Is significantly more cost effectiue ‘han comparable hospitel
cere. The mein ressons why children should be cared for at home ere: (8) It Is
better for the child; (b) It is better for the femlly; end (c) it kesps famllles
together. The fact that home core Is more cost effectiue than care in o hospitel,
sometimes by a margin of ten to one, Is 8n edded bonus. However, the fact, that
pedistric home care Is more costeffectiue tends to paint up the fallure in public
poiicy. Public poiicy has not kept psce with the changes in technology.

Pediatric home care benefits uary dramaticelly from state to state. RAs a resuit,
parents may be forced to uproot the family and moue to & differsnt jurisdiction
In order to secure adequate funding for their chronicaily lll or seuereiy disabied
chiid.

Modern technology, which hss savsd the liues of thoussnds of chlidren who
praulously would haue died, may itself proulde the answer to many of the
dilemmas posed by the surviual of these children. The technology hes been
minlaturized and made portsbie so that It can be sualisbie at home and, indeed,
can foliow slong with the chlid whersver he or she might choose to go. Much of
this technology wes deueloped 8s 8 spinoff of the U.S. space program, where It
was necessary to be able to monitor the heaith and uital signs of astroneuts
thousands of miles from the eerth. This technc’ogy in the hands of competent
medical snd nursing professionels and 8dequeteily treined family members
promises not only to langthen, but 8iso to enrich the quality of fife for miliions of
American children in the years to come. RIl that Is necessary is for third party
payors, including the gousrnment, to agree to pay for Its use in the home as well
as in the hospital.

When asked what eduice they would heue for other parents in similer circum-
stonces, the famllies of technology dependent children were unanimous. Sardy
Reckeweg spoke for all when she seid:

‘fight for home cere 1100 percent
because It is uery well worth the effort;
it Is worth esvery ounce of energy theat
you put into thess kl!ds, to see them
grow end deuslop to their fullest
potentlial.®
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THE NEED FOR R NATIONAL POLICY OGN LONG-TERM CARE CENTERED
ON ASSISTING PATIENTS TO BE CRRED FOR AT HOME

The faderal government's lack of response to the needs of chronically il children
and others who require catastrophic long-term care is a public policy fallure of
enormous proportions. Long-term care has too often been misunderstood to mean the
kind of custodial care assoclated with nursing homes. In reaslity, It is related to chronic
liinesses; liinesses thet are often Incurable and that always continue over o protracted
period of time.

These sre truly cetastrophic health conditions. They destroy farmilies and can
consuma 8 lifatime's sevings In & few short years. The need for long-term care hos
been documanted repeatediy through the yesrs In the context of the aging. But as this
report detalls, that great need is not limited to the sideriy.

The Caring institute of the Foundetion for Hospice and iomecare recommends and
endorses the development of a nstionel policy with respect to long-term care. This
policy should address the needs of the young and oid sllke. The essential elements of
this poilcy sre that It L : comprehensive, ensure famlly solidarity, and provide the care
necessary in the least restrictive environment possibie.

ERINCIPAL RECOMMENDATIONS

CRIPPLED CHILDREN'S SERUICES

The principal flaw In our currant nationa! health poiicy as It impacts on chronically
il or severely disabled children Is the lack of & comprehensive program of care at
home. Rs discussad below, Medicare Is largely Inapplicable to this pediatric population.
Madicald, tha major source of governmant dollars, suffers both from insdegqueate cover-
age ond from fragmentation st the stete level.

The Insdequecy of coverage Is seslly documented. The total outlays of the
Medicald program in 1985 wera sbout $2§ billion. The lion's shere of this money --
more than forty percant of It -- went to pay fur nursing home cere. Funding (o help
care for patients in thalr own homas, by contract, amounted to only $1.1 biilion, or just
slightly lass then thres percent of the entire progrem. fnd of course, not all of even
this minimel aliotment want to serve chronically il children.

Gbulously, Mediceld suffars from sn Institutiona! blas; this, despite the fact that
evidence from the U.S. Genarsi Accounting Office and other sources indicate thet a
significent praportion of institutionsi patients (on the order of twenty-five to forty
percent) do not beiong In & nursing home and could be cared for at home. IWhat is more
significant is that most of the payments for home cars under Medicald were In one
state, New York. That stete’s *Nursing Homes Without Walls® program, which provides
the home care siternative to carefully screened patients who would othenwvise be In
nurting homes, has ensbied New York to ssve an estimated fifty percent of the
expenditures it would have made for nursing home care.




When the New York program Is removed from the equation, the resources
currently being made aveliable o home care patients generaily and pedistric home care
patients In particuler sre Indeed miniscule. In addition, because many of the coverage
and eligibllity criterie for pedietric home care services are currently left to the states,
there is wide variation In svallebliity. In at least one stste, Arizons, parents are even
faced with the possibliity of having to make thelr child a ward of the state In order to
secure coverage.

for these ressons, It Is recommended thet The Crippied Chlldren's Services compo-
nent of Yitle U of the Sociel Security fAct, the Maternal end Child Heslth Services Block
Grant, be expended to provide 8 rmbiete and orgenized program focusing on the
pediatric home hesith cere siternative. While states would meintein some responsi-
bility for directing sveifable funds to appropriate recipients and for overseeing the
provision cf services, the federsi governmen« >hould act to establish uniform ellgibllity
standards. The federal government should siso mendets coveres medical and support
services, inciuding edequate respite care, to enable the ramlilles of medically fragile
children to cope with the stress assoclated with their careglver rofes.

CHAMPUS

CHAMPUS Is the fodersl program which peys for heaith cere for servicemen and
their femilles. Of oll the public progrems, CHAMPUS recelved the worst marks from
fomliies of chronlcsaily ilf children. its limitetion of $1,000 & month for home care |s
totelly Inadequate to meet the needs of technology dependent children. Effectively,
this forces more costly and less humane institutionallzation.

Congress could provide a significant benefit to the members of the srmed forces
and their dependents and recoup significant sevings by revising this antiquated policy.
HOSPICE

The Congress shouid enact a natlonal program which provides hospice care for
children. Hospice coverage Is presentiy provided for the elderiy under Medicare, but no
counterpart for children exists.

OTHER RECOMMENDATIGNS

MEBICRRE

This report focuses on the pedistric popuietion, and Its principal recommendations
ore, therefore, nddressed to those programs which serve the vast me jority of chroni-
cally 11} or severely disebled children. However, there is a coroliary question which
underlies this entire Issue: es technology extends the lives of these medicaily frogile
individuals, what provisions are being inade to ensure their continued well-being when
they reach adulthood?

The snswer to this question tu,ns on a reesamination ¢f Medicare. Medicare's
definition of diseblility Is unduly restrictive in Its present applicotion. 3s e result,
virtually no children under the age of eighteen guelify for benefits. Benefits for those
over age elghteen are eiso limited to short term, or so-called acute, core. Medicare
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coversge Is further restricted by teyms which limit sccess to homs cars to thoss who
are in need of Intensive saryices (skil'ed nursing care) and yet not Il to the point where
they require sssistance on a more than Intermittent basls. Benefits are stili further
limited In thet they ere only svsliebls to those confined to their own homes snd to
thoss whose cars Is desmed ressonable snd necessery for perticular conditions.

It is recommended thet the Madicers bensfit be stresmiined so thet It prouvides
coverege for home cers ssruices for chronicelly Itf Individusls 8gs sightesn snd over.
The sliminstion of the Impsdiments described sbove would bs & mejor step forward in
the snectment of catastrophic hesith protections for the elderly. It would a';0 prevent
the nesdiess Institutionslizetion sf thoussnds of children end sduits.

s with expension of the homs cere progrem for chronicsliy 111 children under Titie
U, sny comprehensive program under Medicere must include respite cere services.

PRIUATE NEALTH INSURANCE

The Congress should enact egisiation which provides privete health insurance
companiss with fevorable tax trestment for reserves sssigned to comprehensive
privete hesith Insurence plans that provide exemplary home cere coverege for
chronicslly I# chiidren.

2. Out of seif-intersst end concern for the bottom ilne If nothing more, private
heaith Insurence companies shouid examine their comprehensive health Insurance
plans snd eliminete any existing Institutional blas. The focus of coverage should
be the care that Is needed, not the location of the cere.

3. Simllerty, union snd smployer-bssed health Insurance plsns should be purged of
Institutionel bias, snd expended to cover home care services.

4. At a minimum, Insurence companies should be encouraged to follow the exemple
of Astne Life and Cesusity snd create Programs simlisr to that compeny's
Indlvidial Case Mansgement program.

EDUCATING MEDICAL PROFESSIONALS

1. The federsl government should Incresse the funding gusliable for training of
medicsl personnel in the special needs of chronlcally Ilf children, facilitating thelr
cere st home.

2.  Schools of medicine snd nursing should increase thelr educational programs st
both the undergradvate and the graduate jevel to piace grester emphosis on the
needs of chronically HI children. These programs must glve medical professionals
8 thorough grounding in the developing technology and the special pressures and
problems of famllies who strungle to care for technology dependent chiidren.

3. Continuing education programs should aiso be established to help update the
practitioners after their graduation.
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THE NEED T0 EDUCATE THE puBLIC

The families of chronically lil children Indicated that they iearned about home care
and othar potentisl sarvices for their children almost entirely by rumor and trial end
error. Tha most frequent comment mede by the parents during the Interviews
conducted by the Caring institute waes, °1 fust picked up the phone and calied eueryone
In the phone bock.” There is a paucity of Information adulsing parents what to do or
where to go for help. in perticular, thare Ir scant information aualiable about the
benefits and limitations in existing public programs.

It is recommended, therefore, that tha Department of Heaith and Human Serulces
deue:>p 8 public informetion campaign and other outreach mechanisms to heip educate
the public about existing programs end absut how to care for their technology
dependent child.

NESEARCH

Gluen the steady increase In the number and percentages of chronicaily Jit
children, the feders! gouernment should increase research, design and identify the care
and possible cure for the eleuen so-called marker diseases identified In Chapter 11 of
this report.

EBUCRTIONAL PROGRAMS

The federa!l gouernment shouid Increase funding for programs which prouide
educationeal opportunities for chronicaliy ill or technology dependent children.

104
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PREPARED STATEMENT OF THE ASSOCIATION OF MATERNAL AND CHILD HEALTH PROGRAMS

The Association of Maternal and Child Health Programs is the
organization of state and territorial public health programs which
administer the Maternal and Child Health Services Block Grant under
Title V of the Social Security Act. We are pleased to have this
opportunity to articulate our concern about the plight of children
and youth with catastrcphic illness, injury or disability whose
families lack adequate resourc:s to provide them necessary health

care and services.

Statement of the problem

A growing proportion of American children live in families who do
not have health insurance, public or private, to assure that they
will receive necessary care when confronted by sudden illness or
injury. As the severity of the health condition increases, or its
duration becomes protracted, high care costs are likely to
precipitate family economic distress. Especially vulnerable are
families with low incomes who do not qualify for most public
programs {particularly Medicaid), but whose employers do not
provide any health insurance as an employment benefit. These
families typically cannot afford routine medical care, let alone

the expense of hospitalization or extended special care.

Expansion of Medicaid eligibility and benefits would certainly
extend care to any underserved children and their families. Tens
of thousands of additional families, however, would remain
uncovered by any current public or private program. Low-income
families who could not qualify for Medicaid would also be unlikely

to afford the premiums necessary to purchase insurance.
Such families are victims in a complex health care gystem that

increasiugly allocates jts services to those individuals who have
the resources to pay.provider charges. Not only are such familieg
unable to purchase gervices, but they generally lack access to
professionals or agencies that can assist them in coordinating or
managing available services. The absence of care coordination or
cage management has several adverse consequences, including the
provision of sources that are fragmented, clinically inappropriate,

or unnecessarily expensive.

7.
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Resolution of the problem

Children and youth should have access to necessary health care and
services. There is a public responsibility to assure that care is
provided. That tesponsibility can be exercised through two

mechanisms:

~ improved financing of care for children and ycuth with
chronic health conditions;
- funded care coordination and case management for these

children and youth.

We urge Congress to enact legislation to address these needs using

two complementary strategies.

- Assurance of high~guality services througn care coordination

and case management.

Children with catastrophic conditions require complex
services usvally from multiple professionals working in
numerous facilities and agencies. The coordination of
care can reduce or eliminate fragmentalion,

inappropriate care and unnecessary expense.

We propose that state Title V programs be charged with

care coordination responsibilities, including
establishment of standards, in any federal program for
chiluren with catastrophic health conditions. The state
programs in most cases already have mechanisms in

place for these functions and are familiar with the

diverse resources ic<quired by the children.

- Init‘ation of a children's catastrophic illness financing

program.

Additional public resources are needed to purchase care
and services, or permit families to purchase insu:ance
from available commercial insurers or through
state-mandated high-risk insurance pools. This option
should be adopted in addition to currently proposed
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expansions of the Medicaid program.
We propose that state Title V programs be the manager of

a children's catastrophic illness program. The state

programs for children with special health care needs

(formerly known as crippled children's services programs)

have extensive experience in providing services to
low-income families whose children have chronic {llness
or disability. The Maternal and Child Health Services
Block Grant is th2 only federal legislation with the
specific task of serving the health care needs of this
population.

We would look forward to working toward a solution enabled by the

enactnent of legislation.

Thank you.

75-154 0 - 87 -~ 9
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PREPARED STATEMENT OF THE HONORABLE TONY COELHO, A MEMBER OF CONGRISS FROM
THE STATE OF CALIFORKIA

The Select Cormittes on Children, Ycuth, and Families and the Salect

Committes cn Aging, especially the respective Cheirmen George M;1le.

and Eduard Roybal, are to be congratulated for helding this Joint

hsaring on expansion of the Administ- _:on's proposed cCatastrophic

health plan. The recsnt focus on ths catastrophic health care needs cf

America’s elderiy has also Secrved to highlight the health care reeds of
our nation’'s youth,

1 am happy to see that these two Select Committees

have so spprepriately siezed this opporiunity to bring bafore the

Public the pressing nged of examining the health needs of all

Amecicans, young and old

Both Committees tcday will pear from witnesses who w.ii describe the

unnecessary pain that face children and their families yhen they lack

the :naurance necessary to pay the staggering ceost

s of needed care,

There 13 though, cne situaticn which the Cormittess will not here

about. This is the s:ituatior cof children with disabilities a-d redica.

conditicns who are not covered by health insurance carriers solely

because they are adopted. too cften, insurance prov:ders raef.se to

cover these conditicns of an adoPted chiid because they are terred

"pra~existinrg“. In other words, because &8 child has a digsability or

med:ical condition pridr te being adcpted, the insurance carrier of the

sdoptive parents will not cover the child when he or sre ;s adopted,

The result 13 that scme children do not get adopted bacause would-be

parents can not afford the potential medical bills or that sdoptive

families live under the spectre ¢f financial Tuln Iris 13 true

despite laws in BvBTW state but ono fand that state has case law to the

3are effect) steting that edopted children ars to %8 trested

rdantically as biolog.cal ehildren.

This :s, pure ang simple,

disg

£iminatior on the part of realth insurance providers towards

8doPted childre~n and adoptive families

Thus, the catastrophic heaith

nNeeds, and avean the not

30 catastrophic health Needs,

Of one segrent of

our youth popslation, these who are acops

ed, could be adequately met

through the and of th:s discriminatijon,

As an adoptive parent end ore  ho has a disability,

epilepsy,

I found

this ., - tercibly gisturbing,

As a result, I have intreduced Nguse
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—éoncurrant Resolution 43. This Resclution would exprass ths sense CF
the Congress that this discrimination should end and would urge states
tc pass lsws mendating that sdopted children te treated fairly ain
Y hsslth insurance contracts. HMany orgsrizstions, 1rciuding the

Cnildren's Task Force of the Consortius for Citizens wit™ Devaloprental
Dissbilities, 8 lacrge group of nstional orgsnizastions dedizated tc
i1ssuss ragardaing disabilitiss, and the National Committiee for Adcpiior

have #ndorssd this Resclution

‘' l1low ma tc s=hsre some more of the backgrcund on Lhis i{ssue and the

effact of this typs of discraimination. DJenyang heslth insursnce

coversgs tc adcpted children bacause of “pre-e«:sting” cond.tions costs
children, costs fam:lies, snd zcsts tax pagers Children ray not he
sdoptec scolely bscause cf this problen In ore recant casz that came
to my sttention, 8 girl was LG with cerebral pals, She immedaately
became svsilable fcr adcptic~ and several femilies exPressed interest
in adopting her all decided ~ct to sdcpt this child, houever, when
they lesrned thet their heslth insurance wculd -ot cover ary of tre
girl's nedicsl cere relsted to the cCerebral palsy. APt ,ast wsrd, this
little girl, who otherwise uculd be very “"sdoptad ° |, was stiil rot
adeptsd and was st.ll s.tiing in foster care, In s~other gese, that e
hesrd of during resrings before the Congress.onal Ccaliticn or Rdeption
last April, & beby w8s born prematurely and showed a brei~ *ass cn a
cat-scan ssversl deys after birth Wh.le the prcsgectiive pare-is
wantsd to proceed w.th the #l...10r, their 1nsurance cocrpan, refosed o
cover ary Gf the experses Cn the grounds that 1t .38 & “pre-e«istent”

ccrdition 80 the sdcpticn 2.sropted

While nedicaid :38 availsble for many spec:ia: reeds c™ildre~ uhe are
sdopted, for meny others 1t 1s not availatle Many spac.al needs
children who are not eligible for Federsl adoption ass.starce under
Title IU-E of the Socasl Seuur.ty ASt do ~0t receive a~, Medicaid
Bssistance. As tre data Cn a3doptiun and foster care 1M thiS oLttty .8
lacking, we do rot know how msny children this 1s, hot 1t 13 certei~ly
ccnsidersble For ere~ple. 1~ the spgrorimately Falf of a)i the states
that do not have AFOC-Unempioyed Parent el:igaib.lity, adcpted children
whoss biological Families were ccmpossd of poor, tuc-pare~: fFaril.es

msy ndot be eligible for redicsad Trese children may ~o: be covered by
8 Stats medicsl assiatsnce progrem either. Rdd to th.s tre cr:ldren

with some sort ot redical disability who are ~ct i1~ tre wiate ch:ild

welfars systam. but re. who ara placed L, pr.vate sgenc.es, snd t™p

number of chiidren hurt by this ciscriminatior grows even greater For
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those children who are eligible for Medicaid, private health insurance
may alsoc bBe necessary as, depending on the statas, many needed ssrvices,
such as out-patient psychotherapy For a child who hag oeen in Foster

care for many ysers, may not be covered by Medicaid. And many se{vxca

providers do not accept Nedicaid.

By treating adopted children thes sams as bioclogical children for tha
purpose of heslth insurance, we will be removing 8 maj)or Larrier to
adoption. At the same time, we will be allsviating the catastrophic
health ‘nsurance nsmds of one segment of our youth. I urge all states
to pass laws such as thst passed by Minnesote and a handful of other
states that raquire that insurence companies treat all children fairly
== whether adopted or not. And I urge all of my collsagues in the

Houe 2 Join me by co-sponscring House Concurrent Resolution 43,

O

[EIQ\L(:‘ ’ ;2 o

Aruitoxt provided by Eic:
»




255

INSURANCE COVERAGE: FOR DEVELOPMENTALLY DISABIED CHILDREN

1410 Pelham
Ronx, NY 10461
(212) e2s-3835

Prepared at the invitation of
the United States Hore of Representatives
Select Committos cn Children, Youth, and Families

6 April 1987
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In 1986 tha parents of a matioml sample of 326 children and young
adults vith severe cr profand mental retardation and the parw:s of 303
children amd youy adults with autiss provided information an the finan-
cing of their children's health care. The stidly includes children in
residential placement as well as anes living at home. This preliminary
report is part of a faur year effort to docaument health care utilization,
aq:enﬂuxnuﬂmotmmtorﬂmmlymuiun

sental ion, and hemophilia. Under consideration
uammdm&m“m»hbum,&mtm
sis, or who are ventilator assistad. These sir conditions have been
selected for study because they are particularly costly and hurdensome
totunummmﬂuyooaxnmx‘lymmmudammmt
cbtainable from standard national surveys.

THE PERCENTAGE OF CEVELOPMENTALLY DISABIED CHIIDREN AND YOUNG ADULTS
COVERED BY HEALTH INSURANCE QCMPARED TO NATIONAL AVERAGES

NOVE PRIVATE PURLIC BOTH

Artise 5-11 % 43-53 % 22-32% 12-20 %

Severe and 2-6 22-32 36~46 23-33
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ALL AMERICAN CHILIREN

Limitad in 4-10 53-65 12-24 11-19
Activity
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Not Limited 7% 693 us 8t
in Activity

n = 5996

"Linited in activity” means that the child's i1l health prevents full
participation in achool or play. Each percentage is given es a range
ntmﬂmuahglonmumﬂmmﬂnlmlso’mcy
that can be cbtained from sasples of this size and nature when general-
izing to the coutry as a whole.

The 1936 data on cavelormentally disabled youngsters from birth to age
24 are ccepared hare with the most recent data on American childrn to
age 21, the Natianal Medical Care Experditure Survey, 1980. Paul
Newacheck provided the national analysis from his forthcaming article co-
authored by Margaret McMarus.

©  Autistic and sevexrely Mmﬂdxmardmamlummm
lmvanbyprivata insurance than the average American child.

©  These yourgsters are substantially bstter covered by public programs
than the average child.

] Coverage is not universal for these severely disabled children.

] Betwesn 18 and 28 percent of families where cne parent is working
full-tixe lack private inm.rance.

©  White children are roxhly twice as likely as minority group
dxndrmtobocovezdbyyriva insurance, even when into
account whether a parent is working full time and whether incams is
above $15,000.

©  Fafusal of inmwance or limitation of the kind that co * par-
chased was reported by parents of severely retarded ch- pro-
14

children
at half that rate.

©  About 10% of ths parents currently hold health insurance policies
shich they report as specifically excluding coverage for scme or
all of the child's care.

mmm!umm&mmiuofmpoucmmt

cover the develommantally disabled children, Pamination of these poli-
d—mummmmmmmmmmm
are actually covered.

Ancng Amricans as a uhole, young adults ¢ - the largest age grap
lacking health insurance coverage. Amang the .. /erely develcpmentally

The

becaome categorically eligible tos §SI and hence for Madicald coverage.
Amsmmmmmummmmicmuamn-
cally eligible as well

o  Families with anmmual incomes under $15,00C are between 2.5 and 7
tines more likely to have coverage than familles with higher
inccmes. R
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o  Simle mothers are betwesn 1.5 ani ¢ times more 1ikely to have
coverage than marrisd cougples

o Severely and profoudly retarded children, many of whom have physi-
cal handicaps, .ce between 2.5 and 4.5 times more likely to have
coverage than autistic children.

o  Minarity growp status is ot a factor in predicting whether or not
a child has coverage from Medicsid or from Services for Children
with Special Health Needs (OCS).

ineualities exist,
° s:vmty-ﬂv- perostt of the umla of dmnquamuy disabled

CA are covered by Medicaid or oCS, com
pammtztmmmmmmsmm. FL.

ROLICY RECCMMRNDATIONS

It policies are adkiressed to improving privats health insurance

for children, then insurance plans should be available to parents at
reascnable prim-ﬂmdomtwiﬂauywl\nem for children
with chronic conditions.

I¢ policies are adiressed to isproving public heaith insurance, then
national policies shauld recuce the discrepancies in eligibflity among
the states.

VIURE REFORTS

These initial findings wil. be augmented with full reports on insurance
ooverage for children with hemcphilia, autism and severe mental retarda-
tion as :en as reports an: the use of health care sezviws, varhticns
in exg.~2laures for wedizal and financial
farily out-of-pocket experditures; financiat cwnselmg, and mrriaq*

stability.

METHOQOLOGY
Inwuyltqotth.zuamuhavnﬂmzwhmth.uﬂnda

used by the two leading health the camtry, the

mctammmmnmsummmmmummtermum
Sexrvices d their to the special popuia-
tions of chzu\ically u1 children.

The 715 children in the study come from 11 sites which were drawn
hajmauphtxmamtimluwlhgtramcmposedotsdml

Detroit and Wayne MI
Duval (Jackscriville) County, FL
Fresno and Fresno County, QA
Des Moines and 1) srounding camties, IA
county, NI
Suffolk County, RY
las, TX

tacted a probability smple of eligible families. The overall corsent
rate was 553 for autisma ard 49% for mantal retardat.on. Each participat-
family signed a consent form that permitte? ~ollection of
lete anmyni
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insurance, B
hospital tient, pati and y rom billing, physician's
in private practice, dentists, and usual soxces of medical care.

The results reported in this study are given as a range rather than
sampling

au point estizates exTor and norsampling errar prevent
greatar accuracy. Aased on urban/
residence and ganumeity of the state Medicaid system wves used to weight
the saple to represent itan .

Severzl logistic ragressions were run to prepare this report. In a
prelininary step, eight varisbles were rum as an OIS to pre—
dict the 1ikelihood that a child is covered by private irsurance, includ-
ing 08 and GIAMFUS. Thwee variables were influential in this order:

P < .0001
number of parents employed full-time

P < .001
being white

p<.0l

being severely retarded rather than autistic
mother's level of eduscation

two parent faxily

high inoome

P < .05
Lhe leas the severity of the condition as measured by age at diac sis
t1% yourger the child

In predicting that a child is covered either by Medicaid or Services for
Children with Special Health Needs (OCS) the rank crder of the importance
of the variables is:

P < .0001
being older
having severe mental retardation rather than autism

P < .00l
nmber of parents employed fulltime

P < .05
having a simle mother
living in & state scoring the mean on a scale of Medicaid genercsity

N.S.
minority grap mesbership
level of the mother's eucation

The logistic regression on coverage by public inmurance stiich was re-
ported hare included varisblos for the child's disability, family income,
mother's marital status, an genmrosity of the state Medicald program.
Subtequent: work on the issues concsrning insurance coverage will test
struchiral equation models using MGIS reqression, logit, amd probit.

O
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STATEMENT OF ALBERTA MILLER - GRANDMOTHER OF DWIGHT MILLER
WASHINGTON. DC
March 23, 1987

My name is Alberta Miller. I am the mother of 4 children and 4
grandchildren. uUntil last August, I lived with 3 of my children and
was supported financially by public assistance. Then. catastrophy
hit my family.

My daughter Ann died afte- giving birth to her fourth child. She
died from birth complications related to AIDS. After she died. I was
left with the responsibility of caring for her childzen -- 2-year-old
Dwight, 5-year-old Charles, 8-year-old James. and 9-year-old Terrell.

Dwight, the youngest child. was born with something called an
"AIDS Related Complex.” It is a form of AIDS virus. He can get
infections easily and needs special care. And if necessary
precautions are not taken, he may die.

They tell me there are about 400 children in the country like
Dwight. Caring for these chiidren is hard. “eople don’t understand
what a family goes through. They don°‘t understand the kind of help
we need. and are afraid of AIDS.

Last September. I got a homemaker to help me with the cooking.
cleaning, and washing. The homemaker only stayed 2 weeks. She left
because Dwight has AIDS. No one else will take her place.

Because I have my daughter’s children to care for now. I've tried
to rent a bigger house, but nobody wants to rent to me when they
learn about Dwight.

Dwight has Medicaid. It pays for a nurse and sccial worker to
come to our house. Medicaid also pays for some of his medications.
But I have to pay for the special things that Dwight needs. like
plastic bags, plastic gloves, forks and spoons. wash cloths and
towels. tissue, and other medications. This costs about $40 extra
each month. I also have to pay for transportation to the doctors,
child care. and r spite care. All of this comes to almost one fourth
of my total income.

The hardest thing abcut taking care of a child who has been
exposed to the AIDS virus is feeling alone. I can't tell ail of my
family and friends about Dwight because they don't understand. I
worry about whether he will live. I worry about 1if he does live and
goes to school., how will the teachers and the other students treat
him?

Dwight is with me because I Jove him and want him. But if
something happens to me, he could easily end up in an institution.

Thank you.

O
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/ ALAN J. MITTELMAN, J.D.. CLU
ATTORNLY AT LAW
SUITE 403 ONEZ ABINGTON FLAZA
OLD YOR, ANO TOWNSip LINE RCADS
JENKINTOWN PENNSYLVANIA 19048
MAILING ADORESS PO BOX 28713 ELKINS PARK PA 19117

RES 2131 833 6373

BUS (2151 885 8820

March 24, 1987

Rep. George Miller
2228 Rayburn Bldg.-HOB
Washington, D.C. 20515

Dear Representative Miller:

I am writing to you in your capacity as Chairman oY thn
Select Committee on Children, Families and Youth.

I have been an insurance bruker, specializing in heai.h
insurance for over 13 years. In addition, I am an attorney.
It is only because of this background that I was able to
protect my farily financizlly when my son became se::ously
ill.

My son hus had a kidney problem for three years now,
and recently suffered kidney failure. He will have a
transplant later this year if all goes as planned.
Fortunately, I have excellent medical insurance, and
medicare will serve as a back-up. However, the result could
have been very different.

I was contemplating a career change in the fall of
1986. However, I knew that if I left my position as Agent
for Equitable Life, I would have to obtain new health
insurance. The r * plan would have a pre-existing condition
clause, preventing coverage for my son for at least one year
for the kidney condition (if he would be covered at all).
Little did I krow that his kidneys would fail in the first
month of my new -zareer.

Fearing thi« vrossibility, I stayed on as an Agent of
Equitable, retainiag my group benefits, while starting a law
practice on the side. Thank heavens, or we would have lost
most of our savings already (medicare does not pay any
benefits for the first 30 days of dialysis).

Ir. considering the alternatives facing me last fall, I
thought Pennsylvania health insurance law might protect us.
Pennsylvania requires that all group linsurance plans written
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11 Pennsylvania offer excellent conversion privileges for
reople leaving group plans. However, my group coverage 1s
Jart oi a large group, probably self-insured, and written in
New York State. New York requires similar conversion
privileges for its citizens for plans written in New York.
However, I am not a citizen of New York, and the plan was
not written in Pennsylvania. So Equitable offered me a
conversion that was quite literally not worth the paper on
which 1t was wraitten.

However, it is not clear to me that either law would
have forced Equitable to offer me a conversion policy 1f my
demographics were correct. Because the group plan is likely
to be a self-insured plan, it is not technically insurance.
Therefore, it falls under the ERISA umbrella as a self-
insured welfare plan, and benefits from the exemption from
State law enjoyed by such plans. The fact that Pennsylvania
and New York require conversion options for certain group
"insurance” plans may be entirely irrelevant for large,
seli-insured group plans.

Assuming that this fact is true, virtually all
employees of major corporations in America face the
potential trap of becoming uninsured 1f they or a dependent
is seriously i1l when their group coverage terminates. of
course, I have the medicare umbrella to fall back on for my
son. But how many catastrophic illnesses do not qualify for
medi.care benefits? Most, I am sure! And, I was among the
lucky. I knew what questions to ask, and how to protect
myself. Most people do not find out until it is too late.

Now, I am not talking about people who are unproductive
members of society. I am thinking of successful people who
pay taxes, and want to get ahead in 1ife. We have e medical
reimbursement system that has a gaping loophole that needs
plugging. wWithout a roadmap and coasiderable knowhow, even
people who have Gone everything right can loose everything
from a serious illness,

Even the new COBRA legislation is of no value for
people in situations like mine. Consider what would
happened if I resigned from Equitable after the COBRA
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legislation became effective. My family would have been
able to continue coverage until the earlier of the
following: for a year and a half, or uatil I obtained new
group insurance coverage for us, 1f sconer. What would have
happened at the end of the year and a half? Or, what would
have happened if I was able to get new group coverage. The
extended benefit of the old Equitable plan would
automatically terminate upon the happening of either event.
And, there would be the pre-existing condition problem of
the new coverage to deal with. Lastly, the whole scenario
would have to be repeated again upon my son reaching an age
at which he would no longer be a dependent of mine.

|
|
I cannot begin to tell you how many sleepless nights I !
suffered over this problem. For this reason alone, I did ‘
not terminate my Agent's contract with Equitable, and embark
exclusively on the law career. Shoula I and others in the
same situation be prisoners in this "free society”? How
many others were not as "lucky” as me, and lost everything,
because they did not know how to navigate this trecherous
system? And, are we to be considered "lucky”, because
medicare starts so early for kidney dialysis? My son could
have "only” suffered some complications of his illness
instead of complete kidney failure. Medicare would be of no
help in that case.

I hope I have made my point on this matter. I would be
happy to review with your committee alternatives that I

think offer reasonable solutions to this problem and others
like it.

Thank you for holding hearings or this very important
matter.

Sincerely, @L )/{W/:“

ALAN J. MITTELMAN, J.D., CLU
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nachr l An Association Statement

March 165, 1987

CATASTROPHIC ILLNESS EXPENSE AND CHILDREN

The repcrt of Secretary of Health and Humsn Services Otis R. Boven, requested
by the President, acknowledged that catastrophic illness expense touches all
segoents of society. The Secretary's specific legislative proposal now endorsed
by President Reagan, 1s limited to the elderly. It would enhance Medicare's

Part B to prevent annual out-of-pocket expense of more than $2000 for Medicare
covered services.

For a family, s child's :llness or injury can be just as catastronhic as that
of s grandpsrent. To a family without resources to provide adequate care for a
child, health care expenses are catastrophic. Although this happens primarily
smong femilies vho are uninsured, underinsured, or uninsurable, no one 18 immune
from 111ness expense of catastrophic proportions. High technology care now
availeble vhere previously no trestment vas possible, can bring with it high costs
and the dilemma of payment to those vhose resources are sufficient for routine and

anticipated services.

The Nationzl Assoclation of Children's Hospitals and Related Institutions, inc
401 Wythe Street. Alexandna, Virginia 22314
Phone (703) 684-1355

75-154 0 - 87 -- 10
O
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Deatining *Cetsestrophic illnees Expe

Although difficult to define precisely, there sre several ways of thinking
about cstsstrophic i1llness expense
* A percent of di1spossble 1ncome spest out-of-pocket for heslth care,
given as five or ten pertent
Total cost of trestment for s specific d1sease, cuch 88 the cost of
trestiog casncer
A set dollsr smcunt belov which oo expeuse level is considered
catastrophic, regardless of 1ocome. A percentsge of 1ocome is sdded to
thst ssount to establish s threshold for catsstrophic expecses. For
|
\

exsmple -~ $2200 plus five percent of income

The threshold of "catastrophe” 1s relative to those rescurces which can be
dedicated «o 1llness expense without severe snd lasting effect on hiving standards
or other essential needs. For the elderly, protecting sgsinst catastrophe often
focuses on msintsining living standards or Busr.ing static resources needed for
future livirg expenses. A young fsm1ly 1s sore concerned with building for the
futore, ssving for educstion, or progressing toward s higher living stsndsrd.
Catastrophe in this case threstens the stability of the faaily’s current economic

ststus snd schievement of fyture gosls.

Finsncis] catastrophe msay have several levels., Where s faoily's resources
sre severe'y limited, even minor events will result 1n finsncisl cstastrophe. As
svailable resources incresse, the threshold of finsncisl catsstrophe slso
incresses. Yet there 1+ slvays the potentisl for s serious or lasting erosion of

the femily’s standsrd of living.

Of course catastrophe 13 not sizply s finsncisl concept. The stress of s
chi1ld's 1llness or injury places eaotions] snd social burdens on the entire fazily.
A parent may have to cease vorking, lesding to & decressed faz1ly 10come duriog 8
period of incressed resource needs, with tesultant stress. Siblings suffer from
loss of parentsl sttention snd deprivatior from the economic sacrifices 1aposed,
such ss oss of savings for higher education. As s whole, the family suffers from
disruption of s stable and predictsble fasily life-style. These emotionsl #nd
socisl stresses affect faoilies of sll econozic Jevels, though those with core

adequate means or other support systess wvall absorb the shock better than others.

Ca

trophic illness expenses in the pediatric populstion msy derive froo one
or more of three sets of circumstances

® Acite care needs which are sudden and ep180dic 1n nature’

- Approximately 220,000 prezsture babies are boro esch yesr, with
iotensive care nursery charges spproximstely $1,000/dsy, sverage
hospitsi charges sre over $35,000 for an immature infant

- Heart surgery for & child may cost s family $22,000 for s hospitsl
stay

= Trestment for extensive buvns nsy result i1n s hospitsl bill of
$45,000

Chronic care needr whith are on-going, have s cucnulative effect, snd

sre likely to be coupled with spells of scute 1llness

~ Comprehensive cars fo- chiléren with cystic fibrosis can cost &
fanily $6,000 - $12,000 annuslly, intermittent hospitslizatioas may
average over $7,000 per stay

Institutionsl care for a ventilator dependent child =ay amount to
$350,000 snnually

O
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* Pricary care needs vhich are cstastrophic for those with no insurance

or very lizited resources, vhich prevent their being properly
sddre*sed.
« Treatment for an episode of asthes may cost & fazmily $600

~ Routine hospitalization may incur costs of $700/day

Cotsstrophic lilnses Expsnss impact on Populstion Segmaents

Catastrophic expenses cen befsll s)] segments of the populstion. The extent
to which a family will be faced with hardship will be deterained to & great extent
by the rasources it has available O seet the need. §1iice health insurance 13 &
prise resource, the scope of the catastrophic 1llness expense problem can be
exsmined better by grouping the population by extent of insurance protection:

* The urinsured, estimated *0 be sose 35 million Americans who are
without heslth insurance
The underinsurad, snother 10 million who mey have 1nsurance pert of the
year, or who have very lisited benefite
The uninsureble, who, because of health status, cannot obtain health

insurance at & price they can afford

The uninsured sre people who sre unemployed, or whose employzent does not
offer health benefits for ecployees and/or their children. Often these
individusls are employed part-time or seasonally. Yet, 60 perceot of the
uninsured in America 4o work. Eight ®illion of the uninsured sre dependents of

employed adults.

Soze individuals, such as self-employed businesszen and farsers, do not
qualify for grov- -overage and must depend on costly - often unaffordsble -
individus} coversge for theaselves and their fasilies. Indivadual policies are
2pt to include clauses restricting coverage for specific disesses, exclusson of

coverage for pre-existing conditions, and very high premiuss.

Lack of insurance ang other availsble resources for heslth care results 10
immediate barriers to access. Adults mey lack access to basic primary snd
preventive care. MNothers mey no® have access to sdequate prenatsl care, resulting
in severely impsired pressture infants or failure~to-thrive infants. Such oirths
may represent s relatively short-ters crisis, perhaps three moaths of intensive
care, or they ray result in chronic dissbilities requiring years of specialised

care, frequently with episodes of scute needs.

Parents may lack resources to provide for 8 child’s short-tero acute episodes
of 1llness, such as asthzs and ear infections. Left untrested, scute episodes say

lesd to serious, chronic, snd dissbling conditions.

Even when resourced to meet basic needs, & fazily may lazk adequate
protection for trestment of chronic conditions, rehsbilitation, or the specisl

support needed between acute episodes of & chronic condition.

1nstitutionalization msy be mandated, despite preferences for and

appropriateness of home care, in order for the fasily to receive pudlic support.

Madice!d snd Cetestrophic iliness Expenss for the Poor

Medicard, the federsl/state health care program for the poor 8.d the major
public progrse for child neslth, does not provide adequste coversge. 1In 1983,

children under age 18 accounted for 38 percent of the poverty population. ATDC

O

ERIC g

Aruitoxt provided by Eic:




ERIC

Aruitoxt provided by Eic:

266

children vere 44 per ent of Yedica:d recipients, but csused only I2 percent of
Hedica:id expenditures. In the sase yesr, those over sge 65 constituted 11 percent
of the poierty population bu® were 16 percest of Medicsid recipieats, In sum, the

elderly, blind, and dissbled sccounted for 75 perceot of Medicaid expenditures.

Medicsid 18 an inconsistent nationsl resource. States have overly broad
discret:on in deteraining eligibility and services covered. The variability by
state of Medicaid coversge mgkes the program inherentiy inequitable in its
services, sizply ss & funczion of geography. For exszple, in 1984, eligidility
income in Alabscs wvas 17 percent of the federal poverty level, while in Celiforoia
1t was 74 percent. In that yesr, the poverty level for a family of four vas
$10,200. Oversll, the sverage eligidility yncoze tn 1924 was only 38 percent of
the federel poverty level.

States 2130 ere guthorized to impose lieits on services, including mandated

services, wvithin establisheo guidelines. For exszple, 1in 1984
® fifteen ststes iaposed lizits on the nusber of inpatient hospitsl dsys

per spell of 1llness, ranging from 10 to 45 deys
fifteen states lieited coversge for specific procedures
tvelve states iimited the nusber of outpatient hospitsl services/visits
per yesr
fifteen states required prior sythorization for certain services or
procedures, g4nd

$1X states lip:ited psychistric gervices

Where coversgt :s limited by scope of services or eligidility levels, care
often 1s delivered by the provider without coapeqsstion, vhich may megn that the
provider cannot sdequately or consistently support comprehensive services {  sli
those 1n need. Further, changes 1n the heslth csre merketplace make 1t
1ncrescingly difficult to transfer the cos: of care of those who csnnot pay to
those who csn.

States have the option to provide s Medically Needy Frograz, in which
individuals can becoze eligidle for coversge based on the saount of their incurred
wedical expenses, Hovever, to oste orly 34 states have adopted this option.
Again, within the Medically Needy Prograz, states control eligibility through
levels of projected incoze, gllovable resources, snd length of tice duriog which
persoas wust speod down their resources. Even the ¥edically Needy option 1
lacking, with eligibility on aversge resching only 5} percent of the federsi

poverty level.

Femilles Abovse the Poverty Leve!

People who are "nesr poor™ snd 'wmiddle class” often sre underinsured. The
€Coa0mY 13 1ncressingly service-based, with large gumbers of voskilled or
semi-skilled part-tise eaployees. Between 1979 and 1984, 60 perzent of aevly
crested jobs paid less than $7000 snnuelly. Eaployers are ot required to provide
beaefits for employees, or their dependents. There is no substantial 1ocentive,
such 85 & tax benefit, to encoursge eaployees to select cooprehensive heslth
coverage for their children.

While more recent S887eBALC dats are not svsiladle, the 1977 KNational Medics!
Care Fx enditures Survey (WiCES) date shaw

* Sixteen percent of POOT children sre slvays uminsured, despite the hesd

of household being ezployed
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*.iy 70 percent of all children under age 18 are covered by private
ttsurance all year

Of those childreo with private heaith insurance, only 83 percent have
Bajor medical coverage, and less than ten percent have uclimited

coverage

Even fam:ilies with good iacomes

y face devsstating costs with the :lloess
of & ¢hild, especially :f the need is for long-term care or treatment not covered
by traditional iosurance policies. A 1986 study by the United Cerebral Palsy
Association depicts the costs commonly associated with this chroaic condition, aand
the gmount borne by the family-

® For surgical procedures, private iosursoce pays up to 80 percent

¢ Expeoses for vheelchairs, braces. sod special adaptive devices
represeat & conticual drain on fazmily resources, the 2quipment
purchased by many fasilies is "dictated by availability of fuods rather
than...the need”

Families ususlly bear the ectire cost of maki~; & howe sccessible to a
handicapped child

Special transportation costs are also mer alxost exclusively by
families

Current expenses, including doctor bills, speech therapy, and
medication average $4490 anaually, with 51 percent paid by the family.
Such families face the burden of continuing and accusulatiug health

care costs vhich in sus, are catastrophic

The ucinsurable population 13 comprised of irdividusls, both childrec god
adults, whose health status precludes them fros obtaiciog health scd life
insurance. This population :s increasing as demographics desonstrete the gradual
agiog of America 2od the iocreasiogly successful application of medical technology.
People vho previously died froo serious diseases are oov able to live vith those
dic.sses, yet oftes nith s constant draio on their resources sod exclusion based
oo sedical hiatory, from affordsble insurance protection.

Approximately nine percent :f Asericans have & serinus illness, and one to

tvo percent of ail children in Azerica have a severe chronic illness. A 198%
study by Coemusicating for Agriculture shows that of rural Asericans surveyed in
five ata s over the past three years, 10 percent hsd been denied heslth iosurarce

because of health siatus.
Principies of e Policy tor Chitdren

A number of basic principles can be ident:ified that guide recomendaiions for

& solution to catastrophic 11loess expense for children:

This issue 13 prisarily one of equity and wccess to care for

411 children

= Medical scieoce has shovn what can be schieved when childrea rsceive
alequate preventive, palliative, aod eaticipatory aervices

~ Society respoods positively 1o iodividual cas

auch a3 wheo pleas

are made to extend all that medicine cac offer. as in the case of
organ transplants

It as ethicaliy unacceptable that care be available only to those
with resources to psy

= Society has deezed the elderly entitied to appropriate and necessary

heslth care through the Medicare Progren. To assure that the
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generations sre not divided nrburlrlly,‘ children deserve the same
consideration

The 1ssue 18 one of maintsining fanily integrity and stability

= Care should be provided in the setting that maintains snd encourages
8 stable fazily situstion

= When 8 child 15 111, the wvhole family feels the 1zpact, both
soc1ally and econcaically. A goal of public policy must be to
#3¢liorate the economic disruption of the family, which 12 s leading
csuse of fastly disintegration

= Public policy in welfare reform and education has stressed the
importance of maintaining the fabric of the femily. Heslth care
policy deserves the sgae emphasis

The 1ssue encompasses more than high-technology, expensive care

= Public policy must resposd to the variety of situstions thet can be
cocsidered catastrophic. Primary care needs for the poor and
chronic care needs must be met as vsell aa the needs of the severely
i1l child

= As the problem has no single cause, the solution will not come from

8 single resource. Public policy must draw o3 sll facets of
society, incorporsting efforts by both the private and public

sectors, and the family

Sefeguarding the health of children i1 an investzent in the future

- There is s compelling interest oo the part of goveroment to er -eo
the safety and well-teing of children, so that future generstions
vill be 8¢t least as stable and 1odependent a8 the present

= There is likely slvays to be & segment of s0c1ety that cannot
adequately provide for itself, and gpust turn to the public for
<ssistance

- We dews~ctrate our worth as a society by providing for those who sre
®most in need-~including those cbildren who suffer from catastrophic
tliness expense

The 1asue resolution must not overlook the current need to be

budget-reslistic

= Public, Congressional, and Execulive commitaent to s balanced budget

#nd reduction of the federal deficit is clear
Public and Private initistives to Reach Children |n Neod

Employsent-related heslth insurance remsins the dominant mechanism for
protecting ths vorking population. To srotact ageinst catestrophic i1lluess
expense, public policy ioitiatives to sireogthen this resource must include:

* The requiremant that sl employers provide s minimus heslth benefits
package for employees, including prencte] and child bsalth care
The development of state level ir*urance pools for participation by
susll employers, self-employed, snd sesscoslly-employsd people. Allov,
1f actusrislly sound, uninsurable people to purchase from thias
pool; or
* The estsbiisheent, 1f necesssry, of separsie state risk pools for the
uninsursble
= The bss:e for suck pools is an sspocastion of all insurers in the
state. By anending ER1SA, coopanies thst self-insure should slso be
included in finsncing the pool. A choice of deductibles and extent
of coverage beyond a required mininuo with varying premiuns woild be

availsble froe which the purchaser sight choose
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The development of state or regionsl celesirophis 1nsurance pools where

such coverags is not provided or cost effective for small eaployers or

risk pools whica isclude.

~ & full range of necesssry institutions] services for therspeutac
purposes

- home heslth care; includiog coverage for adsptive services,
trsnsportation and support services

The encoursgement of other insursnce pouls to buy into the catastrophic

pool slong vith other teseficiaries to maximize risk-sharisg

The slloving of tsx deductabality of caployer paid heslth losuraoce

premiums ocly with provision of catsstrophic protection or their

participatios 1% the catastrophic 1osursnce pool

The taxatioo of employees oo their health 1asurssce besefits uslaas

they cover their dependents; alterostively, disallov s portion of their

standsrd daduction for dependents unless those dependents sre iscluded

in their insurance benefit

The protection of the poor snd many of the nesr poor through

comprehensive axpansions ia the Medicsid Progras includisg

-~ wmacdating coversge for pregnsnt women and childres under age six
whose incomes are below the federsl poverty level; and

- elimisating state-to-state discrepancies with regard to aligibility
sod the extent of sarvicas provided

~ requiring that @ny savings to the statas in the Medicaid progran
sccruing from Medicare changes be maiotained within Medicaid

The ioclusion of childreo in any demosstratios project or study of

catsstrophic coversge

=~ Secretsry Boven recomaends & loog-tarm care study for the alderly;
this study should include children vith long-ters care seeds

~ Secretary Bowen recoamecds & denosstration project of catastrophic
benefits for Federal employees; such a desonstration should 1oclude
children

The initiation by the Federal Covernment of & nev study of heslth care

costs, utilization, #nd resources that includes children

~ Current sgzregste, nstional dsta of this nsture are lackir , with

the NMCES study rov ten yesrs old

Do
~X
RN



270

References Used in _he Preparation of This Statement

Aday, L. A., and Anderson, R. M. Insurance coverage gnd access: impliceiions for
hialth policy. Health Services Rezsarch, 1978. 13:369-77.

Arnett, Ross H., and Trapnell, Gordon R. Private Health Insurance: New Measures

of a Couplex and Changing Industry. Health Care Financing Review. Winter,
1984, Vol 6 No 2. 3:-42.

Berki, S. E. et al. Health insurance coverage of the unemployed. Medical Care.
1985 July. 23(7):847-54,

Lowen, Otis R., Catastrophic Illness Expenses. Department of Health and Human

Services Report to the President, Washington, D.C., Novesber 1986.

Davis, K. and Rovwland, D, Uninsured and underserved: inequities in bealth care in
the United States. Milbank Memorial Fund Quarterly/Health and Society. 1983,
61(2):149-76.

Farley, P. J. Private Insurance and Public Programs: Coverage ¢. Health Services
Dats Preview 20, Nationel Health Care Expendi ires Stady. DHHS Publication
(PHS) 85-3374. DHHS, NCHSR and HCTA. 1985

Farley, Pamela J. National Health Care Expenditu udy Data Preview 23- _
Private Health Insurance - the U.S. DHHS, NCHSR. Sept. 1986.

Teder, J., Hadley, J., and Muliner, R, Poor people and poor hospitals:
ioplications for public policy. Journsl of Health Politics, Policy and Law,
1984a. 9(2)-237-50.

Fox, H., and Yoshpe, R., "Technology-Dependent Children's Acce:. to Medicaad Home
Care Financing,” OTA cont: - -aper, August 1986.

Fox, H. A Preliminary Analy.is ot Options to Ioprove Health Insurance Coverage for
Chronically I11 and Disabled Children, Prepared for DHHS--Divasion of
Materns] and Child Health. September, 1984.

Kasper, Judith D., Chaldren’s Physician Access. Pape- presented gt the Annual
Conference of the American Public Health Association, 1llas, Texas,
November, 1983,

McManus, Margaret, et al. Catastrophic Childhood Illness. Child Health Financing
Report. Spring, 1986. Vol 3 No 3. 1-3.

Monheit, A,C., e al. The Employed Uninsured gnd the Role of Public Policy.
Inquiry, 22-348-364. Winter, 1985.

National Associstion of Children's Hospitals and Related Insti uytions, The
Children's Hospitsl Case Mix Classification System Project. 1986.

Newscheck, P. Prevalence cnd Severi*y of Chronic Conditions Among Children,
Prepared fnr the National Maternal and Child Health Resource Center as part
of a National Report on Future Direction and Public Services for Children
with Specialized Health Care Neads. February, 1985.

Perrin, James M., "Chronically 111 Children in America,” Caring:16-22, May, 1985.
Rosenbaun, S., "fnildren and Private Health Insurance,” Recent Developments in the
Financing and Organization of Health Care: Implications for Children (in

press).

Trippler, Asron K., Comprehensive Health Insurcnce fe High Risk Individuels -- A
State-By-State Anslvsis. Communicating for Agriculture, Minneapoiis, MN.,
August, 1986.

U.S. Congress, Office of Technology Assessment, Technology and Child Health, (in
press).

Willismson, Merns N., Cost Survey: In Depth Resource Material Prepared for
Affiliates o7 United Cerebral Palsy Associations, Inc., January, 1986.

275




211

~

FACT SHEET
THE NATURE OF CHILDREN'S CATASTROPHIC HOSPITAL EXPENSE

ROBERT H SWEENEY
President

Catastrophic 1llness expense depends on care costs relative to a
family's resources and health 1nsurance coverage. Conmplete data.
however, do not exist. The analysis below uses a sample nethod to
1dent1fy catastrophic expense: a hospital stay where hospital
charges exceed $50,000. Maryland data serves as a proxy for the
0.S. because of similar hospital patterns.

Few hospitalized children 1ncur catastrophic expenses:

. 0.21% of children hospitalized ain Marylar! in 1984-5;
. 1.35% of admissions to children's hospitals 1n 1983-4.

children's catastrophic hospitali.itions are long and expensive:

. Catastrophic stays in chiidren's hospitalg average 87 days
and $105,600 1n hospital charges:

. Catastrophic stays in Maryland hospitals averege 110 days
and $92,900 1n hospatal charges.

Newborn babies are thc largest category of catastrophic cases:

. 65% of Maryland cztastrophic cases are newborns of these,
54% are premature infants and 46% full-term bavies (over
5.5 lps.) with major problens;

. 50% of children's hospital catastrophic cases are
newborna; of these, 73% are premature infants and 27% are
full-term babies with major problens;

. 10% of catastrophic cases 1n children's hospitals have
nervous system problems; heart, respiratory, and digestaive
system problems each account for 5-7%.

Ccatastrophic care for children consumes a high proportion of
hospital resources:

. 26.3% otal children's hospitals inpatient ch.rges are
incurr.u by the 1.35% of cases which are catastrophic.
. 8.0% of all care in children's hospitals 18 uncompensated.
3/87
The National A tion ot Children s Hospitats and Related Institubions Inc

401 Wythe Street, Atexandna. Virgimia 22714
Phone (703) 684-1355
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ROBERT H SWEENEY
President

CATASTROPHIC ILLNESS EXPENSE AND CHILDREN

To date, attention on catastrophic 1llness has focused on the elderly
population. But for a family, a child's 1liness or injury can be just as
catastrophic as that of a grandparent. When a family 1s unsble to provide

adequate care for & child due to lask of resources, health care expenses are
catastrophic.

No one 18 imoune from illness expense of catastrophic proportions. This
occurs in part because of the high technology, high cost care now svailable,
where previously no trestmen. was possible.

Catastrophic illness expense in the pedistric populution mezy occur in three
instances: acute care (premature birth, accidents), chronic care (cancer,
rehabilitation); and praimaiy cesre {(emergency care, minor surgery).

Private and pubiic sector initistivex are needed

® Require employers to provide a8 minimum health benefit package for

exployees which includes prenatal care and coverage for children.

- Tstablish state level insurance pools for small esmployers;
self-employed or seasonzlly-esployed individuals; and, if actvarislly
feasiole, the uninsurable population.

Establish stat. or regional catastrophic :nsurance pools tu supplezent
the minimuxm prisate insu-ance policies.

Provide tax iacentives to encoursge the coverage of children and the use
of the ratastroph’c inssrance pools.

Manadate Medics:4 croverage for pregnant wcmen and children under age $:x
whose i1ncozes a&re below the Federal poverty level.

- Provide that any savings to the states in the Medicaid nrogram
resulting from changes in the Medicare prcgras be maintained withia
Medicaid.

Eliminate state-to-state discrepancies i1n Medica:id eligibility and
services.

Include children and young adults in demonstiation projects and studies
of catastrophic insurance coverage conducted by the federal goverameit.

407 Wythe Street, Alexandria, Virgima 22314

" ne National Association of Chiidren’s Hospitals and Related Institutions, Inc 3/87
Phone (703) 684-1355
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9 Catestrophic Illness Cases in a Children's Hospital
Presentad by the National Association of Children's Hospitals and Related Institutions

All Adeisajons Total Bill Source Mmt. Collectible Difference
AMANDA 7 Adwissions $1,119,255.13  Ins, Co. A $500,000.00
12/22/84 - Presont Ins. Co. B $355,419.13

Title 19 $ 20,665.00 $ 203 171.00
Skull/facial and extremity malforsations, chronic lung
disesse (bronchopulmonary dysplssia = 8PD).

HILIARY 6 Adeissions $ 230,278.28 HMD A $158,698.91
8/5/86 - Preseat Title 19 8,38.00 % 63,027.33
Hemorrhage into brain.

DUSTIN 2 Admissions $1,052,8%.56 Ins. Co. C $246,949.00 $ 8D5,907.56
12/28/85 - Preseat
Bronchopulmonary dysplasia

JERRY 1 Adwission $ 133,105.81 Tfitle 19 $ 4,!33.00 $ 128,972.91
10/13/86 - 12/28/86
(Died)

Prematur ity snoxic brain damaqe.

ANDREW 1 Adwission $ 329,848.16 Ins. Co. D $257,923.00 $ 71,921.16
10/26/86 - Present
Heart not covared with bony thorsx.

HAPKL . 1 Admissjon
8/25/86 - Present $ 355,598.25 Title 19 & 4,176.00 $ 351,a24.25
Joint contractures of fingers, knees, hips, elbows, enkles.

ConniE { Admission $ 317,057.30 Ins. Co. F $224,079.00 $ 92,978.30
9/21/86 - Expired
Se.ere malformations of colon, rectum, abdominal wall, peliis and bladder

DaniEL 1 Adwmission $ 896,603.13 HMD 8 $558,737.09
12/19/85 - 12/6/86 Medicare $337,866,04 $ -0-
(Died)

Polycystic kidney with chronic rensl failure.

JOSEPH  ° Admission $ 766,050.12 T1itle 19 $ 4,133.00 $ 761,917.12

1/9/86 - 12/5/86

(Expired)
Umbilical hernis stresia & stenosis of large intestira, anoaaly of genital orgens, ancmaly of
musculoskeletal systes, patent ductus arteriosus

TOTALS $5,200,644.70 $2,721,325.17 $2,479,319.53

o 230
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NATIONAL ASSOCIATION OF PERINATAL SOCIAL WORKERS

mailing address:

Sally A. Mack, LICSW

111 Beverly Road
Chestrut Hill, MA 12167
(617) 469-9308

March 31, 1987

Represantative George Miller

Chairman,

Select Committee on Ctildren, Youth
and Famiiies

Room 385

House Office Building, Annex 2

2nd and "D" Streets, S.W.

Washington, D.C. 20515

Dear Representative Miller:

The National Association of Perinatal Social Workers represents the
interests and concerns of approximately 2,u00 professional social workers
who work with high risk child-bearing families, including those families
who have seriously i11 infants and children. A large percentage of these
children have chronic disabling conditions which conditions which could
be managed on an outpatient basis and at home if there were catastrorhic

health insurance available.

At present our high technology medical system is able to save
critically i1l children, including premature newborns, who subs>quently
can be kept alive and maintained only with on-going medical support. If
these children are to be raised in their own homes, they often reed costly
equipment and service such as respirators, physical therapy and transporta-
tion to medical facilities. Furthermore, the energy and time (sometimes
up to 24 hours a day of attentioa) that the care of these children demands

necessitates that parents must have home nursing or respite care so that

The purpose of th National Association of Perinatal Social Workers shall be to promote, expand. and enhance
the interests and role of social work in perinatal health care

ERIC
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Rep. Miller Page Two March 31, 1987

they can avoid surrendering their child to the care of an institution.

The lack of catatrophic health insurance programs results in many
otherwise unnecessary hospitalizations or institutionalizations. As a

result, the quality of life for these children and families is severely

compromised. In fact, when the institution involved is located far from
the family's home or the family does not have resources to travel and
visit their child, some of these children who otherwise could have lived

at home see their families a- little as a few time a year.

Besides the emotional and psychological toll that lack of health
insurance problems present, the cost of institutional care is ruch greater
than out-patient and home care orograms and the resulting economic costs

to the community and government agencies are greatly increased.

We would appreciate having this letter included in the record of the
hearina which took place on March 23d. If we can provide further info:ma-
tion or clarification, please call upon us. Thank you for your attention
to these matters.

Sincerely yours,

,&?’u‘, A. m%
Sally A. Mack, LICSHW, Chawr
Social Action Committee

National Association of Perinatal
Social Workers

ERI!
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| . Chitdrens Hospita!

PROJECT
ABC

DEVELCPMENT BOARD

Paty Viiars® RN M S

Chaiparson March 25, 1987

J LeONMIg Hikprd MD

1 Vice
Jose Roarquel

2nd Vice Chairper on
jiriddiiiatialie Congressman George Miller
fora. G “eneter Chairman

Troasurst Select Commtte2 on Ch:lcren, Youth, and Families
Susan Ackerman ANC U.S. House of Representataves
Marsnaiy Becbow MO 385 House Office Building Annex 2
el A-Soalii Washington, D.C. 20515

Howara Ceat CPA
Joseon oA
oA Dear Congressman Miller:

£01n G Garmood MA

sc:',‘;"s”.:’,,;'"“ Project ABC has been informed that you are considering sponsoring
Anr LOBE HSW legislation for a catastrophic hzalth insurance program for chil-
By Markey Mo dren. We are very aware of the need for such a program for our
:;t-&::r:»;m medically-involved chronically-111 (MICI) babies and would Tike
3 e Peacots to provide you with information to dccument this need. We are
mfa;ﬂamuo seeing more and more families becoming financially destitute due
e Scaman aa cC to the high cost of medical care for their children,

Metin D Smih MO
Sharom L S MS

Qo B Som o1 We would be more than happy to provide you with additional infor -

TG i wsa mation 1f needed. Thank you for your continued support of special
Lon T.crer
Mare Narson children.

Executrre Owector

ot 3+ Son0n m Sincerely,
el
- Tty
Lan L »

/ 7 ‘-f}.eazu,,&u U CLuwr/V

Marian Sokol, Ph.D. Jennifer M, Cernoch, Ph.D.

Director Director

Project ABC Texas Respy  Resource Network

THE CHILDREN S HOSPITAL AMBULATORY CARE CENTER ¥)

AN A 5en @ Pt Cinea Bor T30 Stator A @ San Antonin Texas TB285 @ 5 2 223 2 ART %
© B SR T AG TOET GNTERe W FAM, ES £ HANT APDLD AN M WA T, Ta 9
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Project Any Baby Can faBu), located at Senta Rosa Children’s Kospita! an
San Artonio, Texas, 15 a Support Center for femlies wno have chiidren with
special needs. Project ABC was fiunded n 1982 to help rehiece some of the
stresses experienced by parents of aandicapped, chromcally 111, and medically-
f-agile young chiidren Project ABC Tinks families with more than 300 South
Texas agencies 4r' a.ts as an 1nformation Center for famlies who many times,
are emotionally and economically drained and do not krow where td g2 what to
ask, and #hom to turn to for help for their special Cmidres  AlSn~ wi1th the
information, referral, and case <anagement seryices, Project ABC offers direct
supPort services including & Crisis fund for infants, emergency forrula dis-
tribution, infant @onitor loan program, trained babysitte s, carseat ioan pro-
gram, Foster Grandparents and Fanly iriends, speech and hedring screening, and
Pedi-organ donor awareness efforts  Project AB( offers assistance that other
soc1al service agencies do not provide. The man gozl cf ABC 1S to ~eet the
needs of famdies with special chmidren

Over the past two years, Project ABC has obser'>d inCreasingly critical
emergirg needs 1n the ares of assistance for famlies of the medicalty-1nvolved
chronically-111 (MIC1) badies. With the advasces n medical tecnnology, ris-
1ng mecical costs, and rex federal and state reguiations regarding DRG's 2nd
Medicard, many children are beirg released from hospitals without the support
services tG maintain these children at home In the past, Project A8C was re-
cewving calls frow femlies seeking primarily ther2pestac or educational 'n-
terventions for their Child  Now, however, the calls received are from families
seeking 3ssistance 1n purchesing medical equiprent and supplies, duying special-
1zed formula for their premature 1nfant, paying for 1n-home skiiled nursing Care
for their Child who 1s on 1ife-support equipment, finding qualified help {day
care options) 30 that the parent can remain working to keep health insurrnce

benef 1ts, and purchasing basic needs such as food, clothing and utility costs

So many AR families are finanCially devasted at the cost of meintaining thesr
medically fragile child at home yet, institutional Care Can cost three times
that of in-home services Many ABC parents have ha¢ 20 Guit their jobe de-
cause of the lack of in-home Support services, thus ios°ng their heaitn in-
surance bene‘its  Many A8C children have exhausted their inurance Renefits
by the time they reach 2 years of age And unfortunately for sone A8C famiiies,
bankruptcy has been the only answer 1n providing rmedical needs for their specaal
chyid

Projec. ABC 15 acutely aware of the neeg fo. extended health coverage for
the ¥ICI babres and for the need of subsidres for 1Nn-home support services
Fanilies and programs such as Project ABC are facing 4 critical step financaally
n preserving and ¥™Proving the quality of 1ife for the =wdiczlly-fragiie child

With permission from the families, Project ABC nas written narratives about

Q 2@
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Aruitoxt provided by Eic:

M




O

ERIC

Aruitoxt provided by Eic:

280

two San Antorio families that would benef1t from & catastrophic health insurance
program or from sudsidies made avarladle for in-home support services for ineir
medicaily 1nvolved children  Trhese narratives are previded as informasion ducu-
menting the need fOr 1ncreased serv:ces 10 fadilies and the reec for agencies
such as Project A8C to provide the services.

Family #1:

Adan and Alex are 15 month old =ulti-handicapped twins, who heve accu-
aulated several hundred thousand dollars of medical expenses since birth
Alex's problems are severe, and 1ncluce blindness, cerebral palsy and ser-
wres. Adam 15 doing fairly weli at present, and his cotostomy has beer re-
versed He still 1ags 1n developrent and 15 prore t0 respiretor y 1nfections
There 2re two other young Children, Andrew and Albert ages & and 5 years old
in the family. Dad recently wes 1nvolved 1n an autd eccident and hospitalized,
their truck was totally destroged 1n the 2ccident Oue t¢ this and other pres-
sures, mother hac to re: 3n her job, 2nd now there 15 no 1nsurance to cover the
medical costs. Because this couple was working and not 1ndigent, there 15
Tittle 1n state and federal funds to cover 3ny of their expenses. Project ABC
has assisted this family 5y providing 1n-home SupPOrt seryices through or
Foster Grandparent Program, by purchasing & twin siroller, by supplying medical
supplies and 1nfant fOrmule, and by adopting the family 1n our Adcpt-A-Famty
Christmas effort
Family # 2:

Justin, whO is two years olc, was bOrn with mylt 'o Droblems which has
resulted in cerebral palsy ¢n one side of hisg body, seizure disorcers, and
autistic-like beravicss  Justin's primary prodles 1s encephalopathy & pro-
gressive brain degenerstion of unknown cause  Becsuse of his brain damage,
Justin's behaviors a:e many tires sislent c2using him to hurt himself and ms
brother and mother. Daily, Justin 1s on numerous medications to control his
se1zures and behavior A recent severe reaction to his phenobarbital medicaticn
caused 2ddit10n2] prodlems when burns, dlisters, and eye damage covered Justin',
body Justin‘s mo’her 15 a single parent who has lost three ,0bs - and conse~
quently heaith insurence coverage - due to m1SSINg work caring for Justin
Justin's severe medical zonditions reguire him to see Six physicians @ month
Currently, the famly has more than $65,000 00 outstanding 1n redical bitls
Project ASC has assisted this family by purchasing medications, securing funds
for a bubdbletop crid, and providing respite services

In 3dc1t10n to these two families, Project ABC has assisted over 609 medi-
cally-involved, chronically-111 children and their €arilies 1n 1986 Project
ABL's service< are diversified and 1ndividuslized to meet the needs of femilies

Beceuse of the economic siresses placed on these famlies, Project ABC's services
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are provtded at no cost %0 the femiltes  Project 230 has 31ss 3ss Ttud
° femily of 8eby Nicky fcoudble hedrt transplant) who necded

arr transport, focd and 10dging 19 Califormre  Baby Milxy
died on July 2, 1986 at toma Lind2 Jniversity “edizal Center and

Project A8C was able to secure funds to trdnsoort Nactky back to
$4n Antonio and arranged all funeral seryices

Family of Baby Moses wno needed 3 suitionine ~3chine, ¢xygen,
tracn suppiies, prescrigtior forwula, 2ad besic es3sentials such
as ‘ocd, clothing and Jtrlity costs  Project S8( was able to
proyide these services so thet Moses COLic spers Chrastras at
hor.  Upon his death, Projest 430 was abie o secure €onaten

‘uneral seryices for Moses

ERIC :
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BABY HELPLINE

PROJECT
ABC

Marian Sokol. Ph D
OMECTON

Project Any Baby Can
HIGHLIGHTS
1986

* Staff case managed 685 new children resultirg in more than 840 referrals to
South Texas agencies.

* Responded to over 250 requests for emergency assistance including infant
monitors, life support equipment, and prescriptive infant forzwula.

® Disbursed more than $20,000.00 in Crisis Fund Assistance to fampilies >f
special children; used for necessities such as oxygen, medical supplies,
emergency housing and funeral expenses.

* rovided approximatelz 5,800 hours of respite, or relief care, with ABC
Foster Grandparents, igﬂ school babysitters and nurses.

® Provided free monthly speech and hearing screening for more than 125 chil-
dren under age three. -

ADVOCACY

* Established Children's Transplant Association of 3South Central Texas and
spearheaded organ donor transplant erforts on behalf of several children.

* Sponsor of the Texas Respite Resource Network, a special component ol ABC,
which provides technical assistance in issues of respite care. Hosted
statewide conference with attendance of wmore than 300 professionals and
parents.

® Advocacy on behalf of babies at risk for Sudden Infant Death Syndrone and
sponsorship of ABC Apnea Monitor Loan Program.

® Testimony throughout state aadressing respite care and wedicaid issues
affecting handicapped and chronically {11 children.

* Coordinated meerings of task focce on teen pregrancy 1985-86, which resulted
in new San Antonio grant to address pregnancy recidivism in teens under age

*

Distributed more than 4,000 "Watch Me Grow" developmental checklists.

STECIAL EVENTS
%
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Hosted Crisis Fund Beneiit in conjunction with Eumana Women's Hospital
;eaéurxns Dr. T. Berry Brazelton; raising more than $5,000.00 for ABC Crisis
und.

Coordinated "ABC Adopt a Family" Christmas effort, resulting in sponsorships
of more tnin forcy families with food, clothing, medical supplies and roys.

Taught U.T. Health Science Center Med:cal Student course, Ps. . ho-Social
Dizensions of Heaith Care.

Project ABC seiected as recigient of Rober: Wood Joknson Foundat:on
Demonstration Grant which will establish ”Fam11¥ Friends" progran to link
trained senior citizens for in-home support of families with andicapped and
chronically 111 children.

THE CHILDREN S HOSPITAL AMBULATORY CARE CENTER
Post Otfice Box 7330 Staticn A @ San Antonio Teras 78285 e (512) 228-2-ABC
COUNDED BY THE San ANTONIO COAL'TION FOR (o (DREN YOUTHAND FAMIIES
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ABC Baby Helpline Update
December 1986

As 1986 came to a close the Project ABC staff reviewed
new cases which had been opened and noted the following infor-
matzion:

*Staff case-managed 677 new children resulting 1n more
than 840 referrals to over 300 South Texas agencies.

*Responded =5 over 250 requests for emergency assistance
including infant monitors, life support equipment, and
prescraptive infant formula.

*Disbursed more than $20,000.00 in Crisis Fund Assistance
to families of special children, used for necessities
such as oxyge , medical supplies, emergency housing and
funeral expenses. L

*Sponsored 220 children in city-wide Adopt-a-Child
Chrictmas effort, whereby San Antonio businesses and
organizations supplied families with more than $15,000
worth of food, clothing, medical supplies and toys.

Staff also noted tlhe following trends, which ultimately
w1ll conpound the problem of meeting client needs during the
year ahead:

*Current cuts 1n Medicaid and rising medical costs are
placing pressure on hospitals to sand babies home socner.
In-home care of medically involved children presents
serious economic problems, as well as emotional strain
on families. In addition to medic . supplies uncovered
by Medicaid (such as oxygen); the increase in utilaty
costs caused by life support equipment and the need for
telephones in home and skilled n'rsing care 2re major
obstacles to a middle class or poor family with a chron:-
catly 111 child.

*ABC famili:es zre worried about bas:c needs: choices of
whether to pay for focd or physician care, concerns about
re~lacing poorly functioning medical equipment, mone: for
funerals, and essentials such as ostomy bags and feed.rg
tubes are a reality.

*The organ transplant pcpulatio~ 1s growing and physician
and parents are turniny to Project ABC for help. Mea:

s
1
technology can save manv children (success rate over 70%)

a
ca
G%

THE ChILDAREN S HOSPITAL AMBULATORY CARE CENTER
Pos: Office € 7320 Stat.dn A & San An1omio Texas 78285 e (512) 228-2-ABC
FOUNCEL BY T1eE SAN A2TONIO COALIT ON FCR Cri 2% CUTh A' D FAMILIES
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Our families need basics such as money to travel to the
transplant site. (Bottom line is: Given the choice;
"Is there any parent who would not try every avenue
possible to save his or her child??").

*Many families cannot afford the nutritional needs of
their babies. Project ABC purchases and distributes
more than $8,000 worth of prescriptive formula per
year. The average price per case of six cans is more
than $60. Project ABC twins often consume $500 worth
of special formula per month. Several babies on hyper-
alimentation require $2,000 of nutritional support per
month to sustain them. Families are often on waiting
lists for the WIC programs, or disqualified if child
is not underweight.

*Dealing with San Antonio social service agencies or our
community churches for donations of food or small con-
tributions toward utility bills, is not a realistic
option for many ABC families. Indigent families do not
have autos, and most cannot take a sick child on buses.
The most serious problems are those families where a
single parent with several children has a baby on life
support equipment and cannot leave t.ae house.

In summary: Project ABC is on the cutting edge of an
emerging population of babies who are surviving better than
before, but going home with specialty needs to families which
are unable to meet both medical expenses and the basics of
food, formula and utilities. Our population increases as
Medicaid cuts and hospital cost containment send babies home
sooner; and as technology provides more options for infants
to survive, as with transplants and hyperalimentation, at a
cost beyond affordability for most families.
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PREPAPED STATEMENT OF THE AMERICAN KOSPITAL ASSOCIATION

INTRODUCTION

The issue of catastrophic health care coverage for tmericans of all ages is of
great concern to the American Hospital Association’s 5,600 institutional and
40,000 personal members We are pleased to have this opportunity to present
our views on the problem of catastrophic care for children Each year,
thousands of families face financial ruin because one of their members incurs
heaith care mxpenses that ere not covered by insurance and are beyond the
family's ability to pay. When this happens, a serious illness becomes 2
financial catastrophe for the entire family. Most Americans are protected
against the cost of acute sedical care through private insurance, Medicare, or
Medicaid. But 37 million Americans face a financial catastrophe from any
serious 1/iness because they lack any form of insurance In addition, up to
20 million of the non-Medicare insured population also may be st risk for

catastrophic acute care costs because of limitations on private insurance
aust be pald out of pocket because of Medicare coverage limitations

‘ coverage  Even in the xedicare popuiation, a substantial amount of acute cars
Although 311 3ge groups are affected by the catastrophic care probles, the
reasons differ from one group to another For the elderly and disabled,
catestrophic expenses result from two gaps in health insurance coverage
inadequate Medicare coverage of catastrophic acute care costs and even more
inadequate public and private coverage of long-term care costs For children
and non-elderly adults, on the other hand, catastrophic expenses usually
result from @ combination of poverty and non-existent or inadequate insurance,
and therefore even reletively minor ilinesses and even modest medical bllls
can be financially catastrophic

Catastrophic care for the elderly and disabled is a serious rational problea,

]
[
ono we discussed in deteii during our March 19 testimony before the Senate
Finance Committes. But concern over the problesm of catastrophic illness among
the Medicare population shouid not draw attention away fros the significant
problem of wedica! indigence In the non-Medicare population Our testimony
today concentretes on needs of the non-Madirare popuiation, and in particular

on the probles of catastrophic care for children

ERIC 2150
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CATASTROPHIC CARE FOR CHILDREN.
EXAMPLES OF THE PROBLEM

Few chlidren require sedical care that reauits In catastrophic expenses to
their fasilies. n any given year, fewsr than one mlilion children--1 percent
of all chlldren under 21--3re iikely to incur out-of-pocket wedical expenses
greatar than 10 percent of fasily incoms., When chlidren do require
catastrophic care, however, It can be very expensive, and costa frequently
will excoed avaiiable Insurance Recent case histories from hospltals arourd

the country illustrate the range of pediatric catastrophic care needs:

o A t-year-old girl was admltted with a diagnosis of meningitis. Her
father was employed and had company insurance, but no dependent
coverage The father withdrew $2,500 from an IRA to pay toward her
care. After the first two weeks of hospitallzation, the biil aiready
had reached $29,877.

o A d-ysar-old boy was adeitted after post-aurgery aspiration The child
was comatose. The single sother was esployed, but her company offers no
group insurance. The sother applied for assistance but was dsnied due
to her incoms level. The chlid will have long-tern, complax continuing
cara needs. After one month of hospltalization, the faally owed
$70,539.97.

o A S-year-old giri was adm|tted with selzuras, and later was dlagnosed as
naving a mallgnsnt brain tumor. Her 7ather is self-espioyed, with no
insurance coversge. She eay be eilgibie fo- Medicald spend-down and
state crippied children's funds. After or month of hospitaiization,
the expenses have reached $32,237.

@ A 14-year-oid boy was admitted with a seif-Inflicted guns'ot wound. His
father 13 a self-employed carpenter without health Insurance. The
family applied for Medicald spend-down, but may not meet siiglbility
requiresents. The faaily siready owes $127,66% for the first month of
hospltallzation.

o A newborn boy was born prematurely Kis sother |s single, omployed, but
with no group Insurance. The boy may be eligible for Medicaid
spend-down. The Infant will require tmo to three months of
hospitelization. Aftar one month, the bill atready Is $53,223.

ERIC
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CATASTROPHIC CARE FOR CHILDREN:
DIMENSIONS OF THE PROSLEM

Catastrophic f1iness is an individual human problem, which 3130 becomes 2
fanily and comsunity social probles. When a child haa an acute or chronic
disabling condition, whether as a result of birth, 11iness or sccident, it ia
clearly s catastrophs. Secause these coiditions usually are costly, they
often generate billa that tax or exceed the famliy's abllity to pay and

therefore result In catastrophic or P d sedical exp Even for
familles with private Insurance, a trausatic childhood iliness or a seriocus
chronlc diaesse or disorder can result in financial catastrophe for the
famlly, either through increased out-of-pocket expenses or through wages iost
because of time spent with an 111 child.

Catastrophic 1liness

Many catestrophic chilidhood 11inesses or condltions can generate sizable acute
care costa quickly. For exampie, the Natlonal Association of Chiidren's
Hospitels and Related Institutions has testified that:
e Approximately 220,000 premature babies are born each year with
Intensive care nursery charges approximstely $1,000/day, average
hospltal cherges are over $35,000 for a1 immature infant

@ Heart surgery for e child may cost 3 faaliy $22,000 for a hozpital stay

o Treatment for extensive burns may result in a hospitel blil of $45,000

In addition, sany children face chronic care needs, have 3 cumulative effect,

s are tikely to be coupled with spells of scute iliness.

e Comprehensive care for children with cyatic fibrosis can cost e faml'y
$6,000 - $12,000 annually, intermittent hospitaiizations way average
over $7,000 per stay.

e Institutional care fur a ventilator dependont child may amsount to
$350,000 snnually

Final'y, care for children with mental heaith probless can be very costly and
Inadequately Insured. and therefore tend to be undertrcated. There s gwmeral
agroement that et least 7.5 eillion children--12 percent of all children--need
some mental health treatsent, but less than one-third of these children

receive treatment.
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Catastrophic Expensss for Mon-Catsstroghic 11'7:..

While catastrophic acute or chronic 1iness is one important cause of
catastrophic expense, It is not the only cause. [n fact, most of the people
who incur catastrophic expenses sre not victias of catas*rophic iliness but
rather are victims of poverty and tack of (nsurance.

|
1
1
|
|
J
1
|

The megnitude of the probiee of financlally catastrophic iliness '3rgeiy

depends on the definitlon adopted. Some have defined catastrophic

sxpenditures .s those excesding a specific annual cut-off figure, such as

$2,000, but such definitions do not account for differences In incose. For

thia reason, heelith policy resesrchers are sore ilkely to use a definition

that relates sxpendituras to incoms. A common definition Is that catastrophic

expenditures are thoss which exceed 10 percent of faslly income.

For children and non-slderly adults, the msjor cause of catastrophic expenses
Is the combination of poverty and non-existent or inadequate insurance.
Almost 8 quarter of the non-elderly popuiation sre elthe: uninsured or
underinsured and thersfore 8re at risk of incurring catastrophic medical
sxpenses; that 1a, they have a § percent expectation of incurring
out-of-pocket expenses exceeding 10 percent of family income Asong the poor
and near-poor, over half are at risk. As 8 result, sost catastrophic care
expenditures invoive relatively sodest blils Incurred by the poor and

uninsured.

& In four out of five cases, catastrophic medical expenditures result from
low incomes and poor health [nsurance coverage, not exorbitant
out-of-pocket medical expenses. Four out of every five catastrophic
care expenditures are for an smount under $2,000. Oniy S percent of
famllles with catas’rophic expenditures have biils over $4,000.

e Of tamilies spending 10 percent of thelr Incoms on medical Tare, half
sre below tho poverty level. Of famillas spending 20 percent of thelr

Income on medical cars, two-thirds sre below the poverty lovel.

Children comprise 8 large segment of the uninsured

o One-third of sii uninsured people nder 85 are chiidren

o In 1984, 12 elliion children under age 18 were uninsured

Deaplite the existence of Medicald, chiidren constitute an even targer segeent
of the uninsured poor:
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e About 40 percent of the uninsured poor are chiidren.

® In 1964, about 5.5 eillion children under 2ge 18 were uninsured and poor

There are severai reasons fcr this large number of uninsured chiidren First,
the parents and guardisns of meny of these children are theaselves uninsured
because they work for employsrs who do not offer group covsrage Second, tn
some cases the perents or guardians work for employers who purchase coverage
for esployees but not dependents, or the bread-winner msy purchase indivicual
coversge but be unable to efford coverage for the entire family. These
circunstances say account for why more than four el.lion of the 12 eiilion

uninsures chitdren |ive with an insured ps cat =< guardisn,

Inadequacy of the Medicald prog-am Is the primary reason for the gap in
insurance for chiidren, particularly poor children Although Medicaid is
often thought to be the principei means of financing care for the Indigent, it
row covers jess than 40 peroent of the poor. Medicaid sust now be viewed
principally as a program of supplementary coverage for the aged and disabled
mdically Indigent who are eligible for and receive benefits under Medicare

in 1984, barely one-fourth of Mediceid’s expenditures paid for care needed by
AFD chiidren and their famliles. Three-quarters of Medlcaid’s expendituras
pald for services provided to Individuals siready covered by Medicare* primarv
cars and other acute care services not covered by Medicare; ex*ended long-ters

care for Medicare beneficieries: and Medicare Part 8 preaiuns.

RECOMMENDAT 10KS

Although discusslons of the catastrophic care problea frequantly focus on the
dramatic, reiatively rare, acute care sxpenses of the elderiy, the
catastrophic care problea Is such brosder and much desper, extending to both
young and oid, insured and uninsured. Even when chiidren snd non-elderiy
sduits are identified as part of the catastrophic care probles, pol.cy
discussions tend to focus on exaspies of major acci-ents, catastroptic
diseases or chronlc dissbling conditions. Though such cases are of deep
concern to all of us, i~ terms of the number of ch'ldren affected the real

catastrophe is the lack of basic coverage and preventiva care.

Any cosprehensive saiution to the probles of catastrophlc 11iness not oniy
®ust address the Japs in acute and long-term coversge for the Medicare
popuistion, but must also seek to Increase the aailabiilty snd adequacy of
Insurance for chiidren and other non-eiderly aduits. In Karch 19 testisony
before the Senate Finance Committes, we made severai recommendations for




addressing the catastrophic care probiess of the Medicare population.

domever, glven the foLus of the present hearing on catastrophic carv fcr
children, the folliowing points detall cur recoemencdstions for the non-Medicare
population.

Protecting the Mon-Medicare Population

Among the non-Medicare population, the catastiophic csre problem takes two
fores. Inadequate protection ageinst catastrophic expsnses for many of the
insured, and nonexistent coverage of heaith care needs for the uninsured.

Just as the nideriy and discblied can face catastrophic expenses despite their
enrolinent In Medicare privately insured children and non-e1Gerly sdults also
can Incur farge expenses beyond the iaits of their coverage. To address the
issue of catastrophic ifiness among tie Insured population:

¢ Insurers and empl  srs shouid sake Informstion on the cost and poteatial

value of catastrophic coverage sore widely avalizble; and

o Federal policies should encourage the civerage of catastrophic iliness

by private insurance.

In teras of the nuaber of people affected, howsver, the larger health policy
probles for the non-Medicare population is the large snd growing nuaber of
uninsured. Because any significant Iiiness Is “catastrophic™ for an
individual without health Insurance, a major priority for both the public and
private sectors should be the impiementation of methods to reduce the nusber
of uninsured and to strengthen public programs providing coverage for
individusis unable to purchase private heaith Insurance.

In February 1986 the AMA Board s Special Committes on Care for the indigent
cospleted (s report, Cost and ssion" Recomsendations for_Avoiding a

Crisis in Care for the Medically Indigent, which outlined a series of long and

short-tara public and privste Initistises which could be adopted to address
the sudical Indigence problea

Long-ters spprosches. Nedical indigence is 3 cosplex, sulti-faceted jssue
that has no single, or sisple solution. Because the pubiic expects needed
care to be provided regardiess of 2 patient's sbility to pay, all mesbers of
society sust perticipste Ir. the financing of care provicad to the medically
indigent. This public responsibliity doss not sean, howsver, that government
alone can or wlil resolve the problem. An enduring solution to the probies of
ssdical indigence will require initiatives by both the public and private

sectors to.
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o Reduce the size of the medically Indigent population thrrugh 2adequate
private heaith insurance, and

¢ Restructure nd extend pudlic programs to finance care for ths modicaliy
Indigent whe are unable to obtain private jnsurance.

Private insurance can be made more widely avaliabie through covperative
efforts of fe‘eral, state, and local government, private Insur‘ors. enployers,
and providers. But, as competition incressss znd resources become more
constrained, » residual rublic program is essential to finance care for those
who cannot obtain private health Ingurance. To strengthen the public
financing of care for the medically indigent, several actions should be
pursuved-

o The reorganization of Medicaid into three distinct prograzs » prograa
of acute care overage for the aedicaily indigent who are not eligidte
for Medicare, a program of supplesentary acute care coverage for
Medicare beveficiaries, and a Progras of jong-tere care coverace for
Medicare beneficiaries;

o The graduai strengthening of the federai role in funding Medicaid- a
Title XiX trust fund sponsored by 2 broadiy based tax, for exampie a
payroll tax Such a tax could provide a stable source of funding for
Medicald, wouia equitably distribute the cost of the progras, and,
properly structured, could create positive incentive for employers and
empioyes. to obtain private hesith insurance; and

¢ Refora of dellvery and paysent systoms. the adoption of innovative
paysent and delivery arrangecsnts would encourzge the efficient use and
Production of the health care tervices neaded by individuats enroiied in
Medicaid.

She't-tere acproaches. Altnough the olements of a long-tere sclution to the
probiea of medicar indigence can be Identified rezdiiy, adoption and
implementation of a comprehensive soiution wili take time it 13 essentiai
that there be no deterioration of oxisting programs during these
Geiiberations. Moreover, while the detate over the iong-tere sofution
proceeds, the issus should te desit with through severai incresentai steps
that strengthen incentives to provioe oapioyer-paid heslth insurance and that
gradually strengthen pubiic programs .

First, the foderal government shouid strengthen, znd not reduce, tax

Incentives that encourage adequste private jnsurance

29§
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Individuais should be peraltted to exciude enpioyer-paid heaith
Insurance preaiums from taxable incose, or ‘o deduct enployes-paid
health insurance prealuss from taxable Incr a, only !f the heaith
insurance policy covers all dependents. Current jleltaticns on the tax
deductibil ity of employse-paid health Insurance should be rescinded, and
the deduction should be mede avaiiable to ail individuais, not just
those who iteaize deductions; snd

o Health insurance presiuss shoult be deductible as a business expense by
enpioyers only If the esployer pays for coverage of dependents or offers
enpioyees the opportunity to purciiase such coverage

Second, espicyers should be required to continue insurance coverage for
18id-off workers as part of unemployment compensation; states should encourage
the formation of sultiple-empioyer insurance arrangements to extend insurance
to the se!f-esployed and to mmployses of smail firas, and private insurers,
enployers, and providers should work to crsate innovative financing and
delivery systeas that incresse the availabil.ty of affordabie insurance,

particularly for saaii empioyers.
Thi-d, the federal goverreent should seek to improve public funding.

¢ Under no circumstances should the federai jovernment reduce the level of
federal funding availzbie to state Medicald prograss, nor should it
aandate or ajlow states to ~educe entitlesent under Medlcaid

o The expansion of Medicald eligibliity shoulc be sccoeplished as federal
resources persit, with the objective of achieving a unifore standard of
oligibility under state Medicaid prograes by 1990;

¢ The federal governeent taculd pereit states to offer Medicaid coverage
to peopis above the porerty level, with a graduated, income-based

preaiva,

e The federzl governsent should phase in the iong-tere refores in Medicaid
described above to create a stadbie, dedicated source of funding; and

o To encoursge provider participstion in Medlcaid ard to elieinate the
need for private-sector subsidies of Medicald expenditures, Medicare and

Fedicaid payment jevels gensrally shouid be compsrable to those for
private patients.
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Fourth, statos, local govarnments, esployers, and hospitals stould work to

=aintain and 1ncrease funding and access to care

¢ States shovld maintain eligibility and funding leve!s fcr Medicaid and
other p-ograns cesigned to flnance care for the indigent As the:r
resources permit, states shou!d expand Medicaid coverage to snclude both
tne medically needy and other segoents of the eedically indigent

population,

States also should establish risk pools for high-risk or uninsurable

individuals In which all insurers and employers shouid participate,

e Loca' governsent should malntain o7 increase funding for public or other

governsent-supported providers;

¢ Esmployers and insurers should work with goverasent to ensure adjequate
funding for the medically Indigent who must rely on public support If
adequate public funding is not made available, eaployers should work
with providers and insurers to establish funding sechanisas for care

provided to the medically Indigent, and

¢ Hospitals should maintsin their historical commitoent to provide care to
those who need care, inciuding the indigent, should take appropriate
actions to ralse pudlic awareness of the implications of purchaser
sctions on the abllity of the hospital to care for the sedically
indigent; and shot Id work with employers, Insurers, and governaent to
develop viable short- and long-tera solutions to the problen of medical
indigence.

CONCLUSION

Atthough discussions of the catastrophic medica! costs problen frequentiy
focus on the dramatic, relatively rare, acute care expenses of the eiderly,
the catastrophic care problem is such broader and mch deeper, exterdidg to
both young and old, uninsured and insured.

Many contend that we, as 2 nation, cannot afford to address all but a small
portion of the problea. Ws subait that, #s wn enlightened society, we cannot
afford to not address tne full scope of the probloa The ANA pledges its
suppcrt anc cooperaticn In tacklIng this problem, building step by step towarg
3 comprehensive approach to providing desperately needed reiief for all
children and adults frea the fear of catastrophic i1!ncss and expense
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