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BARRIERS TO HOSPICE CARE: ARE WE
SHORTCHANGING DYING PATIENTS?

MONDAY, SEPTEMBER 18, 2000

U.S. SENATE,
SPECIAL COMMITTEE ON AGING,

Washington, DC.
The committee met, pursuant to notice, at 1:36 p.m., in room

SD-562, Dirksen Senate Office Building, Hon. Charles Grassley,
(Chairman of the Committee) presiding.

Present: Senators Grassley, Collins, Breaux, Wyden, and Lincoln.
OPENING STATEMENT OF SENATOR CHARLES GRASSLEY,

CHAIRMAN

The CHAIRMAN. I want to thank all of you for atterndding todays
hearing. Senator Breaux, our distinguished ranking member, will
be with us shortly and at that point I will ask him to give a state-
ment. He will be here just as soon as he can be.

Today's hearing is continuing the committee's focus on end-of-life
care. In July, as you know, we held a hearing which highlighted
the need for more education in this area. Well, it seems that the
educational process has caught on. You have had an opportunity to
see the PBS series last week, and end-of-life care is also on the
cover of Time magazine right now. And I hope that we can keep
up this great momentum to talk about something that Americans
find very difficult to talk about, and that also means using our ge-
nius to make those the easiest days for people, or at least much
easier than they otherwise would be.

While that educational effort continues, today we turn our atten-
tion to the role of government in end-of-life care, and one of the
most far-sighted things that Congress has done for our Medicare
beneficiaries was to add a hospice benefit. So it is my honor to have
my friend, Senator Bob Dole, here today because he was instru-
mental in getting that initial job done.

Over the years, it also has been my honor to visit many hospice
providers in my home State of Iowa. Hospice sets a standard for
caring, coordinated, comprehensive services that I would like to see
the rest of Medicare meet. But it has become clear to me that many
Medicare beneficiaries are not getting the full benefit of hospice
care.

The General Accounting Office report that will be presented
today identifies the problem. While more and more Medicare bene-
ficiaries are receiving the care, they are receiving it for shorter and
shorter periods of time. The number who receive less than a week
of hospice rose sharply during the 1990's.
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Why is this a problem? Well, it is a problem for hospices because
patients in their final week of life have very high costs and if they
can't balance those patients against less expensive patients, the
hospice can't break even. Even worse, short lengths of stay hurt pa-
tients and their families because they struggle for too long without
the very valuable support that hospice can give. That is what I am
referring to throughout this meeting when I use the term "short-
changed."

Having identified short stays as a key problem, next we want to
understand the reason for this trend and what can be done to re-
verse it. As you will hear today, there are many barriers and I
would like to focus on a few that are sure to come up. One is fi-
nancing.

As Dr. Christakis notes, studies have found that hospice saves
substantial amounts of money compared to traditional coverage.
But many hospice providers assert that Medicare hospice payment
rates are inadequate, especially given the dramatic increase in
drug costs in recent years.

This year, the Medicare payment for a routine day of hospice
care in the home is just under $100. In the year 2000, that doesn't
seem like a lot of money to take care of someone who is dying. Un-
fortunately, hospices have only recently begun to report their costs
to the Government, so the General Accounting Office will not be
able to examine this issue until next year. But I do want to hear
from our provider witnesses on their experiences on this issue.

Now, there is a second issue, Medicare's requirement that a phy-
sician must certify that a patient is likely to die within 6 months.
One question is whether this rule makes sense in the first place,
given the difficulty of predicting the course of an illness.

A second question is whether the Government has been reason-
able in interpreting and in enforcing this rule. We have long heard
complaints about confusion as to whether the 6-month period of
time is a hard and fast limit. Of course, it isn't, and we have had
some heavy-handed enforcement of that rule even though it isn't
hard and fast. If such things are going on that would help explain
why patients are admitted to hospice so late.

We have been hearing these concerns for years, but apparently
the Health Care Financing Administration has now concluded that
there is a problem. So on Thursday, the Health Care Financing Ad-
ministration mailed out a clarification of this rule. This clarifica-
tion probably would have been useful much sooner, but I welcome
it now and thank the people who are behind it, and hope that it
signals a renewed focus on improving Medicare hospice.

By the way, there are now several years of history of this com-
mittee's work under Senator Breaux' and my leadership spurring
the executive branch into action. I would like to list a few of those
instances.

In May 1999, at our hearing on the home health OASIS assess-
ment, the Health Care Financing Administration announced that
the OASIS requirement would be limited to Medicare and Medicaid
patients.

The President announced a 21-point Nursing Home Initiative ex-
actly one week before the first Aging Committee oversight hearing
on nursing homes in July 1998. The Health Care Financing Admin-



3

istration modified its policies for nursing home complaints and en-
forcement in preparation for an Aging Committee hearing centered
around the General Accounting Office report in these two areas in
March 1999.

In July of this year, the Health Care Financing Administration
released its report on nursing home staffing, just 2 days before our
Aging Committee hearing on the topic of nursing home staffing
shortages. And just this weekend, knowing that I was working on
an initiative on nursing home staffing to be included in the upcom-
ing Balanced Budget Act revisions, the President announced a leg-
islative proposal in this area, and it is welcomed by all of us. At
the July hearing, Administrator DeParle said that we would have
to wait until completion of phase two of the study, approximately
a year, before they could take action. So that makes the President's
announcement a very welcome surprise.

I could cite other instances, and obviously we welcome today the
Health Care Financing Administration's letter on hospice. And I
thank Senator Breaux for working with me to move the bureauc-
racy along on each of these issues that we have been dealing with.

There are many issues to cover today, so I want to stop now. And
before I introduce our first panel, as is the custom in my commit-
tee, I aways g've meTmhers who are present at the opening a
chance to make opening remarks.

So would you start, Senator Wyden, and then Senator Collins.

STATEMENT OF SENATOR RON WYDEN
Senator WYDEN. Thank you, Mr. Chairman. I very much appre-

ciate your holding this hearing, and I also especially want to thank
Senator Dole for joining us today. I was a junior Member of the
House of Representatives serving on the Health Committee, and to
have the Majority Leader of the U.S. Senate work with me at that
time on healdth issues was an extraordinary compliment. I am so
glad that Senator Dole is with us today. This is his law and we are
going to talk a little bit about ways in which we can push the bu-
reaucracy to make it more efficient in the future and we are very
glad you are here.

Mr. Chairman, I think you know the reason I came to you and
Senator Breaux and asked that the GAO look into these hospice
issues is that we now have an agency that is far too rigid in terms
of how they are handling these questions. As you know, with re-
spect to the 6-month rule, it is truly bizarre to think that somehow
the Federal Government would ask hospices to pay money back be-
cause somehow the patients were not dying on time. I don't know
any other way to characterize that, other than bizarre.

That is certainly not what Senator Dole intended when he wrote
the law, and it is not what you and Senator Breaux and others
have wanted. There is no question that now HCFA is starting to
move away from that approach. Frankly, I think this should only
be the beginning of our efforts on a bipartisan basis to try to get
this agency to be a bit more flexible in terms of how they approach
the issue.

That is why I have introduced S. 3026. It is legislation that I
hope that the Finance Committee will act on favorably this year to
allow for some demonstration projects so that we can try out some
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models for providing a hospice benefit that more accurately reflect
what hospice providers out in the field say that they need to care
for patients.

Now, I want to give you an example. Recently, in Oregon, I heard
over and over again concerns with respect to the use of nurse prac-
titioners. These, of course, are the providers who in rural areas of
my State are permitted to certify that a patient needs a hospice
under State law, but they aren't allowed to do so under the Medi-
care rules of participation. That means someone in rural Oregon
has to find a physician instead of the person who has been a pri-
mary caregiver, the nurse practitioner, to get them into a hospice.

My legislation, S. 3026, that would allow for some demonstration
projects to build on the reforms that we are now getting in the 6-
month rule and develop flexibility which seems to me to be very
timely.

The fact is that the benefit design of this program really hasn't
changed since it was put in place in 1982. The design was based
on a model involving suffering cancer patients, which was appro-
priate then. But now we have many individuals with a variety of
other health problems who also need and use this benefit.

My legislation also would allow in this demonstration projects,
Mr. Chairman, to receive support and comfort care while deciding
whether you should still seek curative treatment or are facing a sit-
uation where the person wants to go into a hospice program.

So I think this is a very important hearing. Public awareness is
absolutely critical. To have Senator Dole with us today sends a
very powerful message about how Congress can build on the impor-
tant law that Bob Dole wrote. And as always, I look forward to
working with you and our colleagues on a bipartisan basis.

The CHAIRMAN. Thank you, Senator Wyden.
Now, Senator Collins.

STATEMENT OF SENATOR SUSAN COLLINS
Senator CoLLINS. Thank you very much, Mr. Chairman. I have

an in-depth statement that I will submit for the record and I will
just summarize my remarks.

The CHAIRMAN. It will be included.
Senator COLLINS. Thank you.
Let me thank you for holding this hearing on this very important

issue, and welcome Senator Dole back to the Senate. We always
benefit so greatly from his wisdom and experience, and his humor
as well. So it is very nice to have him, as well as our other distin-
guished witnesses with us today.

Thanks in no small part to Bill and Judith Moyers and their tele-
vision series "On Their Own Terms," there has been increased and
much-needed attention focused lately on how we care for people at
the end of their lives. Advancements in medicine, public health,
and technology have enabled more and more of us to live longer
and healthier lives. However, when medical treatment can no
longer promise a continuation of life, patients and their families
should not have to fear that the process of dying will be marked
by preventable pain, avoidable distress, or care that is inconsistent
with their values or wishes.
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We know that most people would rather die at home surrounded
by family. In fact, surveys show that 80 percent of us have that
preference. Yet, the vast majority of us will die in institutions, sub-
ject to high-tech interventions that may needlessly prolong suffer-
ing. That is one reason that I am such a proponent of hospice care.

I know from my experience in talking with hospice workers and
physicians in the State of Maine, that families who have experi-
enced hospice care generally have far better experiences in dealing
with the death of a loved one than those who do not.

In Maine, however, we have a very low rate of physician referral
for hospice care. And when I have talked to physicians about why
that is so, inevitably the 6-month rule comes up and the fear of re-
ferring people who may ironically live too long and thus not be
qualified. Obviously, with many diseases it is difficult for any phy-
sician to predict with certainty when death will occur. So, I think
we need to take a look at having more flexibility in the program,
as both the chairman and Senator Wyden have mentioned.

It is interesting to note that-and I think it is directly because
of the fears that physicians have about exceeding the 6-month
rule-that half of Medicare hospice patients are enrolled for only
19 days-nowhere even close to 6 months-and many have service
periods of just a week or less. That, nfortu1nately, is really not
enough time to fully take advantage in most cases of the wonderful
and comforting services provided by hospices.

To help address some of these problems, I have joined with Sen-
ator Jay Rockefeller in introducing the Advance Planning and Com-
passionate Care Act. Like the bill that Senator Wyden has de-
scribed, it also provides for demonstration projects to develop mod-
els for end-of-life care for our senior citizens. It would also make
it easier for pain medications to be reimbursable even if they are
administered in a home setting. So I think there is a lot of work
we need to do in this area.

In closing, Mr. Chairman, I just want to say that I think that
a lot of the drive to allow for assisted suicide in this country would
recede or even evaporate if we did a better job of caring for people
at the end of their lives. I think that a lot of times the desire for
assisted suicide is driven by fear and pain and worry of emotional
stress for families. And if we could do a better job with palliative
care and with taking care of people at the end of their lives, I think
we would see the desire for assisted suicide evaporate. So for that
reason, as well, I think it is really important that this hearing be
held and that we start doing a better job in this area.

Thank you, Mr. Chairman.
[The prepared statement of Senator Collins follows:]

PREPARED STATEMENT OF SENATOR COLLINS

Mr. Chairman, thank you for holding this hearing this afternoon to examine the
Medicare hospice benefit to determine whether there are barriers that are prevent-
ing some seniors who would benefit greatly from receiving hospice services.

Thanks in no small part to Bill and Judith Moyers and their television series, "On
Our Own Terms," increased and much-needed attention has been focused in recent
weeks on how we care for people at the end of their lives in this country. Advance-
ments in medicine, public health, and technology have enabled more of us to live
longer and healthier lives. However, when medical treatment can no longer promise
a continuation of life, patients and their families should not have to fear that the
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process of dying will be marked by preventable pain, avoidable distress, or care that
is inconsistent with their values or wishes.

Discussions about appropriate end-of-life care are particularly timely in light of
the current debate on physician-assisted suicide. The desire for assisted suicide is
generally driven by the fear of prolonged pain, loss of dignity, and emotional strain
on family members. Such worries would recede and support for assisted suicide
would evaporate if better palliative care and more effective pain management were
widely available.

Unfortunately, most patients and their physicians do not currently discuss death
or routinely make advance plans for end-of-life care. As a consequence, about one-
fourth of Medicare funds are spent on care at the end of life that is geared toward
expensive, high technology interventions and "rescue" care. Moreover, while most
Americans say they would prefer to die at home, studies show that almost 80 per-
cent die in institutions where they may be alone or in pain, and where they may
also be subjected to high-tech treatments that merely prolong suffering.

Clearly, there is more that we can do to relive suffering, respect personal choice
and dignity and provide opportunities for people to find meaning and comfort at
life's conclusion.

Hospice care can offer tremendous advantages over traditional, hospital-based
end-of-life care. It enables dying patients to remain in the comfort of their own
homes, free from unnecessary pain and surrounded by friends and families. More-
over, hospice not only improves the quality of life for both the patient and their fam-
ily, but it has also been shown to be less costly than the alternative ways of caring
for the terminally ill.

Unfortunately, as we will hear from our witnesses this afternoon, there currently
are barriers that may be preventing many Medicare patients with terminal illnesses
from receiving appropriate hospice care. Currently, in order for a Medicare patient
to qualify for the hospice benefit, their physician must certify that they have a life
expectancy of six months or less. Many doctors, however, are reluctant to do this,
particularly for patients with diseases like congestive heart failure, where it is dif-
ficult to predict life expectancy with any certainty. Others are concerned that refer-
rals will prompt scrutiny by HCFA, which has actually ordered investigations of
hospices whose patients have lived longer than 6 months. As a consequence, half
of Medicare hospice patients are only enrolled for 19 days or fewer, and service peri-
ods of one week or less are common. This is simply not enough time for patients
and families to take advantage of hospice's unique services.

To help address some of these problems, I have joined with Senator Rockefeller
in introducing the Advance Planning and Compassionate Care Act, which authorizes
the Department of Health and Human Services to study end-of-life for Medicare and
Medicaid patients and to develop demonstration projects to develop models for end-
of-life for Medicare beneficiaries who may not qualify for the hospice benefit, but
who still have chronic debilitating and ultimately fatal illnesses. I also introduced
an amendment to the Patients Bill of Rights, which was approved by the Senate,
to require a comprehensive study into the appropriate thresholds, costs and quality
implications of moving away from the current narrow definition in Medicare of who
is terminally ill and toward a definition that better identifies those with "serious
and complex" illnesses. This study will help us to provide better care for that broad-
er category of patients who are terminally ill and have a need for more coordinated
care, but who will probably live for another year or two.

Mr. Chairman, the fact is that dying is a universal experience, and these are criti-
cal issues that, at some point, will confront each and every one of us. This after-
noon's hearing will be extremely helpful in our effort to improve care of the dying
in this country, and I look forward to hearing the testimony from our witnesses.

The CHAIRMAN. Thank you, Senator Collins.
It is my opportunity now to introduce our first panel, and I want

to start with a friend of mine, Senator Bob Dole. I don't know how
you introduce a person who has served his country so honorably
during World War II and since, and is still serving his country
well. His presence here at this committee meeting today is a per-
fect example of continuing public service.

But the importance of Senator Dole related to this issue is that
as chairman of the Senate Finance Committee during the 1982
timeframe, before he became Senate Republican Leader, he was
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gun behind this movement toward hospice being covered by Medi-
care.

I was a freshman member of the Finance Committee at the time
he was chairman of the Finance Committee and he helped me a lot
during that period of time. He was a dear friend during that time
and still is, and so Senator Dole is with us.

Before Senator Dole speaks, I want to take an opportunity so I
don't have to interrupt the panel, to introduce, Ms. Ruby Tooks, of
Carol City, FL. Ms. Tooks' mother, Louise Tharpe, who was a hos-
pice patient, passed away just a few weeks ago. Ms. Tooks will de-
scribe what hospice has meant to her family in the last year. After
she speaks, we will see a brief videotape of her late mother. Ms.
Tooks is accompanied at the witness table by Ms. Marly Hernan-
dez, the hospice nurse who cared for her mother.

Ms. Tooks, you are doing a real public-service, as I told you pri-
vately, by coming here to be with us.

So, Senator Dole, would you start, please?

STATEMENT OF ROBERT DOLE, FORMER U.S. SENATOR FROM
THE STATE OF KANSAS

Mr. DOLE. Well, first, I would ask that my statement be made
a part of the record. i will do as Senawr Cullins did, sort of sum-
marize, because I know you have a number of panels.

I would also note the bipartisanship, and it has been my experi-
ence all the time I was in the Senate that any legislation that was
worth anything had bipartisan support. Very few pieces of legisla-
tion pass on a party-line basis that really have a major impact on
Americans everywhere, and I think that is certainly true in this in-
stance.

I must say, going back to the time that Senator Grassley just al-
luded to, there was strong bipartisan support. I get maybe the
credit because I happened to be the Chairman, but I remember
working with Senator Ribicoff and others. It was sort of an effort
that people recognized the time had come. And, of course, it all
started in Great Britain and we learned from Great Britain the
value of this kind of care, and it seemed to us to be a very reason-
able thing to do.

We have other witnesses here today who are going to tell you the
real impact, how it affected their mother, how it affected their fa-
ther. But it is certainly a proper role for Medicare and a proper
role for Government. So I would just talk a few minutes on sort of
the genesis of the hospice benefit and a couple of things that you
have already touched on in the eligibility area, the length of stay,
and the fear that doctors have that they are going to be prosecuted
for fraud or something worse. That is why the number of referrals
have been decreasing, and you said, "What, 19 days?" And I think
in your case it was even less. Well, anyway, she will get to that.

This issue has been important to me for many years, and I had
a chance to see some of Bill Moyers' reporting just yesterday. I
watched part of it. And I think it is important and I think we un-
derstand the importance, and it is widespread. I think if people
learn more about the program, the more participation you will
have.
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Medicare, as we all know, initially centered on acute care and fa-
vored institutional care mostly in the hospital. And it was focused
mostly on curative care, which made a lot of sense at the time. Yet,
all those facing death hope to die with dignity, and once they come
to terms with their diagnosis their care needs shift from curative
care to palliative care, again, as we all know.

It seemed to those of us on the committee 20 years ago, as I said,
in both parties that it was time to do something and we made this
initial effort. As a result of the addition of the hospice benefit,
today hospice provides the most significant care for Medicare bene-
ficiaries who are terminally ill.

This benefit was a unique addition to the fee-for-service Medicare
program. It introduced a new choice, specifically for terminally ill
individuals. Hospice provided comprehensive care tailored to meet
individual needs. It also introduced flexibility to enhance the bene-
fit package and provide homemaker services, counseling, prescrip-
tion drugs, and utilized a multi-specialty team of health care pro-
viders to assure a better quality of life for terminally ill patients.
It also embraced family life by supporting and educating a Medi-
care beneficiary's family to care for their family member in their
home, and providing bereavement counseling to family members
following death.

So it has grown over the past 20 years and it is serving more and
more beneficiaries. Throughout the first decade of the hospice pro-
gram, people were very slow to participate, but most hospices serve
Medicare patients today. In fact, Medicare patients represent two-
thirds of hospice patients. I think this growth is good news. You
know, 20 years; it is a fairly new benefit. Also, these increases now
provide a comprehensive analysis regarding access to hospice serv-
ices.

I think if you are going to review the access, you have to also
look at the difficulty of assessing how many patients should be in
hospice and may not be, for whatever reason. Nearly 2 million
Medicare beneficiaries die each year. Yet, not all of them may be
appropriate for hospice, and not all of them may be comfortable
foregoing curative therapy and accepting their impending death.

For some, there may be cultural issues that discourage this care
choice. When you think of access to hospice care, these are not pop-
ulations you worry about. Rather, it is those patients who can ben-
efit from hospice care and who would elect the hospice benefits but
may not have enough knowledge of the benefit to make an in-
formed choice. I think, as Senator Wyden said, we need more out-
reach. More people need to know about the program and know
about the benefits.

Some may not learn about it from their physician, or may not
have a hospice provider in their area. In addition, access may be
less than optimal for those individuals with complex medical prob-
lems, multiple diseases, complicated care, greater social service
needs due to impairments, and higher-cost medical needs. In other
words, access issues in hospice do not easily reveal themselves.
They are very difficult to determine. They are complex. They in-
volve perceptions, individual benefits and, of course, the ability to
accept death.
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I would just touch on a couple of areas in eligibility where I
think it should be clarified. I would say we didn't know we were
setting up barriers when we passed the law. We thought we were
providing a benefit. What we thought we were doing at the time,
as I recall, seems to have been-I don't know; maybe it is some dis-
tortion or lack of understanding. Maybe we didn't make a good his-
tory. Maybe there wasn't enough discussion of it in the committee.

At the time the benefit was established, 6 months represented
the general practice within the hospice industry. It was not a topic
of debate, nor did we discuss how difficult this assessment would
be for physicians. Although physicians are expected to certify that
a patient's life expectancy is 6 months or less, by no means are
they expected to be certain of that timeframe.

I was just talking to a doctor who is going to testify later who
said it is better to get a 6-month sentence from a doctor than a
judge because there is some flexibility. The doctor has some flexi-
bility. He will be speaking to you later.

Over the years, this issue has been revisited. Ten years ago,
HCFA clarified that the physician was only expected to base this
judgment on the general knowledge of the course of the illness. In
addition, Congress has revisited this issue and attempted to pro-
vide assurance by, first, revising and then eliminating in 1997 the
lifetime benefit limit of hospice.

The bottom line is that Medicare beneficiaries may live longer
than 6 months and still be terminally ill and eligible for hospice.
Unfortunately, perceptions persist that this is a limited benefit and
that it is fraudulent to refer patients that may live longer. Iron-
ically, this is the only benefit in the Medicare program to be
frowned upon if it provides positive health outcomes, such as im-
proved quality of life, the ability to enjoy a day out of bed with the
family, or stabilized health status.

Finally, I would just say that as you review access to the Medi-
care hospice benefit, please consider the decreassing length of serv-
ice indicative of late referrals. Last year, MedPAC wrote, and I
quote, "Because of a recent investigation by the Office of Inspector
General examining long hospice stays, physicians may be reluctant
to make 6-month diagnoses in all but the clearest cases to avoid
any perception of fraud. In such cases, the patient may be admitted
to the hospice either after hospice services may be of optimal value
or not at all." These aren't my words. These are the words of
MedPAC, and I find that part of the statement very disturbing. So
they be coming in very late, receiving very few of the benefits.

I would just say that I appreciate this opportunity to share my
thoughts with you. We have certainly come a long way in 20 years
to treat and take care of the needs of terminally ill Medicare pa-
tients. But I am certain this committee is doing the right thing.
People are going to appreciate it. They may never know of the ex-
istence of this committee, but it is going to make a difference in
what you suggest and what the Finance Committee and the House
Ways and Means Committee, or the appropriate committee in the
House, and Congress finally does.

Again, I thank my colleagues, and wish you every success as you
deal with this very, very important problem.

[The prepared statement of Mr. Dole follows:I
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Statement of Senator Bob Dole

U.S. Senate, Special Committee on Aging

Monday, September 18, 2000

Mr. Chairman, Senator Breaux, and other members of the Committee, thank

you for inviting me to testify regarding hospice care. I commend you for

dedicating a hearing to this topic, which accounts for only about 2% of Medicare's

total outlays, and especially to delve into the issue of access to Medicare hospice

services. Indeed, the government must play a role in assuring appropriate access

to Medicare services and I look forward to hearing from the other witnesses to

gain their perspective on what more can be done.

My remarks will focus on the genesis of the hospice benefit and on those

issues that I believe you may want to look more closely at to achieve improved

access to hospice care for terminally ill Medicare beneficiaries.

The issue of end-of-life care has been important to me for many years.

Nearly twenty years ago, I introduced legislation to establish the Medicare hospice

benefit. The goal of hospice care, which was initiated in Great Britain, is to assist

-1-
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terminally ill patients in preserving as normal a life as possibie, while remaining in

their home, surrounded and cared for by their family. At the time, this was an

unmet need of millions of Medicare beneficiaries and their families. As you

know, the Medicare program initially centered on acute care and favored

institutional care - mostly in the hospital. As a result, the Medicare program was

focused, and mostly still is, on curative care. Yet, those facing death hope to die

with dignity and once they come to terms with their diagnosis, their care needs

shift from curative care to palliative care. Twenty years ago, people needed more

than what was available to them in the Medicare program and hospice was

uniquely qualified to deliver comprehensive care at the end of life. As a result of

the addition of the hospice benefit; today, hospice provides the most significant

care for Medicare beneficiaries who are terminally ill.

The hospice benefit was a unique addition to the fee-for-service Medicare

program. It introduced a new choice specifically for terminally ill individuals.

Hospice provided comprehensive care tailored to meet individual needs. It

introduced flexibility to enhance the benefit package and provide homemaker

services, counseling and prescription drugs, and it utilized a multi-speciality team

of health care providers to assure a better quality of life for a terminally ill

-2-
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individual. Also, the hospice benefit embraced fTamniy iIfI' by supporting and

educating a Medicare beneficiary's family to care for their family member in the

home and by providing bereavement counseling to family members following

death.

The hospice program has grown over the past 20 years to serve increasing

numbers of Medicare beneficiaries. Throughout the first decade of the Medicare

Hospice Benefit, hospices were slow to participate in the Medicare program.

Luckily, today, most hospices serve Medicare patients and, in fact, Medicare

patients represent two-thirds of hospice patients. This growth is good news. I

urge you to remember that this is a relatively young benefit and the increase in

patients and participating providers is most welcome. Also, these increases do not

provide a comprehensive analysis regarding access to hospice services.

Inherent in a review of access to hospice, is the difficulty of assessing how

many patients should be in hospice, but for whatever reasons are not. Nearly 2

million Medicare beneficiaries die each year. Yet, not all of them may be

appropriate for hospice and not all of them may be comfortable foregoing curative

therapy and accepting their impending death. For some, there may be cultural

-3-



13

Issues ttat discourage this care choice. When you think of access to hospice cile,

these are not the populations you worry about. Rather, it is those patients.who can

benefit from hospice care and who would elect the hospice benefit, but may not

have enough knowledge of the benefit to make an informed choice, may not learn

about hospice care from their physician, or may not have a hospice provider in

their area. In addition, access may be less than optimal for those individuals with

complex medical problems, multiple diseases complicating care, greater social

service needs due to impairments and higher cost medical needs. In other words,

access issues in hospice do not easily reveal themselves. They are complex,

involve perceptions, individual beliefs and an ability to accept death.

As you seek to improve access to hospice care, I urge you to review the

current program with the goal to secure the future viability of the hospice benefit.

Some areas you may wish to examine in particular include:

ELIGIBILITY -

There is merit in clarifying eligibility, specifically, that Congress never

meant for the definition of terminally ill to serve as a barrier to access the benefit,

but rather as a reasonable measure of when a person could be expected to come to

terms with impending death. At the time the benefit was established, 6 months

represented the general practice within the hospice industry. It was not a topic of

-4-



14

debate, nor did wve discu's how difficult this assessment would be for physicians.

Although physicians are expected to certify that a patient's life expectancy is 6

months or less, by no means are they expected to be certain of that time-frame.

Over the years, this issue has been revisisted. HCFA revised its regulations ten

years ago to clarify that the physician was only expected to base this judgment on

the general knowledge of the course of the illness. In addition, Congress has

revisited this issue and attempted to provide assurance by first revising, and then

eliminating in 1997, the lifetime benefit limit of hospice. Bottom line, Medicare

beneficiaries may live longer than 6 months and still be terminally ill and eligible

for hospice. Unfortunately, the perceptions persist that this is a limited benefit and

that it is fraudulent to refer a patient that may live longer. Ironically, this is the

only benefit in the Medicare program to be frowned upon if it provides positive

health outcomes,.such as improved quality of life, ability to enjoy a day out of bed

with the family, or stabilized health status.

DECREASING LENGTHS OF SERVICE:

As you review access to the Medicare Hospice Benefit, I urge you to

consider the decreasing length of service indicative of late referrals. Last year,

MedPAC wrote, "because of recent investigations by the Office of Inspector

General examining long hospice stays, physicians may be reluctant to make six-

-5-
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month diagnoses in all but the clearest cases to avoid any perception of fraud. In

such instances, the patient may be admitted to the hospice either after hospice

services may be of optimal value, or not at all." I find the latter part of that

statement very disturbing. Medicare beneficiaries may be accessing hospice, but

they and their families are missing out on the benefit. This population of patients

is choosing hospice and is eligible for hospice. Yet, I regret that many hospices

report that patients are coming to them within days of death. Regardless of the

reason for dramatic decreases in the length of service, it points to an access

problem. Personally, I suspect there are a combination of reasons for the

decreased length of service, including recent OIG activities, the need for improved

discussion and education regarding this option, and physicians', especially those

who may not refer many patients to hospice, uncertainty regarding the certification

requirements or a misunderstanding of their role in a hospice environment.

Again, I greatly appreciate the opportunity to share my thoughts with you.

We've come a long way in meeting the needs of terminally-ill Medicare patients.

However, there is much to do to assure improved access. I hope that your

continued attention to improve this benefit will result in a strong, viable hospice

benefit for many years to come.

-6-
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The CHAIRMAN. Thank you, Senator Dole.
Now, Ms. Tooks, please go ahead.

STATEMENT OF RUBY TOOKS, CAROL CITY, FL; ACCOMPANIED
BY MARLY HERNANDEZ

Ms. TooKs. Good afternoon. I would like to thank the chairman
and the committee for allowing me to share the special end-of-life
story about my mother, Louise Tharpe. If you remember one thing
about this short visit today, I hope you will understand the dra-
matic difference that hospice care has made in my life and my
mother's, and all the incredible support from a special group of
health care professionals.

Less than one month ago, August 20, my mother, my best friend,
passed away on her own terms. Hospice care provided by VITAS
Healthcare Corporation, Dade County, FL, has made all the dif-
ference in my family and how I have accepted the loss of not one,
but both of my parents. Yes, both of my parents. My father also
died 8 months ago in hospice care.

Today, it is because of hospice support that I can reflect on the
many precious moments I shared with my mother during her final
days. Because of these fond memories, I have the strength to be
here today before you talking about what hospice means to me.

To each person in this room, hospice may have a different mean-
ing to them. But to me, when someone asks what hospice means
to me, I say it simply is the answer. It is the answer because if
it wasn't for hospice being there for me, for my mother when she
needed it most when I was unable to give her the care that she
needed, hospice was there. All I had to do was just call them when
the pain got too bad. They were there, whether it was morning,
noon, or night. That is what you need when your loved one is at
the end of their life, because family members might say they are
going to be there, but they are not going to be there. They have
somewhere else to be when you need them. So when you have hos-
pice for your loved ones, they are going to be there.

Hospice was a godsend for myself and my family, plus it was im-
portant to my mother. Mother loved her hospice caregivers. She
loved the control she maintained in her life until the end. It was
hospice that it made it possible for her to spend most of her time
when she was at home surrounded by her family and her friends.
By that time, she was truly blessed, and I know she would want
me to thank VITAS and all of you for the benefits that made it pos-
sible.

I doubt that, alone, my family would have been able to accom-
plish my mother's last wish because it would have taken all of our
family resources to do this, and that still probably wouldn't have
been enough. I am so grateful that we were able to have hospice
with us for more than a couple of days. With the care of hospice,
I was able to give back to the woman who sat with me at night
when I was sick, kissed my bumps and bruises and made them bet-
ter, and made me know that the world would not always be fair.

The early involvement of hospice in both of my parents' lives
would allow me extra time to develop a special trust and confidence
in the hospice staff. Everyone on the hospice care team was so won-
derful. Whenever a physician was needed, Dr. Gomez would come
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to my home in Carol City, FL. The nurse and the nurses aides
helped me with the day-to-day care of my mother so I could focus
my attention on my husband, who was also suffering from chronic
diabetes and on dialysis. The chaplain and the social worker also
helped us with the stress and uncertainty that comes with terminal
illness. All of them provided great comfort and support to both my-
self and my mother. For that, I am also grateful.

Assistance was given and is currently ongoing for my family be-
cause now I can go through the bereavement classes that I need
because when my father died 8 months ago and my mother a few
weeks ago, I didn't get a chance to grieve. So hospice is still helping
my family.

The support of hospice and my church have made all the dif-
ference. Hospice care helped us appreciate that my mother was
with me each day, and in the end this spared not only my mother
pain, but softened our loss. As you can tell, I believe in hospice.
Hospice is wonderful. It allows me to appreciate each day in a spe-
cial way.

The new understanding that I have gotten since I have been with
hospice has helped my family, and I plan on volunteering to help
VITAS with their wonderful work in the future. Because they gave
so much to my mother and my father, I want to give something
back.

More people should know about hospice because when I talk to
people in the community, they think you can only qualify for hos-
pice if you have cancer and you are dying of cancer. Not true. I told
them that hospice will help you if you have any terminal illness,
like they said, from 3 to 6 months, 1 to 6 months. But you can't
say that because only God Almighty knows how long you are going
to be here. If it is terminal, you can say terminal, but you can't tell
if a patient is going to die in 3 months or 3 days. But they will
be there for you and they will not turn their back on you. If your
parent or your loved one doesn't expire, hospice doesn't walk away
and just leave you. They are there until the end.

I think my mother lived longer because hospice managed not
only her physical pain, but also her emotional care. Regardless of
outcome and the timeframe, hospice workers are committed until
the end because hospice is a special way of caring. Hospice is about
dying well.

Thank you for letting me share my story.
[The prepared statement of Ms. Tooks follows:]
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Good afternoon. I would like to thank the chairman and committee for allowing me to share the

special "end of life" story of my mother Louise Tharpe. If you remember one thing from my

short visit with you today, I hope you will understand the dramatic difference hospice care has

made in my life, that of my mother and the incredible support of a special group of healthcare

professionals.

Less than one month ago, on August 201 my mother-- and my best friend -- passed away on her

own terms. Hospice care provided by VITAS Healthcare Corp. in Dade County, Florida, has

made all the difference in how my family and I have accepted the loss of not one but both my

parents. Yes, BOTH of my parents. My father also died eight months ago on hospice care.

Today, it is because of hospice's support that I can reflect on the many precious moments I

shared with my mother during her final days. Because of those fond memories, I have the

strength to be here today before you talking about what hospice means to me.

To each person in this room, hospice may have a different meaning. To me, when asked, "What

is hospice care," I simply say it is "the answer." It is the answer to care at the end uf a loved

one's life. When all control is gone and final decisions have to be made, there is hospice to

support you and your family.

Hospice was a "god send" for myself, my family and most important, my mother. Mother loved

her hospice caregivers. She loved the control she maintained in her life up until the very end. It

was hospice that made it possible for her to spend more time than expected at home surrounded

by her family and friends. For that iiniie, she was t -uly blessed and I know she wnotld want me to

thank VITAS and all of you for the benefit that made it possible.

Alone, I doubt my family would have been able to accomplish her last wishes. It would have

taken all of my family's resources, and still most likely not been enough. I am so grateful that we

were able to have hospice with us for more than a couple of days. With the care of hospice, I

was able to give back to the woman who sat up with me at night when I was sick, kissed my

bumps and bruises to make them better and soothed my heartache when the world seemed unfair.
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The early involvement of hospice in both my parents' lives allowed us the extra time to develop

a special trust and confidence in the hospice staff. Everyone on the hospice care team was so

wonderful. Whenever needed, the hospice physician, Dr. Gomez, actually visited my mother at

home in Carol City, Florida. The nurse and nursing aides helped me with the day-to-day care of

my mother so I could focus the needed attention on my husband who suffers from chronic

diabetes and needs dialysis treatments. The chaplain and social worker also helped us with the

stress and uncertainty that comes with a terminal illness. All of this provided great comfort and

support to both myself and my mother. And for that, I am truly grateful.

The assistance that was given - and is currently ongoing - for my family is wonderful. Many

times in life, my mother was my strength and I was glad I could support her up until the end.

The support of hospice and my church has made all the difference. Hospice care helped us

appreciate each day that mother was with us. And in the end, they spared not only my mother's

pain but softened our loss.

As you can tell, I believe hospice is wonderful. It allows me to live and appreciate each day in a

special way. In fact, with my new understanding of hospice, I plan on volunteering to assist

VITAS with their wonderful work in the future. Hospice is the answer to end-of-life care and

dying on your own terms. More people should know about hospice. Hospice isn't just for

cancer patients. And hospice workers won't turn their back on you if you live longer than

predicted. I think my mother lived longer because hospice managed not only her physical pain

but also her emotional care so well. Regardless of the outcome and time frame, hospice workers

are committed until the end because hospice is a special way of caring. Hospice is about dying

well.

Thank you for letting me share my story.
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The CHAIRMAN. Before questions, I announced that we were
going to see a videotape associated with Ruby Tooks' case here. So
could we have that video now and then we will ask questions?

[Videotape shown.]
Thank you, Ms. Tooks, for sharing those last days of your mother

with us and the country as an example of what hospice care is all
about. We thank you very much.

I just have one question. I don't have any of Senator Dole, except
to thank him once again for the public policy interest that he main-
tains even after being in the Senate by being with us, particularly
viewing this legislation as something that he helped get passed,
and for consulting with us on the original intent and what can be
done to improve it.

Ms. Tooks, I have already thanked you. You have had to deal
with a lot, with your parents passing away this past year and your
husband being on dialysis. I think it is wonderful that even after
all that, you still wanted to be here today and to be a hospice vol-
unteer in the future to help make things better for those who come
after all of us. Family caregivers like you are America's everyday
heroes. Again, thank you.

I understand that after your father passed away, you took advan-
tage of the respite care that Medicare offers after your mother's
passing. Would you tell us about that, please? That is the only
question I have of you.

I would also ask Ms. Hernandez if there is anything she wants
to give us from her experience. I would be glad to have you offer
anything you want to, Ms. Hernandez.

Would you please go ahead, Ms. Tooks?
Ms. TooKs. My mother was first in hospice, and after I saw how

well they were treating my mom-my father was sick and he was
also in the hospital. The doctor said he was not going to make it;
he was terminal. So they asked me what I was going to do, so I
said I wanted to put him in hospice, also, because I knew I couldn't
be there with mom. He lived in Broward County and I lived in
Dade County, so I couldn't be with both of them. So I put him in
hospice, so that way I knew he was in good hands.

So this is why I am saying if we don't have hospice, a lot of aging
people are going to die because some of them don't have family. My
mother was fortunate to have me. There are some people with chil-
dren who still don't take care of their family. So with hospice, I
knew the days they were going to be with my mom and I knew
that I could focus on my husband's illness because I knew mom
would be in good hands. So this is why hospice is so important.

And when my dad died, I couldn't be with mom, so they put her
in respite care and the hospital and they kept her there for 5 days
so that I could make funeral arrangements and do what I had to
do for him. Then I came back and got her out of the hospital. So
hospice is good all the way around because, like I said, you don't
have family members who are willing to take care of a terminally
ill person for 5 days; not even one day would they want to be both-
ered.

So without hospice and all the benefits that they give us-we
need it, and people like me more especially because we don't have
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the resources to pay someone to come in and take care of your
loved ones. We can't afford it.

The CHAIMAN. Thank you very much.
Do you want to say anything?
Ms. HERNANDEZ. I don't know what to say. She has just been a

great witness.
The CHAIRMAN. Thank you.
I will call on, in order, Senator Wyden, Senator Collins, and then

Senator Lincoln.
Senator WYDEN. Thank you, Mr. Chairman. I am going to ask

Senator Dole a question only because I know that he really is
knowledgeable about these health care issues. As he knows, often
we have colleagues who come on in and they read a statement or
something, but really don't know all that they might about some
of these issues.

The CHAIRMAN. Don't tell our secrets. [Laughter.]
Senator WYDEN. The word is going to get out.
The question I have, Senator Dole, is what is your sense about

why it has been so hard to get the word out about hospice and its
potential. I think we all know that it has just not penetrated really
the way we would like. And as you study these health care and
talk to folks in the health care field, what is your sense about why
it has been hard to get the word out?

Mr. DOLE. Well, I think some of it is cultural and some people
can't face the fact that it is the end of life. They don't want to hear
it, they don't want to listen. They probably turn off the Moyers
show because it is pretty heavy stuff. Then as Ruby indicated,
some people may have the misimpression that it only covers one
disease or cancer or whatever it maybe, which is not the case.

And maybe we haven't done a very good job on outreach. I re-
member working for years with Senator McGovern and Senator
Humphrey on food stamp legislation, and we still have people in
rural areas particularly whom you don't reach with those pro-
grams, particularly food stamps and some of the other programs for
seniors.

I think there is still this reluctance-pride, call it what you
will-of people not wanting help, and particularly where there are
no children around. I mean, there are a lot times that they don't-
you know, there are some people who probably go through life and
never hear a spoken word maybe for a week. Nobody ever says
hello or good-bye for a day, 2 days, or a week. So it sort of indicates
how far we need to go.

I was on a panel on how to age gracefully. I am not sure it is
going to work, but they had a group of us-Art Linkletter, who is
89, and Jane Russell, who is 70-some, and Barbara, the genie who
came out of the bottle.

Ms. TooKs. Barbara Eden.
Mr. DOLE. But, anyway, we were talking about the same thing,

how do you get people to do these things, go to the doctor and learn
about long-term care and hospice care. And these are fairly sophis-
ticated people and they didn't have the answers.

But I think this committee hearing helps a little, and there will
be some coverage of it and it helps a little. And I assume members
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are having town meetings, and maybe a seminar in each State and
each district on hospice care would be helpful, too.

Senator WYDEN. I think, Mr. Chairman, Senator Dole is making
an important point. In a sense, I think what he has said is that
the folks who need it the most are often the most isolated and es-
sentially have no kind of network. And I think as we work on these
programs-we have got the Older Americans Act coming up
again-we ought to look at some innovative approaches to reach
those people. I happen to think that at some point you have got to
have some folks actually knock on the door of these people.

Mr. DOLE. There are still people dying in some areas unattended.
They find them a week or 2 weeks after they have died of natural
causes.

Senator WYDEN. Thank you for your leadership. Thank you, Mr.
Chairman.

The CHAnRMAN. Senator Collins.
Senator COLLINS. Thank you, Mr. Chairman.
Ms. Hernandez, if you could move the mike up close to you, I do

have a question for you. I think that Senator Dole and Ms. Tooks
have put their finger on a very important issue, and that is how
do we make sure that elderly people who are dying of a terminal
illness who are all alone in the world learn about hospice care.

Ms. Tooks knew about iL, and I am going to ask her a question
about how she first learned about it with her father. But she was
pretty knowledgeable and a lot of us who are lucky enough to come
from large families have less to worry about in that regard. But
what about that elderly terminally ill person who is all alone in the
world? Are we doing a good job of making sure that doctors reach
those people? I can see people in the audience shaking their heads,
no, that we are not.

What has been your experience?
Ms. HERNANDEZ. I agree with those people who are shaking their

eaus t1haL are saying, no, we sac not doing -toogod
ing that to send the message out, trying to get early referrals out
there to physicians. Physicians, as indicated by Senator Dole, are
very fearful regarding referrals because of a certain perception that
they may have regarding fraud, and what not.

So I think the answer is education and educating the consumer
regarding their rights regarding hospice and Medicare guidelines
and regulations. So I think you are making the key point right
now, today.

Senator COLLINS. I think that our medical schools need to do a
better job in this area, also.

Ms. HERNANDEZ. And nursing schools, too.
Senator COLLINS. Nursing schools, too. Good point.
Ms. HERNANDEZ. They do not have that as a criteria in the cur-

riculum. In nursing school, they have psych, they have ob/gyn, but
they do not have hospice, palliative care.

Senator COLLINS. I think that is an excellent point that we need
to encourage the schools training health care providers to put more
emphasis on end-of-life care, palliative care, and make them more
aware of it. I think that our whole health system has been so
geared toward curative care that we have really slighted palliative
and end-of-life care.
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Ms. HERNANDEZ. I concur.
Mr. DOLE. It may already be done, but we mail out 30-some-mil-

lion Social Security checks every month, and maybe some are wired
directly to the bank, but even a little notice in with the check for
somebody to contact if somebody in your family-I mean,- there are
a lot of things that we can do to get the word out, particularly
when you have got the Social Security program already in place.
Maybe there is some prohibition against putting enclosures in with
the check, but as long as they are non-partisan information-

Senator COLLINS. I think that is a good idea. Given the amount
of mailings that my doctors tell me they get from HCFA, I think
they could afford to put in one on end-of-life care.

Ms. Tooks, just one comment for you. I know how painful it was
to watch your mother, but I hope you take great comfort and peace
in knowing that you did all you could, working with hospice work-
ers, to give her a very peaceful death. So I hope you take comfort
in that. And I know that was hard for you, but it was wonderful
to hear your mother's words in her own voice.

I am curious how you first found out about hospice care.
Ms. TooKs. Well, I read a lot, but then I had a relative who died

in hospice and I saw how well they did with her. And the family
couldn't be there for her, but they were there, and that is what
made me know that if I ever needed it, they would be there for me.
So this is why I suggested to the doctor when they told my mother
she had to leave the hospital and they were going to have put her
in a nursing home-I told her PC doctor, no, she won't go in a
nursing home, because mom never wanted to go in a nursing home.
She said, "I know as long as you live, you will take care of me, and
that was the bargain she and I made."

So when they said she had to go in a nursing home, I told the
doctor, I said, no, put her in hospice. So he said, Ruby, she is ter-

*minal, but we don't know how long. I said it doesn't matter. She
is terminally ill. It is for people who have a terminal illness, I said,
so put her in hospice, put her at home with me, so then I can help
with her treatment. I said as long as I get some help from hospice
to come in and help me some, I can manage it.

So he said, but you can't do her IVs and all the medication that
she needs..I said that is for hospice to come in. I saw it with my
cousin. They came in and they administered the IVs and all the
medicine. I said, then when she gets over that stage, I can handle
it.

Senator COLLINS. Isn't that interesting, you essentially educated
your doctor.

Ms. TooKs. Yes.
Senator COLLINS. Rather than your mother's physician telling

you about this option, you were the one who told him, it sounds
like.

Ms. TOOKs. I worked with the doctor on it, and I talked with him
and educated him about it. But that is how she got in hospice.

Senator COLLINS. Well, I think, Mr. Chairman, that that story
says it all about the better job that health care providers need to
do, because not everyone would have been as forthright as you
were in making sure your mother got the kind of care that she de-
served and wanted. So good for you.
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Ms. TOOKs. One other thing. We need to go to AARP meetings
and things. That is where we need to meet our seniors who are in
there. They don't know about hospice. They don't know that it is
a place for their loved ones in there by themselves, living in these
homes by themselves, because we have a lot of people in my area
who live alone and are very sick. So we need to go around to the
meetings and things and try to educate them, and tell the doctors
if a person is deemed terminal, try to put them somewhere so
someone can be there for them, because they need some help when
they know they are dying. And people know when they are dying.
My mother knew she was dying, and I know that is why she said
be sure to tell them and thank them for what they did for me.

Senator CoLLINs. Thank you all very much for your testimony.
The CHAIRMAN. Your question may be the key question about the

deficiency we have in medical training.
Senator Lincoln.

STATEMENT OF SENATOR LINCOLN
Senator LINcoLN. Thank you, Mr. Chairman. It is interesting be-

cause before the previous hearing you held on end-of-life care, I
asked my husband, who is a physician, about the kind of training
he got in medical school in regards to end-of-life care. It is amazing
to mne thlIlat genera1 meduiumal sdhooi l lacuk eUdLUcaLtn i.. Viiu-01-iii

care.
Mr. Chairman, I am very pleased that you are continuing this

committee's discussion on end of life care by focusing on the Medi-
care hospice benefit today. I want to thank all of you all on the
panel for sharing your experiences.

Senator Dole, you have been so instrumental in bringing about
the Medicare hospice benefit. I think you bring up a great point,
about educating individuals about end-of-life care because when
you get to the end of life, you are frightened. I have seen that with
my parents, and certa-inly with their conteporaries. They lacIr te
capability to communicate with one another about this issue be-
cause it is the unknown to some degree and it is very, very fright-
ening.

We have an opportunity in this Nation to also begin to educate
the Baby Boomer generation, my generation, as we are dealing
with our parents at their end of lives. We also must prepare for
and learn about what is available to us.

According to a recent Time-CNN poll, 7 out of 10 Americans say
they want to die in the comfort of their own homes. Yet, three-
fourths of us die in medical institutions. Furthermore, nearly half
of us die in pain, surrounded not by our families but by strangers.

Despite the growth of hospice care, which was designed to allow
people to die with dignity in their own homes, too many people are
going without it. Hospice is not only more attentive to patients
than traditional care, but it is noticeably less expensive. And for
those of us who are working to make Medicare solvent through the
next millennium and effective in continuing longevity, that is an
important part of the equation.

I have met with hospices in my home State of Arkansas several
times, and hospice faces many challenges in serving their patients.
As the GAO report indicates, the average length of stay for hospice
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users has plummeted in recent years. These short hospice stays
may not fully meet the needs of the dying patients, and place an
extra financial burden on hospices, particularly those in rural
areas. Senator Dole mentioned a little about that.

Rural hospitals like those in my home State of Arkansas are al-
ready financially strained, in that caregivers must often travel sev-
eral hours a day to serve their patients. Short stays are most often
the result of doctors being afraid to refer their patients to hospice
care for fear that their patients will outlive the 6-month certifi-
cation for eligibility rule. Ms. Tooks mentioned that her doctor was
reluctant at first. We need to examine this rule further and pos-
sibly clarify what it means.

My question is Senator Dole, was medical training regarding
prognosis an issue as Congress discussed adding the hospice bene-
fit to Medicare? Was it talked about?

Mr. DoLE. I would have to go back and check the record, but as
I recall, I think everybody supported the idea and we probably
didn't have hearings to the extent we should have had to look into
prognosis and what would be an appropriate time. Six months was
sort of the accepted period of time. It wasn't meant to be a barrier
or a limit. It was sort of a guideline.

I think through different administrations, HCFA obviously wants
to do the right thing, but there have been some problems. I think
Senator Grassley indicated there had been another clarification
just in the last week. Is that correct?

The CHAIRMAN. Yes.
Mr. DoLE. So all of these things will be helpful. I think that is

another reason these hearings are helpful to get the agencies to
focus on what is happening. Again, I think it is reaching out to peo-
ple particularly in rural areas, where people are isolated in Arkan-
sas, Kansas, Florida, or wherever, because sometimes the message
doesn't get out that far.

But this will be a great program for the chairman and others of
you to be on with Larry King or somebody that has a pretty good
audience. And he is always looking for some way to reach out to
people who are very vulnerable, and this is certainly a very vulner-
able group.

Senator LINcoLN. Well, I certainly thank you for all of the work
that you have done on this issue. I hope that you will continue to
allow us to call on you to be helpful.

Mr. DoLE. This is an example of compassionate conservatism.
[Laughter.]

Senator LINcoLN. And a special thanks to you, Ms. Tooks, for
your insight, and certainly your willingness to, share with us. I do
think your suggestion of reaching out to the AARP, RSVP, and
some of the other areas-I have a seniors advisory committee in
my State that I work with and I certainly appreciate the public
service announcements that we could do to get the word out. Sen-
ator Dole's suggestion of including something in the Social Security
mailing is a great idea. We certainly should take advantage of
every possibility of getting that message out.

Thank you all. Thanks, Mr. Chairman.
The CHAUIMAN. We have been joined by our distinguished rank-

ing member, Senator Breaux.
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STATEMENT OF SENATOR JOHN BREAUX
Senator BREAux. Thank you very much, Mr. Chairman, and I

thank the panel. I apologize. I just got in from Louisiana and I
wanted to get here as quickly as I could because this is a very im-
portant subject.

I was catching a little bit of Senator Lincoln's comments when
I came in and she was talking about life and the very serious sub-
ject of death, and I looked over here at Senator Dole and could see
that there is life after politics. That is for sure.

We are delighted to have you with us, and it has got to be a real
thrill for you, in particular, to come back after you have served and
to see evidence of the good work and the wisdom that you exhibited
back in the early 1980's in saying that hospice was going to be
something that Medicare should cover.

The ironic thing is, 18 years later, we are still having an act of
Congress to determine what Medicare covers and what Medicare
doesn't cover. We shouldn't have to do that, but thank goodness
that you did it and had the wisdom to do it.

Just a short comment-I don't really have a question-is the fact
that it seems to me that we train doctors and physicians, Senator
Lincoln, who is married to one, to extend one and to do everything
they can to keep people alive as long as they can. It is my under-
-tA.r.g that t_ ar t .Ae UAn-tl +CAA AA tA1 - sAu- _ iiA

the country that really teach physicians how to deal with the end
of life, because everything they are taught is to try and keep people
alive as long as they can and do as good a job as they possibly can.

So there is a disconnect with most physicians, who are not
trained to recommend hospice, but rather recommend continuing
treatment and rehabilitation, when I think every bit of medical
science tells us that we should be looking toward how that person
is going to end their life and make sure that it is done with dignity
and quality and as pain-free as we possibly can.

So I think if you see people getting into these programs for short-
er and shorter periods, it is perhaps because not enough medical
professionals are recommending it when they need to. Most people
don't find out from a doctor about the existence of hospice. They
find out from a friend or from someone in their family or someone
else's family.

We have used it twice for my mother and for my father-in-law.
It is a terrific service. I am on the board with the people back home
in Louisiana and have helped them raise money. It is a wonderful,
wonderful, and very important service, and thank God for Senator
Dole for making sure that Medicare covered it. We appreciate that.

Thank you.
Mr. DOLE. I will just make a point that, as I said earlier, nothing

ever happens that is really worthwhile up here unless it is biparti-
san. Of course, I just happened to be the chairman, but there was
broad support on both sides of the aisle. That is the way things
should work.

Senator BREAUx. It helps to be the chairman, though.
Mr. DOLE. As I recall. [Laughter.]
Senator BREAUX. Thank you.
The CHAUUMAN. Any other questions from the members? I don't

have any.
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I want to thank Senator Dole and Ms. Tooks and Ms. Hernandez
for participating in this hearing and helping us establish a record
that will lead to congressional consideration of modernization or
more explicit definitions of what hospice can do or not do. Hope-
fully we serve more people and help the institution of hospice be
very, very viable.

Thank you all very much.
Mr. DOLE. You are probably going to need a little extra funding,

too.
The CHAIRMAN. Yes, yes. I will make some announcement on

that very shortly.
Mr. DOLE. Should I wait? [Laughter.]
The CHAIRMAN. I would say go home and turn on your television

set.
I would like to now move to the second panel, so would the peo-

ple who are on the second panel come and be seated while I am
introducing you?

We once again have Dr. Scanlon, and it may be redundant for
me to always say that he is a wonderful resource for our commit-
tee, representing the General Accounting Office as their Director of
Health Financing and Public Health Issues. We draw on him al-
most every hearing we have, and so we thank him for returning
to represent his very good agency that has done a new study on
hospice benefits, already referred to by Senator Wyden.

Then our next witness is Dr. Nicholas Christakis, Associate Pro-
fessor of Medicine and Sociology at the University of Chicago. He
will be presenting results from his research into barriers to the use
of hospice care, focusing I believe especially on problems of progno-
sis.

We will then hear from three hospice directors: one, my own con-
stituent, Frances Hoffman, Hospice of North Iowa, in Mason City.
Then we will hear from one of Senator Breaux' constituents, Kath-
ryn Grigsby, Hospice of Baton Rouge, and finally from Karen Bell,
Providence Health Systems, Portland, OR, a constituent of Senator
Wyden's.

So we will start as I introduced you, Dr. Scanlon, Dr. Christakis,
from left to right.
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STATEMENT OF WILLIAM J. SCANLON, DIRECTOR HEALTH
FINANCING AND PUBLIC HEALTH ISSUES, HEALTH, EDU-
CATION, AND HUMAN SERVICES DIVISION, UNITED STATES
GENERAL ACCOUNTING OFFICE, WASHINGTON, DC
Dr. SCANLON. Thank you very much, Mr. Chairman and mem-

bers of the committee. I am pleased to be here again today, particu-
larly since you -are dealing with such an important topic as hospice
care and the potential barriers to its use.

At the request of the chairman and Senator Breaux and Senator
Wyden, we have examined the use of the hospice benefit over the
last decade, and have issued a report that is being released today
on that subject. I would like to summarize briefly the findings of
our work.

Since 1992, the number of Medicare beneficiaries choosing hos-
pice services has grown dramatically. Nearly 360,000 beneficiaries
enrolled in 1998, more than twice as many as in 1992. About 1 in
5 beneficiaries who died in 1998 used hospice, compared to 1 in 12
in 1992.

Despite this experience, concerns exist that the hospice benefit is
underutilized. Cited most frequently as evidence of this underuse
are declining lengths of stay. From 1992 to 1998, the average de-
clined by a fifth, from 101/2 weeks to 8½/2 weeks. Half of Medicare
hospice users are enrolled for less than 3 weeks, and stays of less
than a week are common.

A variety of factors are seen as influencing decisions about
whether and when to begin hospice services, and we have heard
many of them discussed already. Physician and patient knowledge
and attitudes are keys. Physicians may be unaware of the benefits
and the services hospice offer or the conditions for hospice use.
They may be unwilling to stop curative care or be uncomfortable
discussing end-of-life care options.

Similarly, some patients may also choose to continue curative or
life-extending treatments. Others may reject or delay enrolling in
hospice because it requires acceptance that death is near. In some
cases, beneficiary circumstances may complicate the use of hospice
services. For example, because hospice is designed to allow patients
to remain at home, some programs limit participation to those with
a caregiver at home.

Federal oversight of compliance with Medicare's eligibility re-
quirements has also been a concern of the hospice industry, and it
may affect use. In 1995 and 1996, the Health and Human Services
Office of the Inspector General investigated cases where bene-
ficiaries had received hospice services for longer than 6 months and
found that some were patients whose original condition would not
have justified making a prognosis of 6 months to live.

These investigations have been widely publicized and to some ex-
tent misconstrued to mean that if a patient survives for 6 months
or longer, they weren't eligible for hospice care. This is not correct.
The eligibility criterion, as we have heard, as specified in the origi-
nal statute, is having a prognosis of 6 months to live. These prog-
noses are predictions made at admission or recertification based on
information available at the time. What happens subsequently is
irrelevant. Making a prognosis, however, is difficult. Well-trained

67-978 2001 -2
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clinicians can differ in their judgments regarding particular pa-
tients.

Some believe that as a result of the IG's scrutiny, referring phy-
sicians and hospice providers are more cautious about enrolling
beneficiaries, particularly those with non-cancer diagnoses, because
for these conditions it is more difficult to certify a 6-month progno-
sis. It is also felt that referrals, when made, are made much later,
reducing the number of days of care before a patient dies.

We found, however, that hospice use grew most dramatically for
patients with diagnoses other than cancer. This growth did slow
somewhat after 1995, falling to 20 percent per year, instead of 36
percent per year. It is difficult to know how much of this slowdown
is attributable to the effect of Federal scrutiny or the limited likeli-
hood of being able to maintain a 36-percent growth rate indefi-
nitely. We also found that the trend toward fewer average days of
hospice use began before the period of Federal scrutiny.

Last week's announcement by the HCFA Administrator which
you referenced, Mr. Chairman, included an announcement to begin
a voluntary program for intermediaries to make eligibility deter-
minations prospectively. This may reduce some of the concern over
review of claims. Even though current reviews are to be based on
information available when the prognosis is made, since they are
done retrospectively, suspicions may arise that additional informa-
tion, such as a patient's survival, can influence reviewers' judg-
ments. Prospective determinations will not, however, make progno-
ses easier, so it would be desirable to consider development of al-
ternative criteria that rely on more objective, measurable clinical
factors.

Cost pressures have also been reported as a factor affecting ac-
cess for certain patients. Shorter stays mean fewer days to spread
the higher cost of admitting a patient or the higher costs of the
care in the days immediately preceding death. Changes in the mix
of services due to increased use of chemotherapy or radiation for
palliative purposes or the substitution of more effective but more
expensive pain medications adds to these pressures.

Assessing how much these changes impact costs and the ade-
quacy of Medicare payment is impossible without adequate infor-
mation on the provision of the full array of hospice services and
their underlying costs. The Balanced Budget Act did require HCFA
to collect hospice cost data. While that effort is underway, audited
hospice cost data will not be available until late next year.

In conclusion, let me note while we have seen a considerable in-
crease in the use of the hospice benefit, we should be sensitive to
barriers to access for additional patients who might benefit. Be-
cause use of hospice is influenced by many factors and potential de-
mand is difficult to determine, the extent to which the Medicare
hospice benefit may be underused remains unclear. We can focus,
though, on what seem to be unreasonable and unnecessary bar-
riers, and consider how to ameliorate them.

Thank you very much, Mr. Chairman and members of the comi-
mittee. I would be happy to answer any questions that you have.

[The prepared statement of Mr. Scanlon follows:]
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Mr. Chairman and Members of the Committee:

I am pleased to be here today as you discuss issues related to the use of the Medicare
hospice benefit The twenty-first century will bring new challenges to the provision of
palliative care to older people. Palliative care is changing, as are notions of a decent or
.good" death free from unnecessary suffering for patients, families, and caregivers. New
medical technologies and treatments are expected to result in better management of
symptoms of chronic conditions and at the same time will blur the lines between
curative care and palliative care.

Hospice care is an option available to Medicare beneficiaries who are expected to have 6
months or less to live and who choose to receive palliative care and supportive services,
rather than traditional curative-focused medical care, to manage their terminal illness.
Medicare-certified hospices provide a range of services to control pain and provide
comfort, primarily to individuals in their own homes. Some patient advocates, hospice
providers, and others contend that certain Medicare beneficiaries for whom hospice care
is appropriate may have difficulty in gaining access to care or receiving services in a
timely manner. However, officials of the Health Care Financing Administration (HCFA)
and others assert that the hospice benefit is basically working as intended and meeting
the needs of those who choose to use it At your request, we examined the use of the
hospice benefit during the past decade. Accordingly, my remarks will focus on (1) the
patterns and trends in hospice use by Medicare beneficiaries, (2) factors that affect the
use of the hospice benefit, and (3) the availability of hospice providers. Our report on
this work is being released today, and it provides more detailed information on these
issues.'

In summary, the number of Medicare beneficiaries choosing hospice services has grown
substantially during the past decade-nearly 360,000 beneficiaries enrolled in 1998, more
than twice the number that elected hospice in 1992. Cancer patients account for more
than half of Medicare hospice users, but the most dramatic growth in use is among
persons with other terminal conditions, such as heart disease, lung disease, stroke, or
Alzheimer's disease. Although more beneficiaries are choosing hospice, many are doing
so closer to the time of death. Half of Medicare hospice users are enrolled for 19 or
fewer days, and service periods of 1 week or less are common. Many factors influence
decisions about whether and when to begin hospice services, including physician
practices, patient preferences and circumstances, and general awareness of the benefit
among professionals and the public. Along with these factors, federal oversight of
compliance with Medicare eligibility requirements may also have affected hospice use.
Growth in the number of Medicare hospice providers in both urban and rural areas and
in almost every state suggests that hospice services are more widely available to program
beneficiaries than in the past. At the same time, hospice officials report increased cost
pressures from shorter patient enrollment periods and the use of more expensive forms
of palliative care. Because data on provider costs are not available, however, the effect

'Medicare: More Beneficiaries Use Hosvice. But For Fewer Days of Care (GAO/HEHS-00-182, Sept 18,
2000).
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of these factors on the overall financial condition of hospice providers is uncertain.
HCFA is beginning to gather information from hospice providers about their costs, which
should allow the adequacy of Medicare hospice payment rates to be evaluated in the
relatively near future.

BACKGROUND

The Medicare hospice benefit, authorized in 1982 under part A of the Medicare program,
covers medical and palliative care services for terminally ill beneficiaries. A Medicare-
certified hospice provides physician services, nursing care, physical and occupational
therapy, home health aide services, medical supplies and equipment, and short-term care
in the hospital (for procedures necessary for pain control and symptom management).
In addition, the hospice benefit provides coverage for several services not generally
available under the regular fee-for-service Medicare benefit. These include drugs for
symptom control and pain relief,.inpatient respite care, and bereavement counseling for
the patient's family. For each day a beneficiary is enrolled, the hospice provider is paid
an all-inclusive, prospectively determined rate, depending on the level of care that is
provided.2

Beneficiaries who elect hospice are required to waive Medicare coverage of care related
to their terminal illness that is provided outside the hospice, although they retain
coverage for services unrelated to their terminal illness. A beneficiary can cancel his or
her election of hospice benefits at any time, return to regular Medicare, and reselect
hospice coverage later. To be eligible for hospice services, a beneficiary's physician and
Liht hIospice mincta a diretor t 1U1 herLCI jphlJoicina~t aLfiUiUtU VIJU in t meUOPI~t) h s r . c

that the his or her prognosis is for a life expectancy of 6 months or less, if the terminal
illness runs its normal course. This eligibility requirement has been a concern among
patient advocates and providers, who assert that it deters referrals to hospice. Research
has shown that it can be difficult for physicians to accurately predict whether or not a
patient is likely to die within 6 months. It is particularly difficult to estimate life
expectancy for persons with noncancer diagnoses because the course of their disease is
often uneven.

THE NUMBER OF BENEFICIARIES USING HOSPICE HAS
GROWN AS AVERAGE DAYS OF USE HAVE DECLINED

Our analysis of Medicare claims data indicates significant growth in hospice use. The
number of beneficiaries electing hospice care more than doubled from 1992 to 1998,
from about 143,000 to nearly 360,000 people annually. (See fig. 1.) In 1992, hospice users
represented 1 in 12 Medicare beneficiaries who died that year. By 1998, this proportion
grew to 1 in 5, with wide variation across states. However, this measure understates the
proportion of Medicare beneficiaries who choose hospice care among those for whom
the benefit was intended. According to a former president of the National Hospice

S'he four levels of hospice care are routine home care, continuous home care, inpatient respite, and
general inpatient care.

GAO/T-BEHS-X0-2012
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Organization, "when the number of deaths nationwide is adjusted to reflect only those
that are likely to be appropriate for hospice care, the percentage of dying patients cared
for in hospice care is probably about 40 percent" '

Figure 1: The Number of Medicare HosDice Benefit Users Has Grown Steadily. 1992-98
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Source: GAO analysis of claims data from the Medicare Hospice Standard Analytic File.

Given concerns about the difficulty of establishing a 6-month prognosis for beneficiaries
with noncancer diagnoses, we took a closer look at their use of hospice services.
Although the majority of beneficiaries electing hospice have a diagnosis of cancer, the
use of hospice services by beneficiaries with noncancer diagnoses has increased
dramatically. From 1992 to 1998, hospice enrollment by beneficiaries with cancer
increased 91 percent, while enrollment among beneficiaries with all other conditions
increased 338 percent By 1998, about 43 percent of Medicare beneficiaries electing
hospice had noncancer diagnoses, compared with about 24 percent in 1992. Table 1
shows the distribution of new hospice users by primary diagnosis in 1992 and 1998.

'John J. Mahoney, "The Medicare Hospice Benefit-15 Years of Success," Journal of Palliative Medicine
Vol. 1, No. 2 (1998), pp. 13946.
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Primary diagnosis' 1992 1998
Number Percent Number Percent

All cancer 108,232 75.6 206,190 57.4
Lung 29,966 20.9 57,841 16.1
Prostate 10,052 7.0 15,494 4.3
Breast 7,602 5.3 13,093 3.6
Colon 6,697 4.7 13,278 3.7
Pancreatic 6,359 4.4 12,116 3.4
Other 41,141 28.7 8 23.6
All noncancer 34,878 24.4 152,759 42.6
Congestive heart failure 6,141 4.3 24,248 6.8
Chronic obstructive
pulmonary disease 4,112 2.9 15,765 4.4
Stroke . 2,140 1.5 2 3.7
Alzheimer's disease 1,591 1.1 11,836 3.3
"Ill-defined conditions" 888 0.6 7,599 2.1
Other 20,006 14.0 80,029 22.3
Total 143,110 100.0 358,949 100.0

Patients entering hospice may have more than one terminal condition or diagnosis. The data
presented include only the first, or principal, diagnosis listed for each patient

Source: GAO analysis of claims data from the Medicare Hospice Standard Analytic File.

Beneficiaries who die of cancer are likely to receive hospice services during the course
of their illness, more so than those with other conditions. In 1997, hospice users
accounted for nearly half of all cancer deaths among Medicare beneficiaries aged 65 or
older. For the most prevalent types of cancer in the hospice population, rates of use
ranged from about 75 percent of deaths from brain or liver cancer to 31 percent for those
with colon cancer. In comparison, hospice users represented 9 percent of people aged
65 and older who died from all noncancer causes in 1997.'

Although more Medicare beneficiaries are receiving hospice services, on average, they
are receiving fewer days of care than did beneficiaries in the past. From 1992 to 1998,
average length of stay declined 20 percent (from 74 to 59 days), while median length of
stay declined 27 percent (from 26 to 19 days). (See fig. 2.) This overall decline appears
to have been driven by both (1) a reduction in the proportion of beneficiaries with very
long hospice stays and (2) an increase in the share of users with very short stays.'

The denominator used for calculating noncancer use rates includes people who died unexpectedly (for
example, from a first heart attack or irnuries sustained during an automobile accident, and thus are not
candidates for hospice care).5The small proportion of beneficiaries with very long periods of enrollment skews the average length of
hospice service. Although 97 to 98 percent of all those electing hospice complete their hospice use by the

GAO/T-HEHS-00-201
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Beneficiaries using hospice care for one week or less accounted for 28 percent of all
users in 1998, compared with 21 percent in 1992. While 9 percent of beneficiaries
received hospice services for more than 6 months in 1992, this share decreased to 7
percent in 1998.

Figure 2: Average and Median Hospice Lengths of Service Have Declined. 1992-98
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Source: GAO analysis of claims data from the Medicare Hospice Standard Analytic Fie.

The decline in the average number of hospice days used has been especially dramatic
among patients with a primary diagnosis other than cancer. While these beneficiaries
historically had used many more days of care, the average number of days used declined
38 percent between 1992 and 1998. In comparison, average days used by hospice
beneficiaries diagnosed with cancer declined by 14 percent. As a result, differences in
length of stay across diagnosis categories have narrowed considerably. By 1998, cancer
patients used 54 days, on average, while noncancer patients used 68 days.

GAO/T-HEHS-MO-201

end of the year following their initial enrollment, our data for 1992 and 1993 show that some of the
remaining 2 to 3 percent of beneficiaries may receive services for as many as 6 or 7 years.

5
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MULTIPLE FACTORS INFLUENCE THE USE OF HOSPICE BENEFITS

Several factors influence a beneficiary's choice about whether and when to use hospice
care. These include physician preferences and referral practices, individual patient
choice and circumstances, and general awareness of the benefit among the public and
professional communities. In addition, recent federal oversight of compliance with
patient eligibility requirements may have affected certain beneficiaries' use of the
hospice benefit.

Physician Practices. Patient Preferences, and
Public Awareness Affect Hospice Use

Physicians initiate most referrals to hospice, and they may continue to care for their
patients after enrollment as part of the hospice team. Because patients and their families
rely heavily on physician recommendations for treatment, including recommendations
for end-of-life care, physicians are an influential factor in a patient's entry into hospice.
However, the research literature indicates that not all physicians are comfortable
discussing end-of-life care, and some may hesitate to suggest hospice care for other
reasons. Specifically, research has shown that many physicians are poorly trained in
care of the dying and are often uncomfortable discussing options for end-of-life care or
the cessation of curative treatment In addition, some physicians may not be aware that
they can continue to provide services after the beneficiary has entered hospice and may
delay referral out of concern about losing control of the patient's care.

Even when the issue has been broached, some beneficiaries choose instead to continue
curative or life-extending treatments. Medicare beneficiaries' use of hospice services
requires acceptance that death is near. Once a patient is enrolled, no other services
related to the patient's terminal condition are covered under Medicare. Beneficiaries
who do not consider hospice care may be unwilling to confront the terminal nature of
their illness. The Institute of Medicine (IOM) noted that patients in the United States are
influenced by the general American unwillingness to accept limits of all types, including
those of aging and death.' A Gallup poll in 1996 found that although a majority of people
expressed interest in hospice care, most also said they would still seek curative care.

Beneficiary circumstances may complicate the initiation of hospice services. For
example, because hospice is designed t ow the beneficiary to jej-ahi at home, some
hospice programs limit participation to beneficiaries who have a caregiver at home.
Improvements in cancer care and the addition of new treatment options for other
common chronic conditions may be prompting some beneficiaries to pursue new
curative options until very shortly before death, thus contributing to the trend of shorter
hospice stays.

Public and professional awareness of hospice also influences the use of the Medicare
benefit The need for greater public and professional knowledge and awareness of

6 Institute of Medicine, Approaching Death: Immrovinm Care at the End of Life (Washington, D.C.: National
Academy Press, 1997).
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options for end-of-life care-including hospice-has been highlighted recently by the
IOM, in recent congressional hearings, and in several other public forums. Patient
advocacy groups, medical societies, and others have initiated a range of educational
efforts designed to increase awareness of hospice care and its benefits. For example, the
American Medical Association is developing a core curriculum for educating physicians
in end-of-life care. The Medicare Rights Center, a consumer advocacy and education
organization, is conducting a national campaign to increase awareness of the Medicare
hospice benefit among health professionals. Also, the National Hospice and Palliative
Care Organization has published a variety of materials on public education and outreach
strategies for its members.

Federal Oversiaht of Eligibilitv May Have Had
an Effect on Beneficiaries' Use of Services

In 1995 and 1996, the Department of Health and Human Services' (HHS) Office of the
Inspector General (OIG) investigated the eligibility status of Medicare beneficiaries
receiving hospice services, as part of a larger investigation of fraud and abuse in
Medicare. Patient advocacy groups and the hospice industry assert that this federal
scrutiny of compliance with the 6-month eligibility rule has had a chilling effect on entry
into hospice for noncancer beneficiaries, for whom it may be more difficult to establish a
6-month prognosis with confidence. They contend that hospice providers are more
cautious about admitting beneficiaries with noncancer diagnoses as a result, leading to
delays in hospice entry for those wishing to use the benefit.

Although the percentage increases in beneficiaries electing hospice slowed somewhat
from 1995 through 1998 compared with earlier years, it is difficult to know how much of
this slower growth is attributable to the effect of federal scrutiny and how much is
attributable to other factors, such as the larger base of beneficiaries already using
hospice. Importantly, the trend toward fewer average days of hospice use began before
the period of federal scrutiny, as shown in figure 3.

GAO/T-HEHS-00-2017
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Figure 3: Decline in Days of Hospiice Care Began Before Federal Scrutiny Increased
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Inspector General, and the Administration on Aging designed to identify vulnerabilities in the
Medicare program.

Source: GAO analysis of claims data from the Medicare Hospice Standard Analytic File.

While the OIG reviews were under way, the National Hospice Organization developed
guidelines to assist physicians and hospices in determining a 6-month prognosis for
patients with selected noncancer diagnoses. These included amyotrophic lateral
scierosis (ALS), dementia, human immunodeficiency virus (kUVJ/acquired
immunodeficiency syndrome (AIDS), heart disease, pulmonary disease, liver disease,
stroke and coma, and kidney disease. In order to enhance accuracy and uniformity in
the claims review process, HCFA distributed these guidelines to the intermediaries that
process hospice claims for Medicare.' The intermediaries have since adapted them for
use as formal local medical review policies, which specify clinical criteria for

'Intermediaries contract with HCFA for paying providers for services provided to Medicare beneficiaries.
They review all hospice claims for accuracy and completeness before payment and review a sample of
claims to confirm that beneficiaries were eligible for the hospice services provided.
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establishing a patient's 6-month prognosis.' Intermediaries report that they allow for
variation in individual cases. For example, one medical review policy for heart disease
states that 'some patients may not meet the criteria, yet still be appropriate for hospice
care, because of other comorbidities or rapid decline."

HCFA instructed the intermediaries to begin medical review of hospice claims in 1995.
Prior to that year, a very small proportion of claims were reviewed. Four of the 5
intermediaries reported that, by 1999, review rates ranged from 0.8 to 4.2 percent of all
hospice claims processed.! They noted that claims are selected for medical review based
on a variety of factors, including beneficiary length of stay, beneficiary diagnosis, and
provider use of hospice continuous home care or inpatient care.

HOSPICE CARE IS MORE WIDELY AVAILABLE.
BUT PROVIDERS REPORT COST CONCERNS

Sustained growth in the number of hospice providers participating in Medicare and in
their distribution throughout the country suggests that hospice services are now more
widely available to program beneficiaries. While all sectors of the hospice industry have
grown over the past decade, recent growth has been particularly strong in the for-profit
sector and among large hospice programs. At the same time, hospice industry officials
report growing cost pressures from shorter patient stays and changes in the practice of
palliative care. However, because data on provider costs are not available, it is not clear
how these cost factors affect providers and beneficiaries.

Until recently, the number of hospices participating in Medicare had grown each year.
As shown in figure 4, the number of Medicare-certified hospice providers nationwide
grew by 82 percent, from 1,208 in 1992 to 2,196 in 1999. lo Each year during this period,
additional hospice programs became certified for Medicare, although the number of new
entrants declined from 274 in 1994 to 46 in 1999, and the number of hospices leaving
Medicare exceeded the new entrants in 1999. (Many of those leaving were based in
home health agencies which may have closed because of changes in home health agency
payments enacted in the Balanced Budget Act of 1997.) The higher number of providers
reflects not only new hospices but also growing participation in Medicare. In 1989, we
estimated that about 35 percent of the approximately 1,700 hospice providers nationwide
participated in Medicare. By 1998, the¶ational Hospice and Palliative Care Organization
estimated that 80 percent of hospices were certified to serve Medicare patients.

'Local medical review policies are medical criteria, specific to a service or diagnosis, that may-assist in
determining compliance with program eligibility requirements.
,one fiscal intermediary did not provide data on rates of medical review.
"Mhe total number of Medicare hospice providers peaked at 2,281 in 1998. In 1998 and 1999, hospice
program closures (195) exceeded new program entrants (149) for the first time. A disproportionate
number of hospice closures were among those based in home health agencies. Although HHA-based
hospices represent approximately one-third of all hospices, they accounted for 43 percent of those that
closed over the 2-year period. As we reported in Medicare Home Health Agencies: Closures Continue.
With Little Evidence Beneficiary Access Is Imoaired (GAO/HEHS-99-120, May 5,1999),14 percent of home
health agencies closed between October 1997 and January 1999.

GAO/T-HEHS-00-2019
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Figure 4: Growth in the Number of Medicare Hosvices and New Entrants. 1992-99
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Source: GAO analysis of annual Medicare Provider of Service Files.

Over this period, all types of hospice providers grew, in rural and urban areas, and in
almost every state. From 1992 to 1999, the rate of growth was greatest among for-profit
providers and those in rural areas. Also, large providers accounted for an increasing
share of the services delivered. (See table 2.) The number of for-profit providers
increased nearly fourfold and the number of large hospice programs (those serving 500
or more patients per year) more than tripled over the period. In addition, the number of
rural providers increased 116 percent while the number of urban-based providers
increased 64 percent Even with high growth in these sectors of the industry, the
majority of hospices are small programs (with fewer than iWO patients per year),
organized as not-for-profit, and located in urban areas.

GAOfT-HEHS-00-20110
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Table 2: Growth in Medicare Hospice Programs by Provider Characteristics. 1992 and
1999

Characteristic Number of hospices Percent change

1992 1 1999 1992-99

All hospices 1208 2,196 82
Type
Freestanding 466| 877| 88
Hosital-based 327 553 69
HHA-Based 403 730 81
Control
For-profit 151 593 293
Not-for-profit 957 1,365 43
Government 63 146 132
Other 36 75 108
Location
Urban 823 1,350 64
Rural 384 829 116
Size'
Small 795| 1,244| 56
Medium 370 816 121
Large 43 136 216

We categorized hospices as small if they served fewer than 100 Medicare beneficiaries a year,
medium if they served 100 to 499 patients a year, and large if they served 500 or more
beneficiaries a year.

Source: GAO analysis of annual Medicare Provider of Service Files.

Even as the hospice industry has grown, changes in the use of the hospice benefit and
the delivery of hospice care have raised cost concerns among providers. Industry
representatives point out several areas of change that they contend are adversely
affecting the financial condition of providers. Specifically,

Under Medicare's per diem payment system for hospice care, hospices have traditionally
offset the higher cost days that occur at admission and during the period immediately
preceding death with lower cost days of less intensive care." For example, costs for
admitting and assessing a new patient, establishing a care plan, and delivering medical
equipment are incurred during the first few days of enrollment and do not vary with the
patient's period of service. As enrollment periods have declined, hospices have fewer

"Hospice representatives we interviewed reported that the hours of nursing, social work, and
administrative time the typical patient requires are nearly twice as great during the first and last weeks of a
patient's care as they are during the intervening weeks.

GAO/r-HEHS-00-20111
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days over which they can spread the higher costs associated with the start and end of a
patient's stay.

As more patients enter hospice later in the course of their terminal illness, they enter
with higher levels of impairment and in need of more intensive services. In addition, the
shift in the mix of patients by diagnosis may have increased the average service needs for
the overall hospice population. According to the most recent National Home and
Hospice Care Survey, hospice patients with noncancer diagnoses are somewhat more
likely than those with cancer to be functionally impaired and thus may require more
services on a regular basis from hospice agencies. '

Physicians and patients are calling on hospice programs to provide a broader array of
palliative services than in the past. Costly treatments such as chemotherapy and
radiation-traditionally used for curative purposes-are increasingly used in the hospice
setting to manage pain and other symptoms. Furthermore, some new palliative care
treatment options, such as the transdermal administration of narcotic pain medication,
may offer better symptom control for some patients but often at greater expense.

Data to assess how declining patient stays and changes in palliative care have affected
overall provider costs are not available. While specific, more expensive services may be
provided more frequently, the share that these services currently represent of total costs
is unknown. Furthermore, we do not know the extent to which providing more
expensive medications or treatments to hospice patients may reduce the need for other
services such as nursing visits. HCFA, in response to the Balanced Budget Act
requirements, has begun collecting hospice cost data to use for evaluating the adequacy
of current levels of Medicare reimbursement. Officials anticipate that audited hospice
cost data will be available beginning in late 2001.

CONCLUSIONS

Trends in the use of the Medicare hospice benefit during the 1990s indicate that
beneficiaries with all types of terminal diseases are making use of hospice services in
greater numbers every year. In particular, the types of patients selecting hospice have
expanded broadly-from mostly beneficiaries with cancer to a nearly even split among
those with cancer and those with other chronic conditions. In spite of these trends in
use and die `.despread =Aa. alhb~i, of hospice prov.iders-, patiJent ndvn oAte and the
industry are concerned that the Medicare hospice benefit is underused. Because many
factors influence the use of hospice care, however, potential demand is difficult to
determine. The goal remains that the program ensure that beneficiaries understand their
rights and options and receive appropriate care that is tailored to their needs and
preferences at the end of life.

'
2
National Center for Health Statistics, The National Home and Hosnice Care Survey: 1996.
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Mr. Chairman, this concludes my statement I would be happy to answer any questions
from you and other members of the Committee.

GAO CONTACT AND ACKNOWLEDGMENTS

For future contacts regarding this testimony, please call Janet Heinrich, Associate
Director, Health Financing and Public Health, at (202) 512-7119. Others who made key
contributions include Rosamond Katz, Assistant Director; Eric Anderson; Jenny Grover,
and Wayne Turowski.
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The CHAInR. Thank you, Dr. Scanlon.
Now, Dr. Christakis.

STATEMENT OF NICHOLAS CHRISTAKIS, M.D., ASSOCIATE
PROFESSOR OF MEDICINE AND SOCIOLOGY, UNiVERSITY OF
CHICAGO, CHICAGO, IL
Dr. CMUSTAmis. There are only two things in life that are cer-

tain, the saying goes, death and taxes, and I certainly am grateful
to be here today to speak about the former.

To my eye, there could be no more vulnerable population than
the terminally ill. Facing their own imminent death, this group of
Americans has limited opportunities to find a political voice and to
advocate effectively for its own interests. I therefore greatly respect
and admire the attention that this committee is giving to end-of-
life care, and I thank Chairman Grassley and Senator Breaux for
their leadership, and Senator Wyden for suggesting me as a speak-
er.

I was asked to comment on three topics-general barriers to hos-
pice use, the particular problem posed by prognostication, and the
cost-effectiveness of hospice care. I feel qualified to comment on
these since I am an internist who cares for the terminally ill and
since I have spent the last 10 years investigating these topics.
Miuh of -mv work haq hsen filnded hv the Nationainl Tnstitbte oAn
Aging.

Of the 1.6 million people older than 65 who die annually in the
United States, approximately 15 percent receive some hospice care
prior to their death. Unfortunately, those Americans who do avail
themselves of hospice tend to do so late in the course of their ill-
ness, as we have been hearing in rich detail today.

Patients nowadays typically are referred for hospice care only 2
or 3 weeks before they die. Such late referral to hospice is concern-
ing because it means that patients and families do not have the op-
portunity to derive all the benefits of hosDice that thev deserve.

Barriers to hospice can affect both the percentage of patients
dying using hospice and the timing of referral of those patients who
do use it. These barriers exist at four levels-the patient and fam-
ily level, the physician level, the hospice provider level, and the
market level. This afternoon, I will focus on the physician-level
problem of prognostication. More detail on the other issues is pro-
vided in my written testimony.

Last month, I was to take care of an elderly patient with AIDS.
He had been sick with his disease for about a decade and had dete-
riorated substantially over the year prior to our considering him for
admission, and very substantially over the two preceding months,
to the point where he was very clearly dying.

He was initially evaluated by our hospice program on August 2,
when his physician finally suspected that the patient was about to
die. However, the patient appeared unaware of the seriousness of
his condition and refused hospice enrollment. On August 14, we
were recontacted regarding admitting the patient for hospice care,
and we did formally admit him on August 15.

Our nurses started to pay him daily visits to provide the kind of
care that they do, alleviating the patient's pain and bringing his
other symptoms under control. I called the patient on August 18,
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to schedule a home visit for the next day, but the patient died at
6 p.m. that night, having had only 3 days of hospice care and hav-
ing missed the opportunity to have me visit him.

In this case, as in countless other cases like it, our hospice sim-
ply did not have enough time to do what we do best, to provide the
kind of terminal care most Americans say they want. And I won-
dered why, after 10 years of a very serious illness and 2 months
of very substantial deterioration, we did not receive this referral
until 3 days before the patient died. Was it not possible for his doc-
tors to formulate a reliable prognosis any earlier in the patient's
course? Is it not possible to design a system that affords better and
prompter terminal care for manifestly dying patients?

Part of the problem when it comes to hospice referral is indeed
that physicians do not like to prognosticate, and as it turns out, are
not very good at it either. For example, one of our recent studies
found that only 20 percent of predictions that physicians privately
formulate, let alone the ones they communicate to patients-that
is, the predictions that they form in their own minds-less than 20
percent of those predictions are accurate by a very liberal standard
of accuracy. In general, physicians overestimate survival by more
than a factor of five. So we had in this study hundreds of patients
that the doctors thought would live 3 to 6 months, and every one
of them died within a week of hospice referral. This is a substantial
rate of error, and suggests that physicians' predictions are not a
good basis for hospice care policy and law.

Let me briefly turn to the issue of the cost-effectiveness of hos-
pice which Chairman Grassley also alluded to in his opening re-
marks. Most research has concluded that hospice care saves money
compared to alternative ways of caring for the terminally ill. In-
deed, the estimate of cost saving is about $1.20 saved for every
$1.00 spent.

The only debate is about over what time horizon hospice might
save money, and our best estimates about this are that hospice can
save between 25 and 40 percent of health care costs during the last
month of life, 10 to 17 percent of health care costs in the last 6
months of life, and 0 to 10 percent over the last 12 months of life.
Regardless of whether hospice costs more or less than standard ter-
minal care, however, hospices probably provide better care for the
dying, care that Americans deserve.

Now, evidence suggests that Americans are using hospice for
about a third as much as they could or should. Some other work
that we have done has suggested that the ideal amount of time
that patients should get hospice is about 3 months, and so we
might want to triple the amount of days that hospice is used. We
might also want to increase the proportion of decedents that are
using hospice. We might do things and also save money while doing
so. Such improvements would enhance the quality of care given to
Americans at the end of their lives.

Thank you.
[The prepared statement of Dr. Christakis follows:]
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BARRIERS TO THE USE OF HOSPICE CARE AT THE END OF LIFE

Testimony before the U.S. Senate Special Committee on Aging
September 18, 2000

Nicholas Christakis, MD, PhD, MPH
University of Chicago

There are only two things in life that are certain, the saying goes: death and taxes. And I
certainly am grateful to be here today to talk about the former since I know nothing about the
latter.

It is fashionable to be concerned with so-called "vulnerable populations" in medicine as
weU as in policy-making and law-making, but, to my eye, there could be no more vulnerable a
population than the terminally ill. Facing their own imminent death, this group of Americans has
limited opportunities to find a political voice and advocate effectively for its interests. I therefore
greatly admire and respect the attention the Senate Special Committee on Aging is giving to this
issue, and I thank Chairman Grassley and Senator Breaux for their leadership, and Senator
Wyden for suggesting me as a speaker. Surely, an important measure of our civilization is the
care we give to those among us who are dying.

i was asked to comment on three items in my testimony today: i) ban icLs to hospi"e use *,
general, 2) the problem of prognosis in particular, and 3) the cost-effectiveness of hospice care. I
feel qualified to comment on these matters since I am an internist and sociologist who conducts
research on the delivery and outcomes of medical care. I have doctoral-level training in
medicine, sociology, and public health and am currently Associate Professor of Medicine,
Department of Medicine, and Associate Professor of Sociology, Department of Sociology, at the
University of Chicago. I have spent the last ten years studying ways to improve the care of the
dying in our society, with a special emphasis on the role of prognosis in medical care and on the
use of hospice. My clinical practice, at Horizon Hospice in Chicago, consists of providing
home-based hospice care to primarily poor patients dying on the South Side of Chicago. My
testimony today is based on my clinical experience, on the published work of other
investigators, and on more than a dozen studies conducted by my own research group [ I -Il]
(some of which are appended in their entirety to this testimony [12,13]). Much of my own work
that i will discuss today has been funded over the past fivec years uider giuats fiont i the Natioaal;
Institute on Aging.

Hospice Use in the United States Today

Hospice is a form of terminal care that emphasizes relief of patients' physical and
emotional pain and suffering more than the treatment of the underlying disease. More than 80
percent of the time, hospice care in the U.S. is provided by visiting nurses and other staff in
patients' own homes.

It is important to emphasize at the outset that several studies have shown that hospice care.
does not shorten life.[ 14,15] Yet, hospice offers several advantages over traditional, hospital-
based terminal care: it facilitates at-home death;[ 16-18] it optimizes pain relief;[19] it increases
patient and family satisfaction;[20-241 and it is cost-effective.[25-29]



48

Christakis Testimony page 2

In 1982, Congress introduced the Medicare hospice benefit, and, at present, Medicare pays
for virtually all people older than 65 who receive hospice care, spending more than $1 .5 billion
annually.[30] The number of patients using the benefit has consistently grown 10-20 percent per
year.[31] This increasing use is matched by positive attitudes towards hospice, as documented in
at least one national survey of the general public [32] as well as in many samples of the
terminally ill and their families.[33-36] Of the 1.6 million people older than 65 who die annually
in the U.S., approximately 15 percent receive some hospice care, a percentage that is
approximately equivalent to the percentage of Americans who die under nursing home care. And
hospice is used by a broad cross-section of Americans; a demographic profile, based on a
complete enumeration of 184,843 Medicare hospice users in 1993, is provided in Table 1.
Hospice is thus an important source of end-of-life care today. And its special features seem
perfectly suited to providing the kind of death most Americans say they want: free of pain,
surrounded by loved ones, and not subject to needless technological interventions. [37]

In this sizable population of dying Americans, how is this important form of care currently
being employed? When in the course of illness do patients use hospice, how long before death?
To what extent do patient, physician, hospice, and market factors act as barriers to the optimal
timing of hospice enrollment? Are these barriers interfering with increased use of hospice both
in terms of percentage of dying patients using hospice and not just in terms of the duration of
use? And how do patterns of hospice use compare to physicians' stated ideals? These are some
of the questions I will address today.

Duration of Hospice Use and Timing of Hospice Referral

One survey of a national sample of internists showed that physicians recommend that
hospice be used for about three months before death.[38] However, numerous studies have
shown that patients typically receive hospice care for less than one-third of this amount of time,
that is, for only about two to four weeks.

Studies of patients admitted to single hospices have revealed median survival times of 22
days,[39] 25 days,[40] 29 days,[41] and 62 days,[42] while studies that have reported data from
multiple hospices have found median survival times of 26 days,[43] 30 days,[44] 35 days,[45]
and 36 days. [46] The most recent and comprehensive study of hospice patients was one we
ourselves conducted, and it involved a complete enumeration of all 184,843 Medicare hospice
patients newly admitted to hospices in the U.S. in 1993 and followed until late 1996. This study
found that median survival was 30 days, that 20 percent of patients die within a week of
admission to hospice, and that 80 percent die within three months.[47] At the other extreme,
however, there was a minority of patients (less than 15%) which lived for more than six months
after hospice enrollment. But, in sum, enrollment in hospice tends to be very late in the course of
seriously ill patients' care.

There is evidence that, over the course of the 1990's, patients have been enrolled
progressively later in the course of their illness. For example, a representative cohort of patients
admitted to hospices in the U.S. in 1990 had a median survival of 36 days;[481 in 1993, a
different cohort had a median survival of 30 days;[49] and in 1996, still another cohort had a
median survival of 24.days.[50] Anecdotal reports from numerous hospices, and my own
clinical experience, confirm this trend, and also its ongoing evolution, to the point were at my
hospice today 50% of patients are currently enrolled within about two weeks of their death.

Consequences of Sub-Optimal Timing of Hospice Referral

To reap the maximum benefit from hospice care, the decision to refer a patient should be
properly timed. Unnecessarily long or short stays -- which might arise from unduly early or late
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referral, respectively -- should be avoided. Such short or long stays may have adverse clinical
implications for patients and adverse economic implications for payers.

"Early" death due to unduly late referral provides several reasons for concern. For patients,
early death may reflect an inadequate use of what many patients and caregivers consider to be a
desirable mode of terminal care. For such patients, a longer stay in hospice would make their
experience of terminal illness more humane and more clinically appropriate. Late referral often
means that hospice professionals have inadequate time to become familiar with the patient, to
evaluate properly the patient and the home situation, and to develop and implement a
comprehensive care plan. In addition, late transfer of a patient to hospice results in a
discontinuity at a critical point in the patient's illness, and may be undesirable because death
might have been managed just as well by the referring hospital or doctor, avoiding the need to
establish new caregiver-patient relationships. For hospices, the extensive work typically
necessary at the beginning of the care of a new patient is organizationally disruptive and possibly
financially burdensome.[51,52] Finally, early death may mean that the patient received costly
and possibly unnecessarily aggressive care for too long prior to referral.

Of course, some early deaths at hospice may be both unavoidable and quite appropriate.
For example, a patient might become terminally ill suddenly, be immediately referred to hospice,
and then die rapidly (or "early"). In such a situation, the physician would not have had an
opportunity to refer earlier. However, such cases account for a small minority of late referrals,
given the pattern of illness seen in studies of patients referred to hospices.

"Laic" duaLi duu iU unduly early iefeiiai also car, piuvide suse -- f--u.cer. In-
some situations where death occurs very late after referral, the patient may actually have been
more suited to, and have derived greater benefit from, long-term nursing care or rehabilitative
care rather than hospice care. Premature referral to hospice may thus have adverse clinical
implications. In addition, such an extended stay in a constant state of anticipation of death may
be demoralizing to the patient and may oblige hospice nurses to deliver a type of routine nursing
care which is inconsistent with their specialized training. To the extent that a lengthy stay results
in the needless use of hospice resources, it may result in cost inefficiencies.[53]

BARRIERS TO HOSPICE USE

Dduriiei 'LU hospiCe CLu-e Cal occur at rally~ levels; I) the paFii-. I n...y leel 2)e
physician level, (3) the hospice level, and (4) the market level. At several of these levels,
provisions of Medicare regulations may contribute or interact with these barriers.

These barriers can operate on two distinct but interconnected levels: (I) particular factors
may affect whether patients use hospice at all, and (2) the same or different factors may affect
when in the course of their illness they use hospice (if they indeed use it). This distinction is
illustrated by the following example: it may be the case that poor people are less likely to use
hospice care at all (they may be under-represented in hospice rolls), but, when they do use it,
they may use it earlier in the course of their illness. So, paradoxically, poverty may act as a
barrier to hospice use in one sense, but act as afacilitator to hospice use in another.
Surprisingly, much less is known about whether hospice is used than about when it is used.
While these problems are distinct, they are nevertheless related, and so I will mostly focus on the
latter here.
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The Problem of Physician Prognostication

The need for a prognosis, and the presence of inaccuracy in any prognosis that might be
made, is one of the most important barriers to hospice use, both practically for physicians and
psychologically for patients. According to Medicare regulations, a beneficiary is eligible for the
hospice benefit only if the patient's doctor and the hospice medical director both certify that the
patient is "terminally ill," which is defined as having "a medical prognosis that the individual's
life expectancy is six months or less."[54] Physicians have difficulty interpreting or applying
this standard, however.[55,56] Indeed, commentators have noted that physicians typically make
poor judgments about intermediate term survival in terminally ill outpatients and that unduly
"optimistic" prognoses (with consequent late referral to hospice) and unduly "pessimistic"
prognoses (with early referral) have adverse implications.[57-59] Some editorialists, concerned
especially with the problem of late referral, remarked as far back as 1984 that "in the absence of
objective criteria, the only patients referred to the hospice may be those who are so obviously
close to death that the hospice's palliative care will be offered too late."[60] This prescient
concern has proven to be largely true given the way Americans use hospice today.

On more than one occasion, I have seen the avoidance of prognostication altogether, or
needlessly incorrect prognoses, harm patients by interfering with their timely use of palliative or
hospice care. For example, one bereaved wife poignantly noted:

The Thursday before my husband died, I thought he was dying and he
thought he was dying. But the doctor was talking about aggressive
chemotherapy. I asked if this was palliative, and he said that he still hoped for a
cure. [But-my husband died three days later.] I was with him at the time of his
death, but the room was filled with eight other people hanging bags of blood
and monitoring vital signs. It was about as horrifying as anything that could
have happened. I don't think the [doctors] were trying to mislead us. They
thought he might be the one case that would have a positive outcome. [But if I
had been told the truth,] we could have spent days with the children, together,
not filled with painful regimens in the hospital.[61]

The failure to predict this patient's death -- in the sense of not thinking about the prognosis
clearly, in the sense of not articulating it, and in the sense of having an unduly optimistic
expectation -- was harmful. Such a failure can contribute to a therapeutic imperative that
prevents families from taking steps to prepare for death as they might wish and from availing
themselves of hospice care. The physicians in this case did not want to conclude that the therapy
would not result in the desired outcome. They did not want to predict that the patient was about
to die. And they did not want to take action, such as limiting therapy or referring to hospice,
based on those predictions. But if doctors were to think more cogently about the outcomes of
their actions, if they were to develop prognoses more consciously (even in all their uncertainty),
and if they were to share their prognostic estimates sensitively with patients, it would help them
to avoid such outcomes. My feeling is that the problem in this case, and countless other cases
like it, arises more from errors in prognosis than from errors in therapy. In our rush not to
abandon patients therapeutically at the end of life, we abandon them prognostically.

I see this kind of problem every week in my practice. For example, last month, I was to
take care of an elderly patient with AIDS. He had been sick with this disease for more than a
decade, and had deteriorated substantially over the previous two months, to the point where he
was clearly dying. He was initially evaluated by our hospice program on August 2, when his
physician finally suspected that the patient was about to die. However, the patient appeared
unaware of the seriousness of his condition and refused hospice enrollment. On August 14, we
were re-contacted regarding admitting the patient for hospice care, and, after some planning, we
formally admitted the patient on August 15. Our nurses started to pay him daily visits to help get
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his pain, shortness of breath, and diarrhea under control, as well as sort out his complicated
psychosocial issues. I called the patient on August 18 to schedule a home visit for the next day.
but the patient died at 6:00 pm that night, having had only three days of hospice care, and having
missed the opportunity to have me visit him. We simply did not have enough time to do what we
do best, to do what the patient, I am sure, would have wanted us to do. And I am wondering
why, after ten years of a very serious illness, and two moths of substantial deterioration, we did
not receive this admission until three days before the patient died. Was it not possible for his
doctors to formulate a reliable prognosis any earlier in his course? Is it not possible to design a
system of health care that affords better and prompter terminal care for dying patients?

Part of the problem when it comes to hospice referral is in fact that physicians do not like to
prognosticate. This aversion to prognostication has numerous sources. Neither medical training
[62,63] nor research [64.65] treat prognostication as important. Lacking training, physicians find
prognostication difficult and stressful. The "difficulty" and "stress" in rendering prognoses are
both technical (in the sense of how complicated it is to formulate them) and operational (in the
sense of how emotionally and professionally unsettling it is to communicate them). Moreover,
physicians feel that patients expect too much certainty and that both patients and (to a lesser
extent) colleagues will judge them adversely for prognostic errors. For these and many other
reasons -- including a belief in self-fulfilling prophecy -- physicians feel that they should
accentuate the positive in making predictions and avoid making them altogether.

Quite beyond their aversion to prognostication, contemporary physicians are not very
accurate when it romes to prognostinating 66-7 11 One of our recent studies was a prospective
cohort study of terminally ill patients directed at evaluating the extent and determinants of
prognostic error. This study involved a cohort of 504 patients referred to five outpatient hospice
programs in Chicago by 365 physicians during 130 consecutive days in 1996. We contacted the
physicians at the time the patients was referred to the hospice and asked them to make a
prognosis about how long the patient had to live. Then we followed the patients forward to see
how long they lived, and we compared the predicted to the observed survival. This allowed us to
quantify the extent of prognostic error and to evaluate its possible dependence on attributes of
patients, physicians, or the physician/patient relationship.

Figure I illustrates the extent of the error. The median observed patient survival was 24
days. The mean ratio of predicted to observed survival was 5.3. Defining an "accurate"
prediction as between 0.67 and 1.33 times the actual survival, only 20% of predictions were
accurate: 63% were optimistic errors and 17% pessimistic errors. Defining an "accurate"
prediction as between 0.50 and 2.0 times the actual survival, 34% of predictions were accurate;
55% were optimistic errors and 11% pessimistic. Death occurred within one month of the
predicted date for 42% of patients, occurred at least one month before the predicted date in 46%,
and occurred at least one month after the predicted date in 12% of patients. These are substantial
rates of error by any measure and speak to the unreliability of physicians' predictions (at least, as
they currently practice).

Careful examination of physician and patient attributes revealed that most physician and
patient attributes were not associated with prognostic error. That is, all types of physicians are
prone to error, in all types of patients. However, the tendency of physicians to make prognostic
errors was lower among experienced physicians. Moreover, the better the doctor knew the
patient -- as measured, for example, by the length and recency of their contact -- the more likely
the doctor was to err.

I need to stress that the prognoses examined above were physicians' best guesses about
their patients' survival prospects (objectively communicated to the investigators) and not the
prognoses the physicians might or might not have communicated to the patients themselves.
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These findings have several implications. First, undue optimism about survival prospects
may contribute to late referral for hospice care, with negative implications for patients.[72,731
Indeed, as mentioned above, while physicians state that patients should ideally receive hospice
care for three months before death,[741 patients typically receive only one month of such
care.[75] The fact that physicians have unduly optimistic ideas about how long patients have to
live may partly explain this discrepancy. Doctors who do not realize how little time is left may
miss the chance to devote more of it to improving the quality of patients' remaining life. Second,
to the extent that physicians' implicit or explicit communication of prognostic information
affects patients' own conceptions of their future, physicians may contribute to patients making
choices that are counter-productive. Indeed, one study found that terminally ill cancer patients
who hold unduly optimistic assessments of their survival prospects often request futile,
aggressive care rather than perhaps more beneficial palliative care.[76] Third, this work hints at
corrective techniques that might be employed to counteract prognostic error. Disinterested
physicians, with less contact with the patient, may render more accurate prognoses, perhaps
because they have less personal investment in the outcome.[77] Clinicians may therefore wish to
seek "second opinions" regarding prognoses, and our work suggests that experienced physicians
may be a particularly good source of opinion. Finally, our work suggests that prognostic error in
terminally ill patients is rather uniformly distributed. This finding has implications for
physicians' training and self-assessment since it suggests that there is not one type of doctor who
is prone to error, nor is there one type of patient in whom doctors are wont to err.

I believe that the medical profession can do better, and that the science of prognostication
can be vastly improved. A key response to contemporary defects in prognostication is to try to
enhance the science or prognosis (e.g., through more research).

In the meantime, however, given physicians' poor training in prognosis, their aversion to it,
and their present levels of inaccuracy, a useful policy response to the problem would be to
decrease the reliance on prognosis as a criterion for hospice use. Alternatives in the setting of
hospice referral include:

* switch to performance-status-based criteria for hospice entry rather than prognosis-based
criteria (e.g., a patienit with one of a list of serious illnesses and who is bedridden more than 50%
of the time would be deemed suitable for enrollment, by definition);

* switch to probabilistic based measures of prognosis (e.g., elicit the prognoses from
physicians in terms of units of probability rather than units of time, thus modifying the criterion
for hospice use from "the patient is expected to die within six months" to, say, "the patient has
more than a 50% chance of dying within four months");

* switch to a reliance on objective prognostic standards and algorithms, along the lines of
those recently promulgated by the National Hospice Organization (NHO), in which patients
meeting certain clinical standards are felt to have poor prognoses (though the particular system
currently promulgated by the NHO has recently had its reliability called seriously into question
and would need improvement [78]).

Other Physician-Level Barriers to Hospice Care

Most physicians (89%) report feeling that hospice is "an appropriate mode of care for most
terminally ill patients." And a majority of physicians (84%) refer at least one patient to hospice
in any given year; the median number of patients referred is five.[79] This experience varies
substantially with specialty, however. For example, in this study, the median general internist
reported having referred five patients to hospice; the median pulmonologistlcritical care
physician referred ten patients; and the median hematologistloncologist referred 38 patients to
hospice.
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Despite these favorable attitudes towards hospice and despite this frequent use, there are a
number of physician-level barriers to optimizing the use of hospice in our society, in addition to
the problem of whether and how well physicians prognosticate, as discussed above. These
include:

* aversion to prognosis
* difficulty making accurate prognoses
* fear of facing death
* poor skills in communicating with patients regarding death, prognosis, and

hospice referral
* stigmatized views of hospice (e.g., hospice seen as failure by physicians)
* misunderstanding about hospice care (e.g., misperception that hospice is only

for cancer patients)
* concern about loss of control of the patient
* concern about loss of income
* specialty-specific practice patterns (e.g., more favorable attitudes of generalist

physicians than of specialist towards hospice)
* attitudes towards patient traits (e.g., preferential referral by physicians of

patients with certain socioeconomic traits or diagnoses),

Difficulties with communication are likely an important barrier to increasing hospice use,
and physicians, who understandably have difficulty breaking bad news, often avoid discussing
the fact that the illness has entered its terminal phase.[80]

There may be a lack of knowledge about hospice availability on the part of both physicians
and patients, particularly in non-cancer diagnoses,18 1] or physicians may simply have
unfavorable attitudes towards hospice.[82,83]

Physicians may also worry that they will lose control of, or contact with, their patients if
they refer them to hospice. In fact, however, this concern is mostly unfounded, in that patients
can still see their own doctors (the doctors can even bill for the visits) and virtually all hospices
update their referring physicians as often as they desire. (There is, however, an issue having to
do with hospitalizations which can interfere with the doctor/patient relationship and which is
discussed below.) Physicians may also resist hospice referral in order to preserve the ability to
bill for curative services (such as chemotherapy) that are not covered by the hospice benefit.
Many observers believe that this is a widespread phenomenon, but I am not familiar with any
published research documenting it.

In prior work, we have investigated the specific variation in physicians' preferences
regarding the timing of hospice enrollment. In one study, we asked a random sample of
American internists the following question: "If you knew exactly when a patient was going to
die, how many weeks before death would you refer the patient for home-based hospice care, if
you felt that hospice care was appropriate?"[84] The range of responses to this question is
shown in Figure 2. The average so-called "lead time preference" was 12.1 ± 8.5 weeks (that is,
physicians, on average, prefer for patients to be referred to hospice about three months before
death). At the extremes, only 2.0 percent would prefer for their patients to spend a week or less
in hospice, and only 3.6 percent would prefer for their patient to spend more than twenty-six
weeks. Responses varied from one to 52 weeks and the pattern of responses was bimodal. That
is, as shown in Figure 2, 73 percent had a lead time preference of less than 16 weeks to live, with
a peak at about 13 weeks; and 27 percent thought it meant having 16 or more weeks to live, with
a peak at about 25 weeks. Lead time preference was not associated with years in practice,
amount of time in patient care, gender, or board certification. But adjusting for these factors,
physicians who thought hospice was an appropriate mode of terminal care were 3.7 times as



l 54

Christakis Testimony page 8

likely to have a lead time of 16 weeks or more, and generalists were 1.7 times as likely as
specialists to have such a preference.

All of the foregoing barriers to hospice referral have at least two consequences. First, an
unnecessarily small fraction of terminally ill patients might be referred to hospice. And second,
referral, when it occurs, might be delayed.

Hospice-Level Barriers to Hospice Care

Hospice provider factors can affect whether and when hospice is used. Such factors
include:

* referral constraints
* poor relations with referral base (physicians, hospitals, social workers, etc.)
* inefficiency of intake mechanisms
* organizational features

"Referral constraints" encompasses a number of barriers. One obvious (but, I think,
infrequent) problem, is when institutional or managed care arrangements interfere with the
physician being able to use a particular hospice. A more problematic barrier, however -- and one
which might be ameliorated by legislation -- is as follows: hospices are obliged to be able to
provide inpatient hospitalizations for patients if needed (e.g., to stabilize the patient's pain, to
provide respite for the family). They typically contract with particular hospitals for these
services to fix the cost at the Medicare-specified amount. So, for example, my hospice, which
serves patients all over Chicago, has relationships with several north Chicago hospitals.
Physicians tend to refer patients to hospices according to where the patient resides (since
hospices also tend to have geographic catchement areas). Thus, a patient residing on the north
side of Chicago who sees a doctor at the University of Chicago (on the south side of the city)
could be referred to my hospice for care. But, should that patient require hospitalization, my
hospice would not admit them to the hospital at which the referring physician has admitting
privileges (the University of Chicago), but rather to the hospital with which we have an
arrangement. As a consequence, the referring physician might justifiably fear that his
relationship with the patient might be compromised since his patient, in case of hospital
admission, would not necessarily go back to him.

Barriers to the timely use of hospice can also arise when hospices themselves provide poor
quality service or otherwise alienate their physician referral base; as a consequence, patients
residing in the catchement area of that hospice might be deprived of the opportunity to get
hospice care if physicians justly conclude that they do not want to use the hospice. Hospices
might also have inefficient intake mechanisms which delay hospice enrollment after the referral
has been made; for example, it may take them several days to send a nurse to evaluate the patient
for admission. This is primarily a problem of resource constraints or of geography (e.g., a
hospice nurse in rural northern Wisconsin once told me that she sometimes can only see two
patients a day in the middle of winter since physically getting to them requires driving across icy
lakes in a tractor with tire chains).

Finally, our research has shown that a number of organizational features of hospices are
associated with the timing of referral of patients: freestanding hospices get patients earlier than
hospital-based hospices; smaller hospices get patients earlier; newer hospices get patients earlier;
and for-profit hospices get patients earlier.[85] How are for-profit hospices able to achieve
earlier enrollment of patients? Because the survival of patients after enrollment is short, because
evaluating newly admitted patients is expensive, and because payment is on a per diem basis, this
observation suggest that such hospices may foster the early enrollment of patients in order to
recoup the high up-front costs associated with patient admission. Do for-profit hospices have
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efficient outreach programs or fewer barriers to enrollment? Do they offer care in such a way
that patients, families, and physicians are willing to consider earlier enrollment? Or do they
inappropriately admit patients they expect with certainty to die years after enrollment?
Conversely, do they refuse referrals that are "late"? If so, how do they identify such patients?
These questions are the subject of ongoing research.

Market-Level Barriers to Hospice Care

Attributes of the health care market in which patients reside and hospices operate are also
important. Such attributes include:

* medical infrastructure (e.g., number of hospital beds in the area, HMO market
penetration)

* for-profit hospice market penetration
* specialty mix of physicians in the area
* local customs (e.g., there is substantial geographic variation in hospice use)

For example, in our study of 184,843 Medicare hospice patients enrolled in 1993, we
found that certain market factors were meaningfully associated with the timing of
enrollment.[86] An increase in the number of hospital beds (but not of nursing home beds) per
1,000 people over 65 was associated with relatively earlier enrollment. An increase in the
number of hospice patients per 1,000 people over 65 newly admitted to hospice in the local
county was also asnciated With eier 0 In tn. An inc-ea_- in population dcnsity or in fo.-
profit hospice market penetration (but not in HMO market penetration) was associated with later
enrollment. The number of physicians per capita was not associated with timing of hospice
enrollment, but an increase in the percentage of generalist physicians was associated with earlier
enrollment. If a market with a structure conducive to late enrollment (e.g., hospital bedsper
capita of 17.2 per 1.000 people over 65, nursing home beds of 30. 1, and hospice patients of 5.1
-- all values at about the 25th percentile for each variable) was compared to a market with values
of these variables conducive to early enrollment (e.g., hospital beds of 34.6, nursing home beds
of 56.8, and hospice patients of 9.4 -- all values at about the 75th percentile for each variable),
then the difference in median survival between patients enrolled in favorable and unfavorable
markets, even holding constant individual and hospice provider attributes and other market traits,
would be only 29 compared to 32 days.

Thus, certain features of local heialth care markers ar associated .vh duration of sur-val
after hospice enrollment. In the case of hospital beds specifically, this may have been because, at
the individual patient level, discharge from a hospital to a hospice may be a way to decrease
costs for a hospital caring for a seriously ill patient. This specific finding is perplexing, however,
and it appears to run counter to work on the impact of hospital bed capacity on home death.[87]
It is possible that hospital bed capacity is associated with a low likelihood of using hospice, but
also with an earlier enrollment of patients when they are actually enrolled; more research will be
required to sort out such complex effects. While the number of doctors per capita was not
associated with timing of referral, a higher proportion of generalists was associated with earlier
referral, a finding in keeping with other work that suggests that, compared with specialists,
generalists favor earlier hospice referral, perhaps because they are more willing to cease
aggressively curative efforts.[881 The effect of for-profit hospice market penetration, while
appreciable and associated with later enrollment, is somewhat harder to account for. One
possible explanation is that markets with higher for-profit hospice penetration are more
competitive, driving all hospices to accept "marginal" patients with what might prove to be short
survivals.

In keeping with some past work on market variation in health care use,[89] we found in this
study that the measured role of market factors was smaller than the role of patient-level factors.
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While market-to-market variation in survival after enrollment remains meaningful even after
adjustment for multiple patient and hospice provider attributes, it seems quantitatively less
important than each of the several individual-level patient traits we considered. This may reflect.
in part, the nationwide uniformity of the Medicare hospice benefit.

In other work we have done, which we have not yet published, we have examined the
geographic variation in hospice use by closely examining variation in whether and when hospice
is used at the level of the approximately 3, 000 counties in the U.S.. In terms of whether hospice
is used, we found that counties can vary enormously in the percentage of decedents who use
hospice -- from 0% to 39%. That is, some counties in Florida, for example, have very high
levels of hospice use and some counties in Indiana have very low levels of use. In terms of when
hospice is used, we found somewhat less geographic variation, with.fewer obvious patterns;
however, at the county level, median survival could range from 20 to 60 days. Thus, in most
counties in Kentucky, for examples, large percentages of patients use hospice, and they tend to
do so earlier in the course of their illness.

Patient- and Family-Level Barriers to Hospice Care

Finally, it is important to note that some of the problems encountered in optimizing hospice
use originate in patients and their families. These include:

* fear of death
* misconceptions about the purpose of hospice
* aversion to home death
* age, race, gender, marital status, income, education, etc.
* attributes of the illness (e.g., its duration or type)
* home structure (e.g., whether the patient is living alone or not, how sick the

patient's spouse is)

Patients and their families may resist referral, typically out of a fear of managing death at
home, a fear of stopping curative therapy, or a misplaced fear of being abandoned by the medical
establishment. Clearly, patients and families need help in understanding the purposes of hospice
care and its benefits. Certainly, it is difficult to face one's own death or the death of a loved one,
regardless of whether one in fact realizes that hospice care might offer advantages in terms of
achieving a "good death." Some patients have misconceptions about hospice care, thinking it
somehow means that "nothing is being done for the patient" or that the patient is obliged to die at
home (whereas, in fact, hospices can, to the extent it is possible to predict this, admit patients to a
hospital for the actual act of death, if this is what the family wants).

Certain attributes of patients can also affect whether or when they use hospice care. For
example, Table I gives the adjusted median survival in days, according to certain patient
attributes in a sample of 184, 843 hospice patients. At the median, non-white patients were
enrolled in hospice four days (13%) earlier prior to death compared to whites; women were
enrolled in hospice five days (17%) earlier prior to death compared to men; older people were
enrolled one day (3%) earlier prior to death than younger people (comparing 84-year-olds to 73-
year-olds); and those with substance abuse, psychiatric disease, or dementia were, on average
and after adjustment for all other factors, enrolled three days (10%) earlier prior to death. After
adjustment for the other covariates, income and education were not associated with the duration
between hospice enrollment and death. The even greater impact of some of these variables in
combination is also apparent; for example, after adjustment for all other measured factors, the
median time prior to death that patients were referred to hospice was 26 days for white men
versus 37 days for black women.
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Our major finding in this research was thus that several variables ordinarily associated with
shorter survival or worse health outcomes,[90-95] including, for example, non-white race, lower
education, lower income, psychiatric history, substance abuse history, dementia history, and
advanced age, were associated with longer survival after hospice enrollment. For most of these
variables, this held true after adjustment for each other and for other clinical, provider, and
market factors. As shown in Table 2, these factors, even taken individually, are of a potentially
clinically significant magnitude (an up to 30% impact on the median survival, depending on the
variable, and still more if variables are taken in combination). The existence of a pattern in the
results, wherein the impact of being within any socioeconomically disadvantaged group had a
similar effect, supports the supposition that such factors are associated with an earlier hospice
enrollment rather than with some beneficial effect of these factors on survival after enrollment.

If certain groups are being enrolled in hospice earlier than others, why might this be
occurring? This study did not permit definitive conclusions, but there are at least three possible
explanations.

First, predictions of death or evaluation of symptoms may be more difficult in some
patients (e.g., in those with dementia or psychiatric disturbance) thereby complicating decisions
about when to switch from traditional medical care to hospice care and thereby leading to earlier
referral. Faced with prognostic or clinical indeterminacy near the end of life, for example,
physicians may choose to refer such patients relatively early. However, most research suggests
that, if anything, prognostic uncertainty results in postponement of hospice referral.[96-100]

Second, outside help may be brought in more quickly by family members, physicians, or
other concerned parties for those patients likely to be difficult to care for at the end of life (e.g.,
those with dementia, psychiatric disorders, or substance abuse problems) or those who usually
fill the care-giving role and therefore possibly lack a caregiver themselves (e.g., women). That
is, the preferences of the members of the groups defined by our variables may be such as tofavor
earlier use of hospice care. However, some prior work examining the relevance of patients'
social support for the timing of hospice enrollment has tended to show that, if anything, lack of
social support delays enrollment in home-based hospice care.[101-103] Lack of social support
(e.g., being a widow) may indeed preclude hospice care altogether -- a contention suggested by
the fact that women in our sample are less numerous (51.4%) than in the underlying Medicare
population as a whole (59%).

A third possibility is that socially stigmatized groups may possibly be seen as less
appropriate for the costly, aggressive, "curative" care that is ordinarily offered in the period
preceding the use of hospice, and so might be referred to hospice relatively early, in a form of
"turfing."[104-107] Disquieting support for some role for the fourth explanation comes from
previous examinations of the role of race, 108-113] sex,[1 14] age,[1 15,116] education,[l 17] and
psychiatric illness,[l 18] in access to and use of medical technology in general.

To sort out which of these explanations, if any, explain the patterns we observe will require
further research. It is hard to determine whether patients or doctors or both are driving these
observations about how certain attributes of patients are associated with their timing of hospice
use. If poor patients are enrolling in hospice earlier, it may because they are electing to use
hospice in this fashion (e.g., because they must rely on formal supports since they lack their own
financial resources) or it may be because physicians are referring poor patients to hospice sooner.
It is worth noting, however, that even if referral to hospice is occurring earlier in some patients
than in others for reasons that are possibly inappropriate, this might not actually be harming such
patients if hospice referral is occurring too late for patients in general. Indeed, hospice care
appears to be used later in the course of illness than most physicians prefer.[l 19]
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Attributes of the patients' illness may also affect whether and when hospice is used, as
summarized in Table 3, which is based on unpublished data from a large-scale study we are
presently conducting of 1.3 million seriously ill patients. As can be seen, depending on the type
of cancer involved; from 16% to 35% of dying patients may use hospice (with patients with
leukemia being much less likely to use hospice and patients with pancreatic cancer being much
more likely to do so). In general, non-cancer diagnoses are much less likely to use hospice, with
approximately 7-10% of decedents with heart attacks, strokes, hip fractures, and the like using
hospice care.

THE COST-EFFECTIVENESS OF HOSPICE

There have been several studies published in the peer-reviewed literature concerning the
cost-effectiveness of hospice care,[120-124] and several well conducted unpublished studies as
well. My summary of this literature is as follows: Most studies agree that hospice care saves
money compared to alternative ways of caring for the terminally ill. Indeed, estimates of cost
saving run as high as $1.20 saved for every $1.00 spent. What is still unclear, however, is over
what time horizon hospice saves money. That is, it is clear that hospice is cost-effective for the
last 30 days. (i.e., it is cheaper to provide care using hospice for the last 30 days than to use the
standard type of hospital-based care otherwise prevalent in our society). It is also quite likely
that hospice care is cost-saving for the last 90 days of life. What is, less clear is whether hospice
saves money over the last six or twelve months of life. Put another way, if we were to enroll all
patients in hospice care six months prior to their deaths (assuming we were able to reliably
prognosticate this), hospice care (as it is currently reimbursed) might be more expensive than the
standard care currently being used in our society -- which typically includes a hospitalization or
two in the last six months, a few doctor visits, and then a 1-2 week hospital stay before dying. If
we added up all these costs, they might, in fact, be lower than the cost of a continuous six-month
hospice enrollment.

Nevertheless, one thorough review of cost savings at the end of life concluded that existing
data suggest that hospice and advance directives can save between 25% and 40% of health care
costs during the last month of life, with savings decreasing to 10-17% over the last six months of
life and decreasing further to 0-10% over the last 12 months of life.[l 125]

It would therefore seem prudent to try to implement changes in the Medicare hospice
benefit that would enhance the use of hospice care, both because it is a valuable and desirable
form of end-of-life care, and because it is cost-effective. Current patterns of use of hospice (with
very short stays) coupled with current reimbursement mechanisms are making it difficult for
hospices to provide care in a financially viable fashion and may be wasting Medicare funds.
Interventions which result in earlier referral or which compensate hospices for the fact that they
do not, under the current system, recover their costs for patients who live less than about two
weeks after referral would be beneficial.

It is important to emphasize, however, that regardless of whether hospice costs more or less
than standard terminal care, hospice is probably better care for the dying, care that Americans
might well feel entitled to receive from our superb health care system. In other words, six
months of hospice care might possibly be more expensive, but it might be worth it.

CONCLUSION

Responding to some of the barriers to increasing hospice use in our society -- both in terms
of increasing the proportion of decedents who use hospice and in terms of increasing the duration
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of stay under hospice care for those patients that are referred -- will require a number of
educational, policy, and legislative responses. Certain selected opportunities on the legislative
front include:

* shifting away from the current prognostically based entry criterion for hospice (e.g.,
shifting to a criterion that patients who have certain specific diseases and who are bedridden a
certain fraction of the day are perforce considered eligible for hospice care)

* providing funds to educate physicians and patients about the suitability of hospice and
tht need to use it earlier in the course of a patient's disease (e.g., three months before death);
such educational initiatives might be conducted on a grass-roots level, by local hospices working
with their local physician referral base; indeed such efforts could be mandated and compensated
through Medicare

* changing the way that hospices are obliged to contract with hospitals for admission (e.g.,
by requiring hospitals receiving Medicare funds to admit hospice patients from any hospice
program, and not just from specific ones, for a Medicare specified reimbursement; alternatively,
it could be possible to change regulations to make it possible to provide respite care at home,
with a higher reimbursement level than the usual per diem)

* provide additional reimbursement for hospices when they care for patients dying in their
own homes all by themselves (i.e., without a spouse or other family caregiver), thus making it
easier for independently living elderly people to die in their own homes, should they chose;
similarly, extra payments may be appropriate for other challenging situations presented by
particular types of patients, e.g., those residing in hard-to-reach rural areas or inner cities where it
can be very hard to provide hospice care in a financially efficient manner under the current
system

* moving to a system whereby hospices receive some kind of fixed initial payment for
evaluating and admitting patients, thereby covering their high initial admission costs and making
it easier for them to overcome any administrative barriers that delay hospice enrollment after the
patients have been referred for evaluation

Health care decisions at the end of life are made at a time when patients are at their most
vulnerable. In general, patients get only one chance to elect hospice care, and if the care is
inadequate for any reason, it is unlikely they will have an opportunity to switch or improve on
their choice. For these reasons, parties who contribute to the hospice enrollment process should
act with the greatest probity. Since patients in general are enrolling in hospice late in the course
of their illness, thought might be given to addressing some of the barriers to more timely referral.
The apparent role of certain social and provider and market factors in the timing of hospice
enrollment suggests that it is not merely the patient's clinical status, but other factors as well, that
influence this important end-of-life transition in care. This in turn suggests that it may be
possible to change the way hospice is used for the better of both dying patients and our society as
a whole.

-
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Table 1: Characteristics of the 1993 Medicare Hospice Patient Study Cohort (N=184,843)*
(source: N.A. Christakis and T.J. Iwashyna, 'The Impact of Individual and Market Factors on the
Timing of Initiation of Hospice Terminal Care," Medical Care, 38(5): 528-541 (2000))

PATIENT ATTRIBUTES
demoaranhics

mean age 79.0 ± 7.4 years
female sex 51.4%
non-white race 10.2%
mean income (annual) $31,540 ± 11,580
mean education 12.8 ± 1.0 years

health care use measures
had >0 hospitalizations in 365 days preceding hospice 76.0%
had >0 hospitalizations in 730 days preceding hospice 82.3%
mean days spent in hospital in 730 days preceding hospice 27.4 ± 36.3 days
mean number of hospitalizations in 730 days preceding hospice 2.5 i 2.4 hospitalizations
mean days spent in hospital in 30 days preceding hospice 6.0 ± 8.3 days
mean days spent in ICU care in 730 days preceding hospice 2.3 ± 6.3 days
spent >0 days in ICU care in 730 days preceding hospice 32.7%
mean DRG expenditures in the 730 days preceding hospice $14.860 ± 16.280

health measures
serious co-morbidity (Charlson score 2 6) 41.6%
history of substance abuse 3.96%
history of psychiatric problem 7.80%
history of dementia as a co-morbid condition** 4.85%

diagnosis at enrollment into hospice
neoplasms

head and neck 1.64%
upper gastrointestinal tract 3.24%
colon and rectum 8.99%
hepatobiliary system 2.84%
pancreas 4.30%
lung 19.38%
skin 0.81%
breast 4.80%
female genital tract 2.97%
prostate 7.00%
urinary tract 3.26%
CNS 1.98%
lymphoma 1.90%
leukemia 2.63%
all other neoplasms 5.59%

non-neoplasms
dementia 2.33%
Parkinson's disease 0.73%
stroke 3.12%
other neurological diseases 0.77%
congestive heart failure 5.5 1%

table continues

67-978 2001 -3
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other cardiovascular diseases 4.40%
COPD 4.22%
liver disease/failure 0.86%
renal disease/failure 1.96%
infections 0.71%
all other non-neoplastic diseases 4.07%

MARKET ATTRIBUTES***
mean number of hospital beds/1000 people >65 27.1 ± 15.8 beds
mean number of nursing home beds/1000 people >65 46.5 ± 21.8 beds
mean number of SNF beds/1000 people >65 1.9 ± 4.1 beds
mean number of new hospice patients/ 1000 people >65 7.6± 11.5 patients
mean percentage of new hospice patients at for-profit hospices 18.1 ± 26.8
mean number of doctors/1000 people >65 20.5 ± 13.9 doctors
mean percentage of physicians who are generalists 30.7 ± 14.2
more than 25 percent of people in HMO's 25.8%
population density more than 1,000 people/square mile 37.7%

HOSPICE ATTRIBUTES"**
small size (<200 admissions/year) 41.4%
new hospice (<5 years since Medicare certification) 31.1%
change in ownership since certification 9.0%
for-profit 18.3%
operated by hospital 18.6%
operated by SNF 2.1%
operated by home health agency 30.3%
operated by free-standing hospice program 49.0%

*Descriptive statistics regarding patients and, on a patient level, markets in which these
patients reside, are provided for the 151,410 members of the study cohort.

**This variable characterizes the presence of dementia as a co-morbidity in those 97.7
percent of cases for whom dementia is not the principal diagnosis.

***These variables are expressed at the patient level.
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Table 2: Adjusted Median Survival after Enrollment in Hospice, in Days, According to Certain
Patient Attributes *

(source: N.A. Christakis and TJ. Iwashyna, "The Impact of Individual and Market Factors on the
Timing of Initiation of Hospice Terminal Care," Medical Care, 38(5): 528-541 (2000))

Attribute Absent Present

Nonwhite 30 34

Female 29 34

AdvancedAe t 30 31

Low Income t 30 31

Low Education t 30 31

History of Substance Abuse 30 33

History of Psychiatric Disorders 30 33 |

History of Demensia 30 33

* Al figures represent the effects of the variable in question, holding all other variables
constant at their mean and adjusting for numerous other variables characterizing patients, their
illness, their hospice, and the local health care market, such as those listed on Table 1. Except
for income and education, all of these differences are statistically significant at the 0.05 level.

t This is a continuous variable, for which median adjusted survival was computed for the
25th percentile ("absent") and 75th percentile ("present") for age, and vice-versa for income and
education.
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Table 3: Mortality and Hospice Use Outcomes in an Incidence Cohort of Seriously 111 Patients
(the "COSI" cohort; N=1,343,295)

(source: unpublished data)

diagnosis number in % dead by % enrolled % of dead median
1993 12/31/97 in hospice by patients who duration of
incidence 12/31/97 used hospice hospice use
cohort in days

________ ~~~~~~~~~~(from: [126])

leukemia 22,017 79.6 13.0 16.3 25
lymphoma 34,327 78.7 16.9 21.5 22
head/neck cancer 11,428 72.2 19.0 26.3 30
urinary cancer 40,897 59.4 15.8 26.6 29
colon cancer 84,093 60.7 17.9 29.5 31
lung cancer 87,619 90.9 27.0 29.7 26
liver/biliary cancer 9,655 94.1 29.2 31.0 21
CNS cancer 6,276 93.3 32.4 34.7 31
pancreatic cancer 16,225 96.0 33.4 34.8 25
acute Ml 256,183 58.0 4.1 7.1 41
stroke 268,222 65.0 5.6 8.6 29
CHF 277,676 69.5 6.4 9.2 38
hip fracture 228,677 60.0 5.8 9.7 NA
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Figure 1: Predicted versus Observed Survival in 468 Terminally III Hospice Patients

(Source: N.A. Christakis and E.B. Lamont, "Extent and Determinants of Error in Doctors'
Prognoses for Terminally IIl Patients: Prospective Cohort Study," British Medical Journal, 320:
469473 (2000))
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Legend: The graph shows the predicted and actual survival, in days, for a cohort of 468 patients
at the time of initiation of home-based hospice care. The predicted survival was elicited from
referring physicians. Each point represents one patient. The diagonal line represents perfect
prediction, where the patient lived for exactly as long as the physician predicted. Patients above
the diagonal are ones in whom survival was overestimated; patients below the line are those in
whom survival was underestimated. Prognostic error is very common, and, in most patients,
quite substantial.
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Figure 2: Distribution of "Lead Time Preference" with Respect to Hospice Referral in a National
Sample of Internists

(Source: T.J. Iwashyna and N.A. Christakis, "Attitude and Self-Reported Practice Regarding
Hospice Referral in a National Sample of Internists," Journal of Palliative Medicine 1(3): 241-
248 (1998))
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The CHAIRMAN. Thank you, Dr. Christakis.
Now, Ms. Hoffman.

STATEMENT OF FRANCES HOFFMAN, EXECUTIVE DIRECTOR,
HOSPICE OF NORTH IOWA, MASON CITY, IA

Ms. HommN. Mr. Chairman, ladies and gentlemen, thank you
for the opportunity to come and speak with you today. My name
is Frances Hoffman and I am the Executive Director of Hospice of
North Iowa, which serves 16 counties in northern Iowa. Last year,
we served 800 patients and families during a critical time in their
lives.

I have been asked today to talk about barriers to the use of the
Medicare hospice benefit. The first barrier I would like to talk
about is the requirement that all hospice patients must have a 6-
month prognosis from their physician. As Dr. Christakis has elo-
quently said, only about 20 percent of physicians are very accurate
in their predictions, leaving 80 percent of predictions being wildly
inaccurate and usually overestimates of survival. The result of this
over-optimistic view of their patients' life spans is that physicians
refer to hospice very late in an illness, when it is abundantly ap-
parent that a patient's death is near.

Hospice services were designed to help a natient through the last
6 months of life. When patients come to hospice a few weeks or
even days before they die, the benefit they and their families re-
ceive is significantly reduced. Admission criteria should be re-
viewed to encourage earlier admission to hospice care so that op-
portunities for physical, psychological, and spiritual support may
not be missed for individuals at the end of life. I would encourage
you to consider demonstration projects to test alternative eligibility
criteria to the 6-month rule.

A second barrier is the short length of stay of many hospice pa-
tients, and vou have been hearing that today. A hospice patient in
my hospice now will average 39.5 days of care, a far cry from 6
months. Over 30 percent of our patients are with us less than a
week. The quality of service we can provide is dramatically reduced
when we have so little time with a patient.

Our financial picture is also greatly affected when our patients
are with us only a matter of days. The Medicare hospice benefit
was designed to balance the high cost of admission and the period
immediately preceding death with somewhat lower costs of care for
patients during non-crisis times. With very short lengths of stay,
there are few non-crisis days any more. This results in growing fi-
nancial pressures that are having a devastating effect on hospices.

In doing a review of typical patients who stayed with us a week
or less, I found that we lost anywhere from $340 to $2,000 with
these patients. We made no money on any of these patients. In the
last 2 years, my hospice has lost $362,000. My annual budget is
only $4 million. At the same time, my staff are working harder
than they ever have and have instituted aggressive measures to re-
duce costs. We are not spendthrifts.

The problem is that reimbursement has not kept pace with the
increased costs of providing care. The fiscal year 2000 Medicare
routine home care rate for my hospice is $87.33. It costs twice that
to spend a night in a Washington, DC., hotel. Yet, it is supposed
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to cover all costs related to a terminal illness, including physician
oversight, nursing, counseling, spiritual support, bereavement
counseling, medical equipment, drugs, home health aides, home-
maker services, physical and occupational therapists, dietitians,
and volunteers, for $87.33 a day.

Another aspect of the reimbursement issue is the significant
changes that have taken place in care for the terminally ill. When
Medicare set hospice payments in the 1980's, prescription drugs for
hospice patients represented about $1.00 of the per diem reim-
bursement rate. These costs increased to approximately $16 per
day by the late 1990's, an increase of 1,500 percent.

There is a drug, Epogen, being ordered by physicians for some
of my patients that costs $250 per dose. One patient received three
doses per week, which ate up my entire Medicare reimbursement.
Outpatient procedures for relief of pain, like chemotherapy and ra-
diation therapy, have also increased. At my hospice, these proce-
dures have increased 46 percent in cost since 1996. My Medicare
reimbursement has gone up 6 percent in that same timeframe.

Since over 85 percent of my patients each year are under Medi-
care, you can see what a problem I have in making ends meet. The
only way I have found to continue to provide services is through
the charity of people in the communities we serve. Of our $4 mil-
lion budget, $500,000 comes from gifts and memorials each year.
Without these gifts, Hospice of North Iowa would have to close its
doors.

The Medicare hospice benefit is a wonderful service for Medicare
beneficiaries, but reimbursement for this benefit must keep pace
with the cost of providing care. It is critically important that hos-
pice reimbursement rates are updated based on current costs of
care.

Thank you.
[The prepared statement of Ms. Hoffman follows:]
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Mr. Chairman, ladies and gentlemen, thank you for the opportunity to speak with
you today.

My name is Frances Hoffman. I am the Executive Director of Hospice of North
Iowa which serves sixteen counties in northern Iowa. Last year we served 800
patients and their families during a critical time in their lives.

When the Nationai Hospice Foundation researched what peuple in tihe United
States want at the end of their lives it found that they want the following:

* Someone to be sure that their wishes are enforced
* Ability to choose the type of services they want
* Emotional support for themselves and their families
* Control of pain
* Opportunity to get their lives in order
* Spiritual support for themselves and their families
* Care by a team of professionals
* Care in their own homes
* Continuity of care
* Relief of the burden on their families and friends

All of these elements are available through hospice care. If the Medicare
Hospice Benefit is so wonderful, why am I here testifying? There are significant
barriers to providing hospice care to all who might benefit from it.

The first barrier is the requirement that all hospice patients must have a six-
month prognosis from their physician. As Dr. Christakis so eloquently presents in
Death Foretold, his study on prognosis in medical care, physicians have a great
deal of difficulty in foretelling how long a patient may have to live. In his work, Dr.
Christakis cites a study where he "found that only 20 percent of predictions were
'accurate,' ..... Of the remaining 80 percent of predictions, most (63 percent of the
total) were overestimates of survival..." The result of this overoptimistic view of

1
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their patients' life span is that physicians refer to hospice very late in an illness--
when it is abundantly apparent that a patient's death is near. Hospice services
were designed to help a patient through the last six months of life. The
reimbursement structure was designed based on this precept as well. When
patients come to hospice a few weeks or even days before they die, the benefit
they and their families receive is significantly reduced. i would encourage you to
consider demonstration projects to test alternative eligibility criteria to the six-
month rule.

A second barrier is the short length of stay of many hospice patients. A hospice
patient in my hospice now will average 39.5 days of care. Over 30 percent of our
patients are with us less than a week. Let me give you two examples of patients
to give you an idea of the difference in what we can provide in care if we have
the time to do it. These are actual patients of Hospice of North Iowa, although I
have changed their names to protect their confidentiality.

"Larry" was an 85-year-old man with renal insufficiency, hypothyroidism,
Alzheimers, diabetes, pneumonia, and a feeding tube. He was with us for two
days. He lived in a nursing home and was referred to hospice as he was actively
dying. The hospice nurse provided medications to ease the symptoms of dying
for Larry and explained the dying process to Larry's family. The hospice social
worker talked with the family about grief issues as Larry died. The hospice
bereavement social worker provided follow up with the family for 12 months after
Larry's death.

"Virginia" was with us for six months. She had ovarian cancer with metastases, a
colostomy, a feeding tube, a central line, a large abdominal wound from surgery,
an ileostomy, and a rash over much of her torso. She was an 82-year-old
grandmother who had always been the strength of her family. Her husband and
daughters were having a very difficult time accepting her critical illness. Virginia
was admitted to hospice in the spring. She came to hospice from the hospital
where she had had abdominal surgery. It appeared when she was admitted that
her death was imminent. Virginia was taken to her home where a hospice nurse
provided medications, wound dressings, and equipment to help her deal with her
colostomy. A hospice home care aide provided baths and other care five days
per week. The hospice social worker and chaplain worked with the family to help
them adjust to Virginia's illness and to cope with the anxiety of caring for her at
home. Virginia rallied after her first four days in hospice and she was able to go
out for some drives with her husband during the summer months. The social
worker worked with Virginia to help her address self-image issues that she had
as a result of the many wounds and tubes she now had to deal with in addition to
the loss of her hair. Virginia's husband and daughters were dealing with a great
deal of anger at losing their support and "best friend". The social worker held
several family conferences to help them work through these feelings. In late fall,
Virginia began to decline rapidly. The hospice nurse arranged for oxygen for her
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and increased her pain medications. A hospital bed, trapeze grab bar for over
the bed and an overbed table were provided. Virginia developed shingles and
the hospice nurse provided medication to soothe this condition. After several
weeks of increasing decline and weakness, Virginia died very quietly at home.
Her family had come to accept her illness and death. The bereavement social
worker from hospice continues to follow up with the family as they grieve the loss.
of the woman whom they had relied on to support them through the years.

Clearly, the quality of service we can provide is dramatically improved when we
have some time with a patient. Our financial picture is also greatly affected when
our patients are with us only a matter of days. The Medicare Hospice Benefit was
designed to balance the high costs of admission and the period immediately
preceding death with the somewhat lower costs of caring for patients during non-
crisis times. With very short lengths of stay, there are few non-crisis days any
more. This results in growing financial pressures that are having a devastating
effect on hospices.

When the Hospice Medicare Benefit was implemented in 1982, the routine home
care rate was set at $41.46 per day. The rate did not include an annual
inflationary update. Instead, Congress provided specific rate increases and later
tied the hospice reimbursement rate to the hospital market basket to provide for
inflation. Unfotti nately, these increases have not kept pace with the expense of
delivering specialized care to dying Americans. A report by Milliman &
Robertson (M&R) states "the trend is clear that Medicare hospice per diem
payments do not cover the costs of hospice care and result in significant financial
losses to hospice programs throughout the country." The factors that M&R cites
as contributing to hospice losses are "new technology, including breakthrough
therapies and prescription drugs."

For example, when Medicare set hospice payments in the 1980s, prescription
drugs for hospice patients represented about $1 of the per diem reimbursement
rate. These costs increased to approximately $16 per day by the late 1 990s-an
increase of about 1,500 percent. There is a drug, Epogen, being ordered by
physicians for some of my patients that costs $250 per dose. One patient
received three doses per week, which ate up my entire Medicare reimbursement.
Duragesic, a commonly used pain reliever for cancer patients, can cost up to $36
per dose. Zofran, an effective anti-nausea drug, costs almost $100 per day--
exceeding the entire routine home care rate paid by Medicare to the hospice
provider.

Outpatient procedures for relief of pain, like chemotherapy and radiation therapy,
have also increased. At my hospice, the increase in costs for these procedures
has been 46 percent since 1996. My Medicare reimbursement has gone up 6%
in that same time frame. Since between 85 and 90 percent of my patients each
year are under Medicare, you can see what a problem I have in being able to
make ends meet. The only way I have found to continue to provide services is
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through the charity of people in the communities we serve. Of our $4 million
budget, $500,000 comes from gifts and memorials each year. Without these
gifts, Hospice of North Iowa would have to close its doors.

In the last two years, my hospice has lost $362,400. My annual budget is only $4
million. At the same time, my staff are working harder than they ever have and
have instituted aggressive measures to reduce costs. We are not spendthrifts.
My staff work for hospice because they have a sense of mission. Any of them
could get better paying jobs at any time-yet they stay with Hospice of North Iowa
because they believe in what we are doing. Despite their lower pay rates, it is
still costly to recruit, train, and retain staff. These costs are no less because we
are located in a rural area, yet our reimbursement is reduced because of that
fact. The routine home care rate paid for hospice care in an urban area is
$98.96. The fiscal year 2000 Medicare routine home care rate for my hospice is
$87.33. It costs twice that to spend a night in a Washington DC hotel room. Yet
it is supposed to cover all costs related to a terminal illness, including physician
oversight, nursing, counseling, spiritual support, bereavement counseling,
medical equipment, drugs, home health aides, homemaker services, physical
and occupational therapies, dietitians, and volunteers. Bereavement counseling
and coordination of volunteers are Medicare mandated services that have been
explicitly excluded from allowable costs in the new Hospice Medicare Cost
Report.

Reimbursement has not kept pace with the increased costs of providing care.
New drugs and other treatment modalities can greatly improve the quality of life
for patients who are dying. We in hospice know how to alleviate pain and control
symptoms. But, far too often, the skyrocketing cost of such treatments forces us
to seek other, less expensive and perhaps less effective alternatives. A Lewin
study done in 1995 indicated that $1.52 could be saved by the Medicare program
for every $1.00 spent on hospice care. There is room to increase hospice rates
to more accurately reflect costs of care while still saving money for the Medicare
system overall. As the Medicare Payment Advisory Commission has stated, "the
gap between the care now given to dying beneficiaries and ideal care is wider
than in probably any other area of medicine... closing this gap should be one of
the highest priorities of the Medicare program."

It is important that fraud and abuse of the Medicare system be eliminated.
However, aggressive efforts to discover and prosecute fraud and abuse has
resulted in a great deal of attention to a very small percentage of hospice
patients who outlive their six-month prognosis. This has created an environment
of fear among referring physicians and hospices that has limited access to
hospice care. I recently had a patient in my hospice program who was
discharged because she had been with us some months and had reached a
plateau for a short period of time. Staff were concerned that Medicare would
refuse payment for her care--as, in fact, it did. This patient died just six weeks
after her discharge from hospice. During that six weeks, she needed our
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services as her health dramatically declined. But this had happened before when
she had been our patient and she had not died. So everyone was fearful of
readmitting her because of the regulatory oversight that questions care in cases
such as hers. She spent her final two days with us--when it was very apparent
that she was actively dying.

The Medicare Hospice Benefit is a wonderful service for Medicare beneficiaries.
But reimbursement for this benefit must keep pace with the cost of providing
care. In addition, admission criteria should be reviewed to encourage earlier
admission to hospice care so that opportunities for physical, psychological, and
spiritual support may not be missed for individuals at the end of life. I strongly
support an update of hospice reimbursement based on current costs of care. I
also endorse a Medicare waiver for demonstration projects that test alternative
eligibility criteria for the Medicare Hospice Benefit.

5
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The CHAIRMAN. Thank you, Ms. Hoffman.
Ms. Grigsby, you are next.

STATEMENT OF KATHRYN GRIGSBY, EXECUTIVE DIRECTOR,
HOSPICE OF BATON ROUGE, BATON ROUGE, LA

Ms. GRIGSBY. Thank you. I am honored to be here, and thank
you, Senator Breaux, for the invitation.

Most of what I had written to say has already been covered. I
will, I guess, reiterate the imperativeness and need for education,
and I think that is with physicians, the consumer, and health care
professionals. As Senator Breaux stated, in 1998, according to the
AMA, there were 4 medical schools out of 126 who offered any
training whatsoever on death and dying, hospice care, palliative
care, or end-of-life care.

Physicians need to be educated. They need to understand. Unfor-
tunately, the OIG and Operation Restore Trust has put a cloud
upon them. They are much more reluctant to give referrals. You
talked about the reluctance. I would like to read for you an actual
statement from an attending physician. As part of the Medicare
regs, we must have a signed statement that, in the best estimate
of the physician, the patient has 6 months or less to live. The re-
sponse to us was, "I do not authorize death in 6 months. I appre-
ciate your help for my patient. Please do not ask me to predict his
death. If I do, then at the end of 6 months I will have to kill him,
which I will not do. Sincerely," signed by a medical physician in my
community.

Also, one area that has not really been addressed is the lack of
incentives for discontinuation of treatment. Pretty much, what we
find in our community is that the patient goes where the reim-
bursement sources are, and that patients will be treated as long as
there is a reimbursement source to be tapped. I believe that there
are physicians who continue aggressive treatment long after hos-
pice care would be appropriate and be in the best interest of the
individual, and far more economical as well.

Recently, we received a referral on a patient with a non-cancer
diagnosis. It was COPD, chronic obstructive pulmonary- disease.
The history and physical stated that the patient had a history of
prostate cancer, skin cancer, a laryngectomy with tracheostomy,
cervical soft tissue masses suspicious for recurrent tumor, and fre-
quent pneumonia. And he had been hospitalized for a work-up for
admission to a rehabilitation unit.

It was clear to me when I entered the patient's room that he was
actively dying and there was no possibility of hospice providing
care to this man. His wife said that she had heard of hospice, but
thought it was a place. The man was clearly a hospice candidate.
He was not a candidate for a rehabilitation unit, but he continued
to receive aggressive treatment until the day before he died.

This is not an isolated incident. Our median length of stay in
Baton Rouge is 20 days; the national is 29. This year, over half of
our patients have died within 20 days of admit. Sixteen percent of
our patients-die before we can contact them after receiving a re-
ferral.

Senator BREAUX. How many?
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Ms. GRIGSBY. Twenty, within 20 days of admit. Sixteen percent
die before we can ever get to them to make the first visit. We have
a new term in our hospice and it is called DBA, "dead before
admit." I was talking with Karen and they call theirs "drive-by."
We get the referrals so late that the patients die either on our way
or when we get there.

Unfortunately, the current reimbursement rate does not begin to
cover the expenses incurred in delivering compassionate, special-
ized care to dying Americans. An interim report on the ongoing
hospice cost study by Milliman and Robertson states that the trend
is clear that Medicare hospice per diem rates do not cover the cost
of hospice care and result in significant financial losses to hospice
programs throughout the country.

According to the M&R study, new technology, including break-
through therapies and prescription drugs, has increased hospice
costs far beyond Medicare's annual market basket update. For ex-
ample, when Medicare set payments in the 1980's, prescription
drugs for hospice represented about $1.00 of the per diem rate.
Today, these costs are 16 percent, and as Frances said, a 1,500-per-
cent increase.

Drug costs have skyrocketed. Duragesic patches, which is one of
the most commonly used pain relievers for cancer patients, can cost
up to $36 per dose. Zofran, a very effective anti-nausea drug, costs
almost $100 a day. We get a significant number of patients who are
receiving Lupron, which is $900 per injection.

For a variety of reasons, more and more patients are being ad-
mitted later to hospice, when they require greater intensity and va-
riety of services. The hospice care needs, including pain and symp-
tom management and personal support, are often the greatest in
the first few days of care. These very short lengths of stay and ad-
vances in clinical practices, both significant cost factors, were not
anticipated at the time the original structure was formulated. We
desperaWly need an increase in our reimbursement rate.

Smaller programs, particularly in the rural areas, are very
handicapped because of the lack of economy of scale. It is not cost-
efficient for me to send a nurse driving 2 hours to visit one patient
an hour visit and return to the office 2 hours later. At the rate that
we get, we simply can't afford to do it, so the rural community is
without hospice services. A demonstration project could be consid-
ered. Their reimbursement rate is even lower than those of us in
the city.

We need to find economical ways to provide hospice care to indi-
viduals without able or available caregivers. This is one of the big-
gest problems that we face. Imagine an 86-year-old man trying to
care for his dying 83-year-old wife. I wish that we could explore a
demonstration project which would provide some sort of reimburse-
ment for residential care. It is very sad to see patients end up in
nursing homes for the last month of life because the caregiver is
physically unable to care for them.

All of our citizens need hospice care. I would like to simply read
you a letter that I think summarizes what we do. "We would like
to let you know how grateful we are. I never would have believed
7 years ago when my child was born that she would become termi-
nally ill. It was an incredibly horrible experience to watch her die
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after a 2-year battle with brain tumor. She passed away in her
room, in her bed, in our arms. Without the support of Hospice of
Baton Rouge, I don't know how we could have managed."

I think people usually associate hospice with older people. It is
important to know that babies, children, and their families need
hospice, too. Every terminally ill American should have access to
hospice care. There are barriers, but I am confident, particularly
with your commitment, we can find answers.

[The prepared statement of Ms. Grigsby follows:]
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Mr. Chairman, Senator Breaux, members of the Committee and ladies and
gentleman, I am honored to be here today.

My name is Kathryn Grigsby. I have served as Executive Director of Hospice of
Baton Rouge for 12 years. Hospice of Baton Rouge is a non-profit, independent,
United Way hospice provider with an average daily census of 65. We have been
meeting the end-of-life care needs since 1984. I also serve as Vice President of
the Louisiana Hospice Organization.

My special thanks to Senator Breaux of Louisiana for providing me with this
opportunity to testify about issues confronting the terminally ill and their families
as they seek a dignified and compassionate closure to their lives.

1 am here today to talk about the barriers to hospice care for Medicare eligible
individuals in Louisiana. The barriers I will address are not unique to Louisiana.

The modern day American hospice movement began in 1971 in Connecticut.
The first freestanding hospice in this nation was the Connecticut Hospice in New
Haven and it was founded on the model of care best identified with Dame Cicely
Saunders, MD, who opened her now famous Saint Christopher's Hospice in 1967
in Sydenham, England. Her center became the model for comprehensive whole
person and family care at the end of life (i.e., spiritual, psychological and medical
team-driven care of the terminally ill patient and his/her family).

While hospice began as a grassroots movement in this country, it was
institutionalized as part of the Medicare program in 1982. Since enactment, the
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Benefit has afforded millions of terminally ill Americans and their families an
avenue toward a death with dignity.

Simply defined, hospice is a philosophy of care that focuses on the whole
person, not on the disease. It is not, as too often is thought, just a place to die.
Hospice embraces these principles:

* Supports and cares for persons in the last phases of incurable disease
so that they may live as fully and as comfortably as possible;

* Recognizes dying as part of the normal process of living and focuses
on maintaining the quality of remaining life;

* Exists in the hope and belief that through appropriate care, and the
promotion of a caring community sensitive to their needs, patients and
their families may be free to attain a degree of mental and spiritual
preparation for death that is satisfactory to them; and,

* Offers palliative care to terminally ill people and their families without
regard for age, gender, nationality, race, creed, sexual orientation,
disability, diagnosis, availability of a primary caregiver, or ability to pay.
(NHPCO Standards of Hospice Program of Care, 1993)

Far too many patients die without ever being referred for hospice care. This is
often the result of an unawareness of hospice and palliative care programs by
patients and their families. This lack of knowledge or awareness of
compassionate end of life care can lead to tragic and unnecessary pain and
suffering - physical, emotional and spiritual - for the patient and their families.

In order for terminally ill patients and their families to take advantage of hospice
care, they must know that a compassionate and caring system exists and is
accessible. This knowledge or awareness must come from different levels of
information, but the first step in this process is to talk about death.

Only in America does the consumer consider 'not dying" an option. There is the
perception that there is always one more treatment to consider, one more
specialist, usually 200 miles or more away to see. And only in America do health
care professionals consider death a failure.

Conversations about our final wishes and how we want to be cared for at the end
of life have to take place. It is ironic that we, as a society, celebrate and plan for
other life events, like birth or marriage, but refuse to talk about death, until a
crisis arises and we are at our worst to make decisions and resolve long standing
issues. We, as individuals and families have spent a lifetime arriving at the edge
of death, and need and deserve time to address lingering issues that will afford
the dying patient, and their families, some better sense of closure and peace.
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A recent television series by Bill and Judith Moyers, 'On Our On Terms" aired
last week. The four programs focused on issues facing dying Americans. In
thoughtful and compassionate way, the subjects invited us to witness their
struggle with accepting death and how the final months, weeks and days can be
made better for the patient and their loved ones. Perhaps this program, and
more like it can prompt our on citizens to start talking about death. Maybe when
it appears on television, it becomes real for us.

We did a focus group with families of former patients. 90% had never heard of
hospice until the physician fold the family that hospice had been called. A survey
done by the National Hospice Foundation in 1999 found that 80% of those
surveyed did not know the meaning of hospice.

Obviously, to avail themselves of this form of care, they must know about it.
Education is paramount. We must educate consumers, health care professionals
and physicians. Most Americans rely on their health care professionals for

IlrdrUI dUard advlce. But, 11 thosU vely hilyy educated and trained
professionals don't know about, or don't care about quality end-of-life care, then
they are failing their patients.

Physician education is essential. Most physicians practicing today have received
no training on end-of-life care or communications. According to the AMA, in 1998
only 4 out of 126 medical schools in the U.S. had any formal training available on
hospice care, death and dying, palliative care or end-of-life care. Other areas of
medicine receive intensive training, but end-of-life care is a glaring example of an
area needing more attention.

Once they know about hospice care, physicians must feel free to refer
appropriate patients to hospice care. Unfortunately, many physicians are
reluctant to refer patients to hospice. The activities of Operation Restore Trust
and the Office of the Inspector General have exacerbated the problem resulting
in even later referrals. Misperceptions about the actual eligibility requirements for
the Medicare Hospice benefit are another problem confronting access to hospice.
Congress, when they enacted the Benefit in 1982, recognized that predicting
death was an inexact science and never intended the prognoses of patients to be
a hard and fast requirement. Rather, the six month period was intended to be a
guidepost, ensuring Americans access to end of life care, not some limiting
factor.

As an example of this misperception, let me read you comments from one of our
local physician's. These are direct quotes from our Physician's Order Sheet that
we require the attending physicians to sign. 'I do not authorize death in six
months. This is not my opinion. I appreciate your help with my patient. Please
do not ask me to predict death. If I do this then (at the end of six months) of six
months, I will have to kill the patient, which I can't do."



86

Testimony of Kathryn Grigsby
September 18, 2000
Page 4

There are no incentives for physicians to discontinue treatment. I believe some
physicians continue to provide aggressive treatment when hospice care would be
in the patient's best interest and more economical as well.

Recently we received a referral on a patient with a non-cancer diagnosis. The
diagnosis was COPD (chronic obstructive pulmonary disease). The history and
physical exam stated the patient had a history of prostate cancer, skin cancer, a
layngectomy with tracheostomy (cancer related), cervical soft tissue mass
suspicious for recurrent tumor and frequent pneumonia.

The patient had been hospitalized the week before to be "worked up for possible
myopathy or neuropathy." According to the wife, the goal was to get him into a
rehabilitation unit

The patient was clearly in the final stages of life. I explained our services to his
wife and three adult children and said we could admit him whenever they made
their decision. The wife stated that she had heard of hospice but thought it was a
place.

Three days later he died in that same hospital room, a week before he was
admitted to the hospital to be evaluated for the rehabilitation unit.

This man was clearly hospice appropriate. He was not a candidate for the
rehabilitation unit, but he continued to receive "aggressive treatment" until days
before his death.

This is not an isolated incident.

Our median length of stay is 20 days. Nationally the median length of stay is 29
days. This year half of our patients have died within 20 days of admission. 16%
of the patients referred to Hospice of Baton Rouge die before we can make a
visit.

Let me convey another story and tell you that these are not isolated incidents.
They are routine, every day occurrences in hospices, large and small, across the
country.

It was mid-June and a typical frantic Pay at HBR. The voice on the phone is
that of a local physician whom I have known since high school. He said,
'Kathryn, I need your help. My dad is 82. He has been in a coma for 3 weeks.
He has a living will. He signed advanced directives upon entering the hospital
and we want to take him home. .
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Then his voice began to crack. ' I love my dad. I would never do anything to
harm him. I only want to do what he asked me to do." There was a long pause.

He continued. ' Mom wants to take Dad home. He has always told us he wants
to die at home, but his doctor said that I might as well take a gun and put it to his
head if we take him home without inserting a feeding tube. The neurologist has
told us there is no hope for any recovery.'

'I need your help. Please tell me what to do. My fathers physician is a colleague
of mine. I work with him all the time."

We discussed the situation. The dad had made his final wishes clear and all
members of the family wanted to honor his wishes. I suggested that the family
find another physician, and they did. With the help of HBR, Mr. Jones went home
and died peacefully in his own bed, surrounded by his wife and children several
days later.

Congress recognized the need for this kind of care in 1982 when it enacted the
Medicare Hospice Benefit to provide compassionate and specialized care for the
dying. While millions of terminally ill older Americans and their families have had
the opportunity to experience more comfortable and dignified deaths, the
reimbursement rate has not kept pace with the changes in end of life care -
especially due to increasing costs of prescription drugs and outpatient therapies,
as well as decreasing lengths of service. Medicare Hospice Benefit
reimbursement rates need to be increased if hospice programs are to continue to
provide high quality care and related services that our nation's most vulnerable
population needs and deserves.

Once a patient chooses hospice care, he or she is afforded the per diem
reimbursement as the only Medicare payment for all costs related to the terminal
illness, including physicians' oversight services, nursing care, counseling,
spiritual support, bereavement counseling, medical appliances, drugs, home
health aides, homemaker services, physical and occupational therapies, dietary
advice, and volunteer assistance. An interdisciplinary team provides medical,
social, psychological, emotional and spiritual services to the hospice patients and
their loved ones.

In 1982, when hospice care was added as a Medicare benefit, the routine home
care rate was set at $41.46 per day. When the benefit was established, the
reimbursement rate did not include an annual inflationary update. Rather,
Congress provided specific rate increases and later tied the hospice
reimbursement rate to the hospital market basket to provide for inflation.
Unfortunately, the rate has not kept pace with the growing cost of delivering care
to terminally ill Medicare beneficiaries. The fiscal year 2000 routine home care
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rate, at which more than 95% of all Medicare hospice patients are billed, is
$98.96.

Unfortunately, the current reimbursement rate does not begin to cover the
expenses incurred in delivering compassionate and specialized care to dying
Americans. An interim report of an ongoing hospice cost study by Milliman &
Robertson (M&R) states, 'the trend is clear that Medicare hospice per diem
payments do not cover the costs of hospice care and result in significant financial
losses to hospice programs throughout the country." M&R notes several other
factors driving the losses that hospices are experiencing today.

According to the M&R study, 'new technology, including breakthrough therapies
and prescription drugs, has increased hospice costs far beyond Medicare's
annual market basket update. For example, when Medicare set hospice
payments in the 1980s, prescription drugs for hospice patients represented about
$1 of the per diem reimbursementrate. M&R noted that these costs increased to
approximately $16 per day by the late 1990s (an increase of about 1, 500%)."
Drug costs have skyrocketed, making pain relief and symptom management,
cornerstones of hospice care, much more expensive. Many of the most effective
and widely used drugs for relief of cancer patients' discomfort are shockingly
expensive. Duragesic, one of the most commonly used pain relievers for cancer
patients, can cost up to $36 per dose. Zofran, an effective anti-nausea drug,
costs almost $100 per day - exceeding the entire routine home care rate paid by
Medicare to the hospice provider.

We had a patient whose blood products and transfusion costs alone were in
excess of $25,000.00. Our total reimbursement from Medicare for all of her care
was $9,960.63.

But escalating drug costs are not the only problem facing hospices.

For a variety of reasons, more and more patients are being admitted to hospice
programs very late in their illness, when they require a greater intensity and
variety of services. Their hospice care needs, including pain and symptom
management and personal support, are often the greatest in the first few days
following admission and in the final days and hours before death.

The Medicare Hospice Benefit was designed to balance the high costs
associated with admission and the period immediately preceding death with the
somewhat lower costs associated with periods of non-crisis care. However, the
median length of service for hospice patients has fallen rapidly in recent years
leaving fewer 'non-crisis" days. The very short lengths of service and advances
in clinical practices, both significant cost factors, were not anticipated at the time
the original rate structure was formulated. These added financial pressures are
having a devastating impact on hospices.
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In the longer-term, Congress needs to undertake a review of the assumptions
under which hospice reimbursements are made. New drug treatment modalities
and types of medications have come to establish new areas of medical practice,
and we need to have them available to the hospice practitioner and other health
professionals. We in hospice know how to alleviate pain and control symptoms.
But, far too often, the skyrocketing cost of such treatments force us to seek other
less expensive and perhaps less effective altematives. In fact, the vast majority
of the nation's hospices resort to public fundraising to supplement their
operational and capital costs. Within the context of the Medicare Hospice
Benefit, we need a dramatic increase in our reimbursement rates. We need these
changes now.

Routine regulatory reviews and investigations are having a substantial, and
presumably unintended, adverse impact on end of life care and access to
hospice. Such reviews should be undertaken with the goal of assuring quality
patient care and compliance to the intent of the regulations. Urduftounateiy, many
of the regulatory actions deal with technical interpretations of the regulations and
they are neither focused on nor related to good patient care. The investigations,
on the other hand, may have the unintended effect of creating a chilling
environment for attending physicians and hospice providers, fearful of
government review and possible prosecution.

According to the Medicare Payment Advisory Commission, "[t] he gap between
the care now given to dying beneficiaries and ideal care is wider than in probably
any other area of medicine... closing this gap should be one of the highest
priorities of the Medrinare pronrlmm"

By adopting the Medicare Hospice Benefit in 1982, Congress took an important
step in changing a deeply embedded aspect of our culture, one that denies the
inevitability of death and ignores the value of the end of life. We continue to
believe today, that hospice care is our best response to caring for people at the
end of life.

Yet, there are any numbers of obstacles to ensuring access to hospice care for
individuals in this country. In fact, we are witnessing an alarming decline in the
lengths of service for hospice patients, which is turning hospice into a 'brink of
death" benefit. The National Hospice and Palliative Care Organization's data
show that the number of hospice patients has steadily increased, totaling over
700,000 individuals last year. In 1998, their median length of service fell to just
25 days, which represents a 26% decline since 1992. This means that over one
half of all hospice patients - 50% of men, women and children in hospice care -
die within one month of admission. This is happening at a time when access to
hospice care should be deepening and broadening, not contracting.



90

Testimony of Kathryn Grigsby
September 18, 2000
Page 8

According to a study done by Lewin-VHI in 1995, for every $1.00 spent on the
Hospice Medicare Benefit HCFA saves a $1.52. 'The 1995 study also showed
that in the last year of life, hospice patients incurred $2,737.00 less in costs than
those not on the Medicare Hospice Benefit. These savings totaled $3,192.00 in
the last month of life because hospice home-care days often substitute for
expensive hospitalizations."

All Americans should have hospice available to them, but reaching rural patients
and families is difficult. Smaller hospice programs are hindered by higher costs
and lack of economies of scale. At the same time, existing reimbursement rates
do not take into consideration distance or drive times, patients in rural areas are
frequently denied hospice With the current reimbursement rate, which is only
80% of the routine home care rate, hospices cannot afford to provide services to
patients who live long distances from the office. The rural "floor" needs to be
raised so that everyone has a chance to have a dignified and comfortable death.

We need to find economical ways to provide hospice care to individuals without
able or available caregivers. Imagine an 86 year-old man trying to care for his 83
year-old wife. As a contemporary of mine said recently, "if my mother needs
hospice, I will have to make a decision whether to put her in a nursing home or
leave my job. Financially we cannot afford to pay sitters." Today there are 40
million senior citizens. How many of them can afford to pay for sitter assistance?

And it is not just our older citizens who need hospice care. Let me read you
another letter from one of our families.

We would like to let you know how grateful we are... I never would have
believed seven years ago when my child was born the she would become
terminally ill. It was an incredibly horrible experience to watch her die after
a two-year battle with a brain tumor. She passed away in her room, in her
bed, in our arms. Without the support of Hospice of Baton Rouge, I don't
know how we could have managed.... I think people usually associate
hospice with older people. It is important to know that babies, children
and their families need hospice, too...."

Every terminally ill American should have access to hospice care. There are
many barriers but I am confident that there are as many solutions. With your help
we can find ways to provide hospice care to the young and old alike in America.

Thank you.
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The CHAIRSm Thank you, Ms. Grigsby.
Now, Ms. Bell.

STATEMENT OF KAREN WOOD BELL, DIRECTOR, PROVIDENCE
HEALTTH SYSTEM HOSPICE PROGRAMS, PORTLAND, OR

Ms. BELL. Thank you. On behalf of the Oregon Hospice Associa-
tion and Oregon hospices, I want to thank you for the opportunity
to speak to you today on the important issue of barriers to hospice
care.

The continuation of a Medicare hospice benefit is vital to individ-
uals with life-threatening illnesses, but the economic reality is if
this benefit is not modernized, Medicare patients may no longer
have access to hospice care. Oregon hospices are reporting a signifi-
cant decline in the length of stay for patients admitted for care.
This has had a devastating effect on every hospice, from the small-
est rural program to the largest metropolitan.

None of us can continue to sustain the significant cost of short-
term patient care when the average break-even point is estimated
at 31 days. Moreover, the current reimbursement for hospice care
does not take into consideration the added burden borne by rural
hospniep. Even though their volume of patients is small, their terri-
tory or service area is very large, and yet their reimbursement is
less than in the metropolitan areas.

All 56 hospices in the State of Oregon have had an opportunity
to make contributions to this testimony. The consensus of all these
groups is that there are six barriers to hospice care in Oregon.

First, in all parts of Oregon, and more frequently in the rural
communities, the primary health care provider is a nurse practi-
tioner. Nurse practitioners can admit patients to the hospital, they
can manage care in private practices, they can sign orders, they
can order narcotics, and they can make changes in the patient's
plan of care without a physician's co-signature, but they cannot
admit a patient to hospice.

Second, the current conditions of participation require a member
of the core team be a social worker, be it a BSW or MSW. In many
parts of Oregon, and again in the more rural communities, this can
be a challenge. Qualified social workers are simply not available in
all of our counties, or it may take months for a social worker to
be recruited for a hospice program.

Third, there is the question of time. It is difficult for a patient
and a family to learn that there are no other further treatment op-
tions available to them. What the physician can offer to them is
hospice care to ensure that the end of their life has quality, dignity,
and their final wishes will be respected.

Even for the most skilled physician, a discussion on end-of-life
care takes time, using more time than the physician has available
during a routine office visit. Physicians have an average of 7 min-
utes allocated for an office visit for a patient.

It is very appropriate that the physician broach this topic with
their patient. However, physicians need to be able to offer to the
patient a personal visit with a hospice professional to review the
concept of hospice care and provide more information on what the
Medicare hospice benefits can offer.
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As you are all very well aware, seniors are very protective and
concerned about their Medicare benefit. A hospice professional that
understands the intricacies of this benefit and can provide in-
formed answers is in the best position to have this discussion, and
can assure that eligible seniors do not forgo this vital benefit out
of misguided fear or simple confusion.

Fourth, short-stay patients, defined by most hospice programs as
under-14-day length of stay, are very costly for hospices. Recogni-
tion that the patient may have a very short stay usually results in
an increased frequency of visits for most, if not all, members of the
hospice team. The current Medicare benefit reimburses hospices for
each day the patient is enrolled, making no provision for the inten-
sity of services provided or the increased costs associated with this
care.

Fifth, under the current conditions of participation a hospice is
required to contract for inpatient respite care with a facility that
has a 24-hour registered nurse on duty. This requirement hurts
those patients who live in communities, again mostly the rural
communities, that do not have skilled nursing facilities or where
respite beds are not available.

Sixth, patients with a limited life expectancy may continue to re-
ceive active treatment, the primary goal being to extend their lives;
for example, chemotherapy, blood transfusions, radiation therapy,
all of which may be very appropriate for the patient's condition but
which disqualify them from hospice care. Some of these treatment
decisions, however, are inconsistent with what they say they would
want at the end of life.

Acceptance of a poor prognosis and coming to terms with the fact
that you have a terminal diagnosis is not simple. Many people need
time and support to work through their conflicting emotions, and
time to consider and evaluate the benefit and the burden of treat-
ment options. At such time as their treatment options become pal-
liative, they could then be transitioned into a Medicare hospice pro-
gram.

In conclusion, I have not spoken with a single hospice provider
or family in Oregon who does not applaud these proposed changes.
The current Medicare benefit has stood the test of time, but it has
not kept pace with the changes in how hospice care is delivered.
We in Oregon are very proud of our contributions to hospice care.
We have worked together to establish hospice benefits for almost
all of our insurance providers, and now we have joined in support
of this demonstration project. We believe the Hospice Program Im-
provement Act of 2000 will remove many of the barriers that cur-
rently exist, and that Medicare beneficiaries will be able to receive
the care and the services they are entitled to.

Thank you.
[The prepared statement of Ms. Bell follows:]
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Good Day Senators.

On behalf of the Oregon Hospice Association and Providence Health
System, I want to thank you for the opportunity to speak to you today on the
important issue of barriers to hospice care.

First a brief introduction. My name is Karen Bell. I am a nurse with 37
years of nursing experience, the past 24 years in home health and hospice.
Currently, I am Director of Hospice for the Providence Health System, in
Portland, Oregon. Providence is a Catholic health care organization with
facilities and programs in five Western states. (Oregon, Washington, Alaska,
California, and Montana.)

Oregon hospices, along with other hospices in the United States, recognize
an urgent need for changes in the Medicare hospice benefit. At the same
time, however, we wish to honor the vision that created this benefit for the
Medicare population.

When the current Medicare benefit was
proposed as a demonstration project in
'1979, it represented forward thinking and
creativity

In 1980 Providence Medical
Center in Portland was selected
as one of the demonstration sites
for the Medicare Benefit.

The continuation of a Medicare hospice benefit is vital to individuals with a
life-threatening illness, but the economic reality is, if this benefit is not
modernized, Medicare patients will no longer have access to hospice care.

This must be prevented. It is time to update this program!

)regon hospices are reporting significant decline in the length of stay of
patients admitted for care.

This has had a devastating effect for every hospice, from the smallest rural
hospice to the largest metropolitan programs. None of us can continue to
sustain the significant cost of short-term patient care when the average
break-even point is estimated at more than 31 days.

Moreover, the current reimbursement for
hospice care does not take into
consideration the added burden borne by

Grant County, in Eastern Oregon,
is 4,528 square miles, with a
population of 8,000. It is not
uncommon for Hospice staff to
drive 75 miles to visit one patient.
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rural hospices. Even though their
volume of patients is small, their territory
or service area they must cover is large,
and yet their reimbursement is less than
in larger metropolitan areas.

All 56 hospices in the State Of Oregon have had the opportunity to make
contributions to the "Hospice Program Improvement Act of 2000". Input on
the proposal has also been received from other health care professionals:
physicians, pharmacists, case managers, home health providers and the
community.

The consensus of all these groups is that there are six key barriers to hospice
care in Oregon.

In all parts of Oregon, and frequently in the
more rural counties, the primary health care
provider is a nurse practitioner. These Vicki Collister. ANP works for
individuals currently work under the umbrella House Calls in Portland, Oregon.
of a physician, but in many cases the physician parthciaie oenMs. Collistercanot
has not seen the patient, doesn't know the make a hospice referral or give
patient and may even live and work in a ordersfor her patient to a hospice
different community. To ask this physician to nurse. She must ask the physician
sign the documents citing the patient as having she works with to sign all the
a limited life expectancy and any subsequent paperwork This cumbersome,
orders is unjust and unreasonable. However, labor-intensive process is afinancial hardship on their small
under the current Medicare Conditions of practice as well as resulting in a
Participation, the medical doctor must sign the delay for a patient being referred
document or the patient cannot he accented into to hospice.
hospice. A barrier is created that precludes
them from accessing the hospice Medicare
entitlement program.

Nurse practitioners can admit patients to the hospital, they can manage their
care in private practices, sign orders and make changes to the patient's plan
of care without a physician co-signing, but they cannot admit patients to
hospice.

2
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Also, it is noteworthy that the metropolitan areas of Oregon experience the same
challenges and must cope with the frustration of Nurse Practitioners who are
primary care providers for a patient and yet cannot make a referral to hospice.

Second, the current Conditions of A small hospice on the Coast oj
Participation require a member of the Oregon went for 9 months
core team be a social worker (BSW or "borrowing" a social worker
MSW). In many parts of Oregon, this from a Portland hospital. The

social worker drove to the Coast
can be a challenge. Qualified social twice a week, and then was
workers are simply not available in all available by telephone. A
counties, or it may take months for a creative solution, but one that did
social worker to be recruited for a not adequately meet the needs o]
hospice. Currently the hospice program the hospice Patients or families.
Conditions of Participation dictate that
no hospice program could be developed
or remain operational without a social
worker as an employee of the hospice
program.

Third there is the question of time.
Physicians have an average of 7 It is difficult for a patient and family
minutes allocated for an office to learn that there are no further
visit. Physicians report they are treatment options available to them.
reluctant to even broach end oa
life discussions with patients due What the physician can offer to
to their limited time. One them is hospice care to ensure that
physician said to me, "You get the end of their life has quality,
the patient to askfor hospice care dignity and that their final wishes
and I will order it." will be respected. Even for the most

skilled physician, a discussion on
end of life care takes time, usually
more time than the physician has
available during a routine office
visit.

3
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It is very appropriate that the physician broach this topic with their patient.
However, physicians need to be able to offer to the patient a personal visit
with a hospice professional to review the concept of hospice care and
provide more information on what the Medicare hospice benefit can offer.

A hospice professional is also the best person to explain the complexities of
the Medicare hospice benefit. The Medicare hospice benefit can be difficult
to understand and, to add to the complexity, if the patient is enrolled in a
Medicare HMO they will remain in the HMO for all care not related to their
terminal diagnosis but revert to the non-HMO Medicare benefit for hospice
care.

As you are well aware, seniors are very protective and concerned about their
Medicare benefit. A hospice professional that understands the intricacies of
this benefit and can provide informed answers is in the best position to have
this discussion and can ensure that eligible seniors do not forego this vital
benefit out of misguided fear or simple confusion.

Unfortunately, the current Benefit does not reimburse hospices for
iuiiinatutidi or consuitiaive visits. inis is a iinanciai burudcn uhat few
hospices can carry. We welcome the opportunity to explain hospice care
and to permit patients and families to consider this option, but we need to be
paid for our time and efforts.

EQorth. short stay patients, defined by
most hospices as under 14-day length of
stay, are very costly for hospice
programs. The admission visit may
involve not only the hospice nurse but
also a social worker. The first days after
admission to hospice are intense; the
hospice team evaluates the patient and
family needs and a plan of care is
established. Frequently, durable medical
equipment, such as a hospital bed,
commode, or wheel chair, is needed to
aid in the provision of care; also pain and
symptom management frequently
necessitates changes in the medication
regime.

In Oregon, the mean length o]
stay has decreased from 56
shys. /lO2,1 Al a! days

(1999)-
> More significantly, the

median length of stay has
decreasedfrom 22 days to 16
days in 1999.
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Recognition that the patient may have a fairly short length of stay usually
results in an increased frequency of visits from most, if not all members of
the hospice team. The current Medicare benefit reimburses hospices for
each day the patient is enrolled, making no provision for intensity of the
services provided or the increased costs associated with these services.
Because the patient is on service for a short period of time, the hospice team
must try to condense the support, education and training to the family into
fewer, but lengthier visits. Hospice programs report the reimbursement for
the majority of short stay patients' falls far short of the cost of the care
provided.

If a patient has another care provider,
such as home health, the decision may
be made to not admit the patient to
hospice care. Few, if any, hospice
programs want to acknowledge that
they may make the decision not to
admit the patient due to concern for
inadequate reimbursement, but it is a
factor that each program must consider.
Resources in hospice are not unlimited,
and hospices must make their
admission decision based on their
program's long-term survival so they
can continue to provide hospice care to
other seniors.

Hospices in Oregon report that
while they are reluctant to
acknowledge they make decisions
to not admit a patient based on
the risks of the patient's care
being expensive, they do report,
"We are careful who we admit
onto the program because we
could be wiped out".

The minimum payment for 14 days of care, regardless of the length of
service for the hospice patient as proposed in the "Hospice Program
Improvement Act of 2000" would provide much needed stability to the
hospice program. This would also ensure access for Medicare beneficiaries
seeking the benefit, particularly in rural areas of the country.

Fifth, under the current Conditions of Participation a hospice is required to
contract for inpatient respite care with a facility that has 24-hour registered
nurses on-site. This requirement hurts those patients who live in
communities that do not have a skilled nursing facility, or where respite beds
are not available.

5
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Under the Conditions of Participation,
the hospice program is in charge of the
patient's plan of care and hospice
nurses must be available 24 hours per
day, seven days of the week.

A rural hospice in Eastern
Oregon can not offer respite care
to their hospice patients, as the
only nursing home in their
County does not have a
Registered Nurse on duty 24
hours a day.

Sixth, patients with a limited life expectancy may continue to receive active
treatment, the primary goal being to extend their life. For example,
chemotherapy, blood transfusion, radiation therapy, all of which may be
appropriate for the patient's condition but which disqualify them from
hospice care. Some of these treatment decisions, however, are inconsistent
with what they say they would want at the end of life.

Acceptance of a poor prognosis, and
coming to terms with the fact that you
have a terminal diagnosis is not simple.
Many people need time and support to
work through their conflicting
emotions, and time to consider and
evaluate the benefit/burden of the
treatment options.

A south Coast hospice program
reports only 43% of their patients
have a cancer diagnosis, a drop
Arc -5 .° I-ieya g

The supportive and comfort care benefit in the "Hospice Program
Improvement Act of 2000" would provide these patients with guidance
while they are still making decisions about treatment options and with the

support and services of hospice-trained staff while they are undergoing
active treatment to cixend their ife. At such time as their treatment options
become palliative, their care can be transitioned into the Medicare hospice
benefit.

6
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In conclusion, I have not spoken with a single hospice provider or family in
Oregon who does not applaud these proposed changes. The current
Medicare benefit has stood the test of time, but it has not kept pace with the
changes in how hospice care is delivered. We in Oregon are proud of our
contributions to hospice care. We have worked together to establish hospice
benefits for all most all of our insurance providers and now we have joined
in support of this demonstration project. We believe the "Hospice Program
Improvement Act of 2000" will remove many of the barriers that currently
exist and the Medicare beneficiaries will be able to receive the care and
services they are entitled to.

Thank you.

7
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OREGON HOSPICE ASSOCIATION, INC.

2000 FACT SHEET: Hospice in Oregon

* There are 62 hospices on the State of Oregon's Hospice Registry.

Ali of Oregon's operating hospice programs provide a full range of comprehensive and interdisciplinary care,

including medical, social, psychological volumteer and bereavenment services, and are accredited by OHA or

JCAHO or certified by Medicare, as required by Oregon law.

55 programs are home care programs, delivering their services in the patient's home or place of residence;

I program delivers its hospice services in a specialty inpatient hospice care facility.

56 programs are operational providing hospice services, I is developing new services.

54 are certified by Medicare, 15 accredited by OHA, 23 accredited by JCAHO.

16 are free-standing community-based, 31 hospital-based, and 7 home health agency-based. 43 are non-profit,

I state, 3 county, and 8 for-profit

7 programs serving Oregon patients are located in Washington, Idaho, or California. 4 Oregon programs

provide services to residents in Washingion, idaho, ui Cai"r .

* Oregon's hospices provided care to about 10,000 patients in 1999.

Approximate Number of Patients Served in 1988: 2,000; 1989: 2,200; 1990: 2,800; 1991: 3,300; 1992: 4,400;

1993: 5,500; 1994; 6,000; 1995: 7,200; 1996: 8,100; 1997: 8,500; 1998: 9,400.

* Hospice penetration rate in Oregon, the nmmber of hospice deaths compared with total deaths, is estimated at

35 percent. The pesetration rate in Oregon in 1998 was 32 percent, compared to a national rate of 20 percent,

and estimated to be second highest in the nation.

* More than 99 percent of Oregonians have access to hospice in their commumity. Hospice services are available

in all but one county in Oregon, where services are now being develuped.

* Demographics

Mean age was 74.4. 49 percent were men, 51 percent women.

57 percent were diagnosed with cancer, I percent HIV-AIDS, 13 percent heart-rdated or stroke, 7 percent

respiratory disease, 4 percent neurological disease, 4 percent kidney or liver disease, 14 percent other.

Oregon's hospice programs care for more than 75 percent of all patients who die of cancer each year, and more

than 50 percent of AIDS patients.

Average mean length of stay is 41 days, the median 16 days. Sixty days is optimum; and patients are eligible

when their life expectancy is six months or less. More than 97 percent die at home or place of residence.

P 0. Bo x 1079B * Portland. Uredon 1Zb V1V0 I t5U3J4~ *~ - - u * -
- ---- ---- ---
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Hospice Programs at High Financial Risk When Caring for the Uninsured

OREGON HOSPICES WITH <125 DEATHS ANNUALLY

Hospice
Sutter Coast Home Health and Hospice
Newberry Hospice
Harney County Hospice
Pioneer Memorial Home Health
Wallowa County Hospice
Lower Umpqua Hospice
St. Elizabeth Home Health/Hospice
Lake District Hospital Hospice
Mountain View Hospice
Vange John Memorial Hospice
Pioneer Memorial Hospice
XL Hospice, Inc.
Grande Ronde Hospital Hospice
Hospice of St. Anthony Hospital
North Lincoln Hospice
Cuny County Home Health/Hospice

Peace Harbor Hospice
Hospice Services of Tillamook County
Pacific Communities Hospice
Douglas Home Care and Hospice
Lower Columbia Hospice
Home Health/Hospice of LCH
Klamath Hospice
P athway Hospice, Inc.

Benton Hospice Service, Inc.
McKenzie-Willamette Hospice
Central Oregon Hospice
Hospice of Redmond, Sisters, and Grant County

Washington County Hospice
Hopewell House Hospice Center (inpatient)

Location
Brookings
La Pine
Bums
Heppner
Enterprise
Reedsport
Baker City
Lakeview
Madras
Hermiston
Prineville
Fruitland, Idaho
La Grande
Pendleton
Lincoln City
Gold Beach
Brookings
Port Orford
Florence
Tillamook
Newport
Roseburg
Astoria
Lebanon
Klamath Falls
Ontario
Baker City
Corvallis
Springfield
Bend
Redmond
Sisters
Prairie City
Hillsboro
Portland

Est # Deaths/Year'
11
12
15

172
18
23
25

312

27
34
36
37
40
44
48
55

56
68
70
72
75
78

107
117

119
122
123
126

132
143

Data provided by Oregon Hospice Association
'New or developing hospice

A small hospice risks financial peril with just one uninsured patient

. . .
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Hospice Programs at Lower Financial Risk When Caring for the Uninsured

OREGON HOSPICES WITH >126 DEATHS ANNUALLY
Hospice
Hospice
Oregon State Penitentiary Hospice

Walla Walla Community Hospice

Hospice of the Gorge

Health Dynamics Hospice
Evergreen Hospice
Adventist Health Hospice
Willamette Falls Hospice
Hospice of Bend -La Pine
Asante Home Care & Hospice Services
Mercy Hospice
South Coast Hospice
Lovejoy Hospice
Nit. Hood HoqnieS
Hospice of Providence
Community Home Health/Hospice

Willamette Valley Hospice
Hospice of Sacred Heart
Kaiser Permanente Hospice
Legacy VNA Hospice
Providence Medical Center Hospice
Providence St. Vincent Hospice
Providence Hospice

Est.
Salem
Pendleton
Walla Walla, Washington
Milton-Freewater
Hood River
The Dalles
McMinnville
Albany
Portland
Oregon City
Bend
Medford
Roseburg
Coos Bay
Grants Pass
Sandy
Medford
Longview, Washington
Scappoose
Salem
Eugene
Portland
Portland
Portland
Portland
Newberg

Economies of scale mean that a larger hospice may experience
less adverse impact when caring for an uninsured patient

' Daa provded by Oregon Hospice Association

# Deaths/Year'
63

128

158

167
169
175
182
190
209
216
223
226
230
331
357

470
499
697
805

1,300

buwuwn



SIZE PREDICTOR OF FINANCIA' ISK FOR HOSPICE PROGRAMS

*-- < -Red = <125 patients annuallyCla Col..bIt - Green = >126 patients annually , -

0
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Estimated Costs: Improving Access to Hospice in Oregon

COST COMPARISON

Hospice'

$98.40 = Cost per patient per day

44 days = Average mean length of stay (LOS)

$4,330 = Cost per patient for.44 days

14 days = Predicted median length of stay (LOS)

$1,340 = COST PER PATIENT FOR 14.DAYS IN HOSPICE CARE

Hospital2

$1,383 = COST PER PATIENT PER DAY IN HOSPITAL
(cancer patients dying in hospitals)

3.84 days = Average length of hospital admission prior to death

$5,311 = Cost per patient for 3.84 days

Hospices provide 14 days of care for the same cost
as hospitals provide 1 day of care

' Data provided by Oregon Hospice Association
2
Data provided by Oregon Association ofHospitals and Health Systems
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The CHAIRMAN. Thank you, Ms. Bell.
By the way, we will have 5-minute turns.
I have an initial comment because all five witnesses have

touched on the issue of short hospital stays. What I have heard
today reinforces my impression that we need to address that issue
so patients will get the care that they need, and also so that hos-
pices can remain economically viable institutions.

I will start with you, Ms. Hoffman. I am sure that you have had
a chance to read HCFA's recent letter clarifying the existing 6-
month rule. I would like to hear your reactions to it, and from any-
body else that would like to react to it.

Ms. HOFFMAN. I am extremely pleased to have them issue that
rule. I think it is information that has been critically needed in the
public arena so that people are clear about the fact that they aren't
going to be penalized if they live too long under a hospice benefit.
I am extremely grateful that they have finally issued that. It is, I
think, going to be very beneficial for us. I hope that it is widely
publicized.

The CHAuzImN. Does anybody else want to comment before I
move on to my next question? [No response.]

Dr. Scanlon, I know that you share the frustration that the au-
dited cost data for hospice care won't be available for another year.
That leaves us here in Congress in the position of making some
sort of educated guess, and so I would like to ask you to make the
same sort of educated guess.

Two of our provider witnesses described large increases in both
the cost and the intensity of use of pain relief drugs. They also
mentioned the rising cost of maintaining all the staff needed to pro-
vide hospice care. In my other work, rising Medicare drug costs and
rising labor costs have very much been an issue across the board
of provider care.

If you are able to comment, Dr. Scanlon, does it make sense that
they are also realities in the hospice context, and is it plausible
that they would create the kind of cost pressures on hospices that
were described?

Dr. SCANLON. Mr. Chairman, I do think that we have heard a lot
about areas that would increase the cost pressure on hospices,
areas like the extraordinary cost of particular drugs, the issue of
rising labor costs, the difficulty of operating in rural areas, the
extra costs associated with transportation in those areas. All of
these are similar to cost pressures on some other providers, and
hospices are experiencing them as well.

I am extremely frustrated because I think without that cost data,
we don't really know how to restructure the payment system for
hospices. I think we have had a lot of indications that the current
system is not necessarily appropriate because of extraordinary
costs of individual patients who either are short-stayers or individ-
uals who use extraordinarily expensive items. I think that we need
to think about how to restructure payment, as well as potentially
increase payment.

The CHAIMAN. Can I ask you, Dr. Christakis, the same thing,
but from your point of view of being a hospice physician?

Dr. CHRISTAKIS. I think that clearly to the extent that we would
be able to, on average, increase the median length of stay-that is
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to say, to the extent we were able to change practice patterns so
that more patients got in earlier, we could amortize the cost over
a greater number of days and greater number of patients, so some
of these problems would decrease.

Part of the problem is that some of the drugs, the particularly
expensive ones that were alluded to, are better than the existing
drugs but the existing drugs are much cheaper. So it becomes a lit-
tle bit of a willingness to pay issue; that is to say, is the marginal
benefit of one particular drug that decreases nausea worth the sub-
stantially increased cost?

I think as Dr. Scanlon just said, maybe some fixed, up-front ad-
mission monies that could go on a per-admission basis to help de-
fray the cost of the short-stayers would be good, which is a dif-
ferent kind of problem than the problem of higher costs of care re-
gardless of length of stay. The latter problem is harder to sort out,
particularly since the intent behind the benefit is to kind of create
a risk pool of terminally ill patients. So if all of a sudden you start
paying on a fee-for-service basis, you have a completely different
kind of vision of terminal care.

So very quickly, to summarize what I just said, the problem of
patients not living long enough or being referred late could perhaps
be addressed by some kind of fixed payment upon admission. But
the problem of the costs of care going up is a more difficult problem
to assess and probably would require a more radical change.

The CHAnDmN. Dr. Christakis, I want to ask you, based upon
your experience as well as your research, your view on what the
General Accounting Office reports, saying that the physician
groups that the General Accounting Office has spoken with did not
cite concern about beneficiary eligibility as a primary barrier for re-
ferring patients to hospice.

Dr. CHSTAKTS. You mean eligibility vis-a-vis does a patient
have Medicare or not, or do you mean vls-a-vsI the Operation
store Trust issue?

The CHAIRMAN. Within Medicare.
Dr. CHRISTAKIS. I would actually strongly agree with what Dr.

Scanlon said. I think that the declining length of stay largely pre-
ceded and probably is largely, although not wholly, independent of
the OIG investigation, if that is the question you are asking.

The CHAIRMAN. Yes.
Dr. CHRISTAKIS. I think that it did have some effect, but I think

there are other broader factors at play that are contributing to the
declining lengths of stay over the last 10 years.

The CHAIRMAN. Again for you, Dr. Christakis, in your view, does
Medicare do enough to educate health professionals about hospice
care, and what is your perception of HCFA's current efforts and
how do you think that they could improve upon that?

Dr. CHRISTAKIS. I don't think that enough has been done. I was
very taken by Ms. Tooks' story at the beginning about how she had
to educate her own doctor. Certainly, anecdotally, I have seen the
same kinds of things where the patient will say, "you know, doctor,
maybe I should go to hospice," and the doctor will say, "no, no, no,
you are not that sick yet." And when I look at the case, it is trans-
parent, like the case that you were talking about, that this patient
is going to die very soon.
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So I think a better job of education could be done. Senator Dole's
suggestion about somehow using the patients as a leverage point,
I think, was an excellent one. Again, I don't know whether that
would be a possible thing to do. So, to summarize, I think that
more could be done to educate physicians, but I couldn't quickly
enumerate all the various things today.

The CHAIRMAN. Now, my two colleagues, I am going to step out
for just a minute, so take your turns.

Senator BREAUX. Well, I thank the panel very much. It has been
very helpful, I think. There are a number of issues that I think are
out there that need to be discussed. I think the training of doctors
is one. I think most people find out about hospice not from the doc-
tor, but from other people.

Ms. Hoffman, Ms. Grigsby, and Ms. Bell, can, you comment on
where your patients or their families find out about hospice serv-
ices?

Ms. HOFFMAN. By and large, our patients find out from other
members of the community. And we have, I think, pretty good phy-
sicians in our community in terms of referring to hospice, but
where our patients hear about it first is almost always other family
members, other members of the community. They knew somebody
who had had hospice. It is that kind of a referral.

Senator BREAUX. Ms. Grigsby, how about the Baton Rouge area?
Ms. GRIGSBY. In Baton Rouge, it is primarily through the physi-

cians. We did a market study last year through LSU, and 90 per-
cent of the families surveyed had never heard of hospice prior to
the physician saying it was time for hospice.

Unfortunately, what happens predominantly in our community is
when the reimbursement cost for the patient exceeds what is col-
lectible is when they are referred to hospice, if that is making any
sense. Once they get to be costly, then they are referred to hospice.

A contemporary of mine who is a physician called me one after-
noon and said, Kathryn, I really need your help. Dad is 83. He has
been in a coma for 3 weeks. There is no hope for recovery. We want
to take him home. He has got a living will, advance directives, and
the attending physician has told me that I might as well put a gun
to his head if I take him home without a feeding tube. So what do
I do?

Physician education. Consumer-driven is great, but it has got to
be both.

Senator BREAUX. Ms. Bell, how about you?
Ms. BELL. Well, I think in the Portland area, and certainly in Or-

egon, I think many of the physicians are very supportive of hospice
care, but it does come down to a matter of time, as I alluded to.
I have had more than one physician say to me, if you can get the
family to ask for hospice care, I will order it. But for them to bring
it up in the context of an office visit, they simply don't have the
time.

That is one of the reasons why in the proposal that Senator
Wyden has put forth we would be reimbursed for an informational
visit that a hospice staff member could make. We have done that
without reimbursement in some cases and it is amazing the effect
it has on the patient and family. They don't understand the benefit,
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they don't understand what their care is, and physicians quite
frankly don't have the time to bring it up.

Senator BREAUX. It is a very difficult decision obviously for fami-
lies to make because it is really an acknowledgement that there is
no hope that the treatment is going to be successful in curing the
illness or curing the patient. It is a very difficult thing to say, all
right, we are going to send mom, dad, or whoever, to a hospice in-
stallation because of the fact that it is a recognition that that is
it.

Ms. BELL. I think a lot of families and the patient need time to
assess what their values are, what is going to have meaning to
them when they do come to the realization that their life is coming
to a close. This is what takes time. This has to be explored with
them because that is something they are not going to think about.

Senator BREAUX. I think hospice does a great job in helping in
those cases.

Dr. Christakis.
Dr. CHRisTAxIs. This business about hope is very important. You

have hit on a key issue I think part of what needs to happen when
we think about providing better end-of-life care is that there still
is hope when we send patients to hospice. It is just that the object
of hope has changed.

While we no longer might hope that the patient will be cured of
their condition, we still might hope that they would have a good
death, that they would have really terrific care delivered to them
by their doctors, that they would have a meaningful few months
before they died. And a key part of referral for hospice needs to be
the realization that there is much that patients still have to hope
for, even if they cannot hope for cure of their illness. So I person-
ally try not to regard hospice and hope as kind of opposites. I try
to tie them together and think of them as still being hope in hos-
pice just a different kiniid of hope.

Senator BREAUX. Has the recent letter from Nancy Ann De Parle
from HCFA on the 6-month guideline stating, "Let me be clear. In
no way are hospice beneficiaries restricted to 6 months of cov-
erage," basically saying that doctors have to merely certify that the
patient will likely die within 6 months-has that helped the poten-
tial problem on the 6 months for your operation, Ms. Hoffman?

Ms. HoFFmAN. Not as yet. I am hopeful that it will be helpful.
Part of the problem is getting the word out. Part of the problem
is convincing people that, in fact, 3 weeks from now that will con-
tinue to be the stand that will be taken by HCFA, because every-
one is accustomed to regulations changing rapidly and rules that
were effective this week maybe 3 weeks from now aren't. But we
are hopeful that that will help in our education with physicians to
get them to understand that they are OK if they can't absolutely
prognosticate their patient's death.

Senator BREAUX. Ms. Grigsby, is that helpful?
Ms. GRIGSBY. I hope the letter went to the physicians. I guess in

an expansion of what Karen said, I do think it is very difficult. We
had a focus group with our main referring physicians, and basically
what they said is that they count on us to help the families under-
stand that this is the end, that treatment is stopped, that they are
indeed dying, and that they simply don't have the time to do that.



112

Unfortunately, with the current Medicare structure, that is a
non-reimbursable cost for a hospice. You may spend several days,
weeks, even months talking with families and patients prior to ever
admitting them with trained professionals before you collect that
first dollar from the Medicare reimbursement. I am optimistic that
it may make a difference.

Senator B"EAUX My understanding is that it did not go to the
medical doctors, but to 2,000 hospice organizations, which I take it
would hopefully communicate it to the doctors that refer patients
to them.

Ms. Bell, what is your comment on Ms. De Parle's position?
Ms. BELL. Well, I think it is a positive one. We have had ADRs

for additional medical review from HCFA on patients who lived 2
days, and even had a denial on one from our intermediary saying
the patient was not terminally ill. Now, we did go through the
process of appealing that, but that took time and attention away
from what we were trying to do to provide patient care. So I am
cautiously optimistic. Let's put it that way.

Senator BREAUX. Thank you very much, Dr. Scanlon, Dr.
Christakis, and our three people with hospice. Thank you for what
you do. It is laudable, it is very important, and hopefully we can
make it a lot easier.

Thank you.
The CHAIRMAN. Thank you, Senator Breaux.
Senator Wyden.
Senator WYDEN. Thank you, Mr. Chairman.
All of you have been excellent, and I like to think that you have

really made the case for S. 3026, the hospice improvement program
that I have introduced. We have gotten the support of the national
hospice organization.

I think more than anything what we have been able to do today
is to identify a variety of key barriers to hospice care, and that is
what we are seeking to do in the demonstration project legislation
is to try to test out a handful of these models and see what we can
do to really expand coverage.

A couple of questions that I had. Dr. Christakis, you, of course,
are one of the leading scholars in this area and I wonder what you
think of the idea of moving toward a severity index rather than a
6-month standard. That is something that I put in the demonstra-
tion project legislation because we heard about it across Oregon.
We heard about it from hospice providers all across the country. It
seems to me that the severity index kind of approach allows you
to move away from the rigidity of what the Health Care Financing
Administration is offering up today and would really give us a
chance to be responsive to the patients.

Dr. CHRISTAKS. I think that is an excellent idea. I mean, the
idea here, of course, is to say, look, you know, doctors are just not
willing or able to prognosticate adequately. Whether we could per-
fect the science of prognostication is another whole topic, but let's
just say it is broken now, it is not going to work. Let's do away
with the prognostically based criterion for admitting patients to
hospice, and instead let's replace it, as you are suggesting, with a
performance status-based criterion which would say something like
if the patient has one of a number of conditions-and we could list
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them legislatively, I presume-these are the conditions: you have
to have colon cancer, you have to have pancreatic cancer, you have
to have Lou Gehrig's disease, you have to have COPD, or whatever.

And if the patient, let's say, spends more than 50 percent of their
time in bed, or more than 80 percent of their time in bed, and if
the patient is unable to do the following activities, that is the cri-
terion for entry into hospice. Just eliminate the prognostic stand-
ard. I think that would be tremendously helpful, for a variety of
practical and legislative reasons.

One of the practical reasons is it would help to destigmatize the
referral because now it would no longer be that the doctor has
made any kind of prognostic assessment. Some kind of descriptive
statement has been made about the patient's status. So I think
that is a very good suggestion.

Senator WYDEN. Well, I thank you. I just think as we read the
GAO report and listened to all of you, as much as anything we
need to breathe some flexibility into this area. Of course, Oregon
has wrestled with a variety of issues in this area. It is hard to get
the word out-physicians' attitudes. The under-treatment of pain
today is a documented public health crisis. That is not in dispute.

We1Ta have got to address the buyriers that vnl y 11 are talking
about, and I guess what I would like to do-Ms. Grigsby, Senator
Breaux has let us all know of your expertise. You and Ms. Hoff-
man, if you could wave your wand on these demonstration projects,
that are in my legislation to test out a handful of approaches that
all of you out there in the field who are really wrestling with this
think are most important-if you could wave your wand, Ms.
Grigsby, what would you like to see examined in a demonstration
project initiative?

Ms. GRIGSBY. I think in our area I would like to see possibly one
wt Some solution to the residential situ atin- We have sn verrv
many patients who do not have able, available caregivers. I mean,
as a good friend of mine said to me over the weekend, Kathryn, if
mama has lung cancer, I have got two options. I quit my job or I
put her in a nursing home, because I can't afford to pay the sitters
to provide the care.

And I think it is terribly sad to think that what we are doing
is forcing individuals to become impoverished and end up in Medic-
aid beds in nursing homes. I think there are other options out
there, and I would love to see something of that form in a dem-
onstration project.

Also, I think that we have got to figure out some way to balance.
I guess the main thing that I see is we are never good with bal-
ance. We go from one extreme to another. The focused medical re-
view, as Karen said, having denials on patients that died within 2
days-this does not make sense.

I really don't understand your demonstration project, so I really
can't comment on that.

Ms. HOFFMAN. If I had the choice, I would allow us to provide
a hospice style of care to patients who require some palliative care
but don't qualify for home care and don't qualify for hospice. They
are probably out a little bit. They are seriously, chronically ill.
They are not being served right now.
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I think what we would discover is that that would not only pro-
vide better care for those patients, I personally think it would re-
duce costs to the overall health care system because I think it
would reduce exacerbations of their serious chronic illnesses and it
wouldn't be spending a lot of time in acute inpatient settings and
in ERs. But I also think it would bring patients to hospice sooner.
I think they would be able to come to understand what hospice has
to offer, and that we would thereby bring them a better death and
spend a little less time on the very expensive and not always help-
ful intensive care kinds of situations that many people experience
at the end of life.

Senator WYDEN. You are being too logical, heaven forbid. Of
course, that is the heart of the problem. The way this system was
~set up was built around a lot of boxes that lent themselves to be
administered by various personnel, but really weren't family and
consumer-driven. So your suggestion is a good one.

Ms. Grigsby, yours about the number of caregivers, of course, is
extremely important. We lack personnel in every field of geriatrics.

One question for you, Mr. Scanlon. What is your sense, based on
the research you all have done, of what seems to be driving the
problem of getting the word out in the minority communities? It
seems that we are having some special problems in getting minor-
ity Americans aware of this benefit. What can you tell us in terms
of your research that would be helpful here this afternoon?

Dr. SCANLON. Well, I think in this instance we did not find any-
thing different with respect to this service as opposed to other serv-
ices. One of the problems for minorities is information and access
to services, and part of it is potentially related to economics, the
fact that more are lower-income, reliant on Medicaid. And provid-
ers to serve a Medicaid population, or even a dually eligible popu-
lation, are more limited than those that are serving a Medicare-
only population. But I do think it is a combination of information
and economics.

Senator WYDEN. All of you have been excellent. With a little
luck, we will get S. 3026 a part of this year's final budget. One of
the reasons I try to stay in the good graces of these two sitting next
to me is Senator Breaux and Senator Grassley are always in the
room when those bills are written. They, of course, have been in-
credibly supportive of hospice and these issues, and we just really
appreciate your coming, and especially to your organizations for all
the help you gave me in drafting this legislation.

I thank you, Mr. Chairman.
The CHnAIRMAN. Thank you all very much. I am going to just have

three questions. They won't take a lot of discussion. We are just
about done. I am going to ask any one or all of you, depending on
how many of you want to respond, about something Dr. Christakis
offered as one possible change in the hospice benefit, increasing
payments for hospice patients that may have special circumstances,
such as living alone or living in a rural area or an inner city.

Assuming that the total amount of money in the system stays
the same, do you think that this would be wise, or are we better
off sticking with the current approach of paying basically the same
for all patients?
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Ms. HOFFmAN. I would think if we have to stay budget-neutral,
I am not sure that that would help us. I think we would find our-
selves fighting an urban versus rural kind of thing, which we have
seen in health care already, and I don't know that that is bene-
ficial.

The CHAItmAN. The same for all of you. I will go on, then, to Dr.
Scanlon, if you want to speak.

Ms. BELL. But we are not all paid the same right now. I mean,
what I am paid in Portland, OR, is different than what they are
paid in eastern Oregon. So there is not the same reimbursement.
Maybe if there was, that would be a more equitable situation.

The CHANtMAN. Well, I have legislation in that deals with the
wage index that would take care of what you are talking about
there. But we are still talking about people that would have a pos-
sible situation where you would give special attention to special
needs.

I will go to Dr. Scanlon. You point out that the extent to which
hospice may be underutilized remains unclear. Do you have any
suggestions on how to improve the ability to review access issues
in the future?

Dr. ScAJ..QN. I think one of the thinrs that we can do Dotentially
is to try and identify information about the attitudes of physicians
and beneficiaries in areas that may contribute to the variation that
we see. That is probably, as we have heard today, one of the most
significant factors affecting utilization. We then may have a better
basis for looking at areas that appear to be under using the benefit
and assess what fuller use of the benefit would be.

The CHAtImAN. Ms. Grigsby and Ms. Hoffman, I would like to
have you address the idea of a larger up-front payment for hospice
patients, or possibly a minimum payment, because we had both
Ms. Bell and Dr. Christakis suggest that this is a way to com-
pensate providers for the very costly initial days of hospice care.

Your thoughts?
Ms. HOFFMAN. I think that would be extremely helpful. Many of

our patients-I said 30 percent of mine-are coming in at 7 days
or less. A substantial number of those are with us 2 days, and
there is just as much paperwork to do as there is for a patient who
is with us longer. It would be extremely helpful to us to have an
up-front cost for all patients that recognized that admission ex-
pense.

The CHAIRSmA. Do you have anything to add to that?
Ms. GRIGsBY. I think in an ideal world the solution is to get them

earlier,-but I think it would be a tremendous help because as my
statistics indicated, we have them for such short lengths of time.
Last year alone, my agency would have been over $325,000 in the
red without the charitable dollars that we raised, and our budget
is $2 million. So, you know, percentage-wise it is quite significant
and it is driven by that shortened length of stay.

The CHAIRMAN. I thank all of you for your attention. I want to
draw some conclusions based upon our hearing, as well as some of
the research that went into this before we even put the hearing to-
gether, and thank Senator Wyden for his suggestion of the General
Accounting Office study.
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We have about a $2 billion program here, and this is a relatively
small piece of Medicare, but I think we have heard that there are
a lot of complex problems that affect this small piece of the Medi-
care pie. If we are going to have better end-of-life care, we are
going to have to deal with them. For you folks who are in the busi-
ness, it is your life, but I mean compared to everything else in
Medicare it is relatively small. So I think we need to deal with it.

So one of the things that I thought about is that I don't think
that until we do an overall Medicare reform that we can wait until
next year to give some relief for Medicare payments in these areas.
We probably should have better data that we can't get because the
General Accounting Office doesn't have the base to work from yet.
We are getting that, but we have to make decisions on the informa-
tion we have.

I think an increase in the base hospice rate should be a part of
this year's Medicare package. I plan to communicate to Chairman
Roth that aspect of it, and I would invite Senator Breaux to do that
with me, if he would be inclined. This isn't something I have had
a chance to visit with him about.

Senator BREAUX. I will join with you.
The CHAIRMAN. Thank you. I am sorry I didn't have a chance to

visit with you about that beforehand.
Then on a second point, we do have HCFA acknowledging, very

significantly, the need to improve hospice in Medicare. I don't know
if Congress will address any hospice issues other than financing in
the short term available this year, but I would definitely like to see
it be part of a broader effort of strengthening Medicare next year.

So I would like to write to HCFA, and again hopefully with Sen-
ator Breaux helping me do this, urging a review of the hospice ben-
efit, and asking for them to make to us concrete, serious legislative
recommendations early enough in the new year to be useful in the
Medicare discussion. I have an open mind on the timing, but just
for some sort of a deadline, maybe 6 months from now, which
would be March 18, 2001, as maybe a target date.

This would give, I hope, HCFA staff time to develop proposals,
and the incoming administration time to make final decisions. I
would urge HCFA to listen to input from hospice providers, pa-
tients, and caregivers, advocates, and policy experts. And I am cer-
tainly willing to have our staff of the Aging Committee be involved
with that, as well, and any of the colleagues beyond Senator
Breaux who would like to be involved in that to be involved in it.

Some questions that I would ask for possible discussion and con-
sideration by HCFA: in light of prognosis issues, should a new eli-
gibility criterion replace the 6-month rule? If we retain the 6-month
rule, is statutory language needed to clarify it once and for all?
Does Medicare need to undertake a professional and public edu-
cation campaign on the hospice benefit? Should Medicare payments
be adjusted to reflect special challenges posed by individual pa-
tients, like those who have no family caregivers or those that we
have just talked about, rural or inner-city areas?

Is the current Medicare reimbursement adequate? Is the require-
ment that a patient electing hospice surrender all rights to curative
care still appropriate now, 18 years after we set it up? Should pro-
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viders serving rural areas be relieved of some regulatory burdens
because of special constraints?

These are all questions that I would ask HCFA to consider, and
a lot of others that they might think about. But I would hope that
we could all agree that review is needed, and that when HCFA
does it that they will make use of today's committee hearing record
because I think that our hearing today has been most helpful, and
each of the Senators present have said the same thing.

So I thank all of you witnesses. Thank you very much.
The committee meeting is adjourned. Thank you.
[Whereupon, at 3:43 p.m., the committee was adjourned.]
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The Oncology Nursing Society (ONS) is the largest professional oncology group in the
United States composed of over 29,000 nurses and other health care professionals
dedicated to improving the care of oncology patients and oncology health services. We
wish to submit our comments to the Senate Special Committee on Aging of our concerns
about the quality of care and access for hospice patients and current problems
encountered by hospice organizations.

ONS, as outlined in our position statement regarding end-of-life care, supports policies
that allow people with fatal illnesses and their caregivers to receive reliable, skillful, and
supportive care. Oncology nurses strive to improve the care of dying patients by
identifying and relieving symptoms associated with end-of-life experiences. This
includes the use of prescription drugs, therapy, and a wide variety of other means that
effectively treat the diverse experiences that patients encounter at the end of their lives.

Specifically, ONS has the following concerns related to hospice care and access to care:

* ONS is concerned that due to the "six-month" eligibility rule (that a patient must have
no longer than six months to live for admission to a hospice) many patients are being
denied access to hospice, lose their benefits if they do not die within six months, or do
not receive quality hospice care due to the fact that patients and their families are
already late into their illness when finally admitted for care.

* ONS is concerned that patients requiring hospice may have their access to care denied
due to fiscal restraints due to benefit policies that result in patients being selected for
care based on financial considerations rather than the need for care considerations.

* ONS is concerned that patients who live in rural areas are being denied access to
hospices or full benefits due to reimbursement structures that narrow admission
eligibilities.

* ONS is concerned that current benefits for hospice patients do not adequately cover
medication and pain medication requirements. This coverage is crucial for quality of
care for hospice patients requiring supportive care and pain management.

ENTRY DIFFICULTIES AND QUALITY OF CARE

Although the intent may not have been this, the "six-month" rule has prevented many
individuals from being admitted into hospice. Many physicians are fearful of referring
individuals due to the misinterpretation of the intent of this law, as well as the history of
denials by HCFA for patients who do not die within six months.
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Because patients are not being referred to hospice or referred very late in their illness,
many hospices play "catch up" with the care that is needed by patients. This does not
assist in the quality of care that should be available for patients.

Hospices are experiencing financial difficulties due to the reduced average length of stay
for patients. When the hospice program was originally created, it was assumed that
patients would enter the program early in their illness and require less care and expense at
the beginning of treatment. Cost could be recouped at the end of their care when more
services would be needed. In essence, the lower costs at the beginning of care would
balance out the higher costs at the end. Unfortunately, this is not the case at present.

Today, as stated earlier, patients are entering hospices much later into their illnesses. As
a result, costs for care are high from the onset of treatment because patients enter when
they are extremely ill and require a great deal of supportive care. In addition, time spent
in hospice is relatively short, with resulting financial loses to hospice programs across the
country. In fact, many hospices are being forced to fund a substantial portion of their
services with money from other sources. This includes money collected through
charitable measures which would otherwise go to help those who have no medical
coverage and cannot afford quality care.

REIMBURSEMENT CONSIDERATIONS AND QUALITY OF CARE

Upon the enactment of the Hospice Medicare Benefit in 1982, the routine home care rate
was set at $41.46 per day. This rate, however, did not include an annual inflationary
update. Instead, Congress periodically increased the rate and has now tied the hospice
reimbursement rate to the hospital market basket in an attempt to provide for inflation
increases. In FY 2000 the routine home care rate was set at $98.96 dollars per day. This
was the only reimbursement payment which Medicare provided and it was expected to
cover all the costs related to the terminal illness.

This rate does not even begin to cover the costs incurred in delivering adequate care to
end-of-life patients. Not only have prescription drugs and out-patient therapy costs
increased drastically, hospices have also been faced with a greater amount of patients
who come to the program late in their illnesses, which puts an even greater financial
burden on hospice organizations. As a result, hospice's ability to care for terminally ill
patients has been extensively eroded.

This has also resulted in hospice programs not having the funds available to offer
competitive wages for their employees. As a result, hospices are having increasing
difficulty recruiting quality staff and are in desperate need of qualified nurses. Some
hospices, especially in rural areas, are becoming extremely selective of the patients they
accept because they do not have the resources necessary to help everyone that requires
the service. This greatly affects the access of care for patients needing hospice care. The
end result is that patients are not receiving appropriate care for end of life treatment.
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Hospice provides care for terminally ill patients through palliative health care
management, which focuses on the pain and the symptoms of patients in order to help to
improve the quality of their lives. Prescription drugs and other medical technology have
an extremely important role in this type of health care management. Many of these
interventions are expensive. One drug used typically for hospice patients can be $100.00
per day. That is more than the total per diem drug reimbursement currently allowed by
Medicare. This presents tremendous problems for many patients for the services they can
receive.

In addition, coverage of prescriptions or medications remains at too low of a level to
realistically coverage medications used today. Many oral pain medications are much
more expensive. For instance, fentanyl patches can be hundreds of dollars to thousands
of dollars depending on the dosage. Oral pain medications allow an individual to have
more freedom of movement, rather than requiring intravenous medications. Intravenous
medications require a higher level of maintenance, can produce site infections, and
restrict movement. Reimbursement for oral pain medications, medications for nausea
and other typically used drugs needs to be re-assessed for the hospice patient.

Because the majority of hospice patients today require more intensive therapies from the
time of their admissions, their care is more expensive. As one can see from the above
problems that have been outlined, many hospices must restrict the number of patients that
they can accept, simply due to financial considerations. Many of the hospice
organizations that are currently fiscally sound are the larger, national organizations due to
economies of scale. The smaller hospices and those operating in rural areas are
beginning to have a more difficult time maintaining their programs, providing needed
services and accepting patients. ONS is very concerned that a large majority of patients in
the United States who live in rural areas do not have access to adequate care or do not
have access at all to hospice services. These patients must then be admitted into home
care settings or in-patient hospital settings. Both of these alternatives are more costly and
do not provide the type of care needed by the terminally ill.

As reiterated earlier, because of fiscal restraints, many hospices are becoming
increasingly unable to hire appropriate staff that are well-educated and experienced in the
care of the terminally ill. This has a tremendous impact on the quality of care being
provided patients at the end of their life.

ONS commends the Senate Special Committee on Aging for holding a hearing on this
important subject for terminally ill patients. We look forward to working with the
Committee in the future on these important reimbursement issues and quality of care.
Tharc you.

Paula Rieger, RN, MSN, AOCN, CS, FAAN P92rl Moore, RN, MN, FAAN
President Chief Executive Officer
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