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LIVING WILLS

FRIDAY, JULY 20, 1990

U.S. SENATE,
SuBCOMMITTEE ON MEDICARE AND LONG-TERM CARE,
CoMMITTEE ON FINANCE,
Washington, DC.

The hearing was convened, pursuant to notice, at 9:33 a.m., in
room SD-215, Dirksen Senate Office Building, Hon. John D. Rocke-
feller IV (chairman of the subcommittee) presiding.

Also present: Senators Daschle, Danforth, and Durenberger.

[The press release announcing the hearing follows:]

[Press Release No. H-43, July 12, 1990]

MEDICARE SUuBCOMMITTEE TO HoLD HEARING ON PATIENT SELF-DETERMINATION ACT,
INDIVIDUAL AND FAMILY DECISIONS ON MEDICAL TREATMENT TO BE DISCUSSED

WasHINGTON, DC.—Senator John D. Rockefeller 1V (D., West Virginia), Chair-
man, announced Thursday that the Subcommittee on Medicare and Long-Term Care
will hold a hearing on the Patient Self-Determination Act.

The hearing is scheduled for Friday, July 20, 1990 at 9:30 a.m. in Room SD-215 of
the Dirksen Senate Office Building.

The bill, S. 1766, sponsored by genator John C. Danforth (R., Missouri), would re-
quire Medicare and Medicaid providers to make available to their patients informa-
tion about living wills and other advance directives. It would also require providers
to ask their patients whether they have executed living wills.

Rockefeller said, “The recent Supreme Court decision on the Nancy Cruzan case
highlights the need to take a closer look at how individuals and families make deci-
sions concerning medical treatment. It’s been estimated that over 1 million people
in the United States are being sustained by life-saving technology.”

‘““Making decisions about one’s own health care is a very private and emotional
decision. I am looking forward to this hearing which will probe whether or not cer-
tain measures would improve the ability of individuals to make informed choices
about medical care,” Rockefeller said.

OPENING STATEMENT OF HON. JOHN D. ROCKEFELLER 1V, A U.S.
SENATOR FROM WEST VIRGINIA, CHAIRMAN OF THE SUBCOM-
MITTEE

Senator RocKEFELLER. This hearing will come to order. I hope
and believe that we are beginning an important hearing. I am par-
ticularly grateful to the witnesses for being here, some of whom
will have painful things to say. I think all of us will learn a great
deal this morning and we ought to. This is the first time, I believe,
that this committee has ever held a hearing about this subject inso-
far as I am aware. Which is in and of itself interesting, that some-
thing which is now so much on the minds of an increasing number
of individuals has been so long ignored in terms of public policy.

Every day millions of Americans make decisions and choices
about their personal health care. Sometimes they make those deci-
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sions in concert with doctors or with other providers of health care
or family members. But for the most part, people make health care
decisions personally. They make them without a great deal of fan-
fare and sometimes without a great deal of thought.

Most of us, I would guess, spend very little time thinking about,
or discussing with those close to us, what we would want or what
we would personally choose in the way of health care in the event
of circumstances we would prefer to not think about. This is, in the
event we were determined to be permanently unconscious and to
have a very dim, or nonexistent, hope of recovery.

High tech health care, I think, has contributed to this. It has
contributed to many things in a positive way, perhaps most things
in a positive way. Certainly, it has improved the quality of health
care for Americans. Procedures that extend lives that were consid-
ered absolutely unthinkable 10 years ago, 15 years ago, much less a
generation ago, are today routine.

It has been argued by some that a side effect of some of the truly
incredible medical advances that have been made is a situation
where some individuals are in fact kept alive beyond a point, past
a point that they themselves would want to be kept alive. But be-
cause of the small numbers of individuals who have chosen to
make their wishes known beforehand, many families, friends, and
health care professionals are left in a state of limbo trying to figure
out what choices that person would make.

Only 9 percent of Americans, of adults, have living wills. My wife
and I do; but most don’t—91 percent of Americans, adults, do not
have living wills. And far fewer than that have designated some-
body, in the event that they don’t have living wills, to make deci-
sions about health care for them in case of incompetency. In spite
of the fact that almost all States have enacted legislation setting
up guidelines on advance directives, we still have this dilemma.

West Virginia, my State, enacted a law just this past March that
established a durable power of attorney for health care decisions. It
may be that it is generally assumed by most people that if they
were in such a situation that a family member or a doctor would
make the right decision and they would be allowed to carry out a
decision on treatment choices in case of incompetency or inability
to make decisions. I would assume that. It is a natural, human de-
cision.

But it does not necessarily work out that way. It is a false as-
sumption. And the recent Supreme Court decision, of course, in-
volving Nancy Cruzan, appears to suggest that it is in fact crucial
for citizens to make their choices clearly known beforehand.

Senator Danforth, who is on my left, in his bill, Senate Bill 1766,
the Patient Self-Determination Act, has proposed one way of im-
proving public awareness and educating health care providers
about advance directives in the hope that more families will be
able to deal with this very difficult situation. And, in fact, I,
myself, am very grateful to Senator Danforth for suggesting this
hearing and for his thoughtful work in this area.

He is joined in his bill by Senator Moynihan and Senator Pryor,
both of whom sit on this committee. The cost of this bill in finan-
cial terms is extremely minimal, simply printing and distribution,
and a bit of education; but the impact is potentially enormous.
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A final word. One thing this hearing is not about is about the
matter of when or if we “pull the plug.” This is not that hearing.
That hearing may come. But this is not that hearing.

Today’s hearing is about figuring out how to best educate the
public on current State laws regarding advance directives. This will
not make any family decisions easier or the circumstances less
painful, but it may provide some comfort to families to know that
they are carrying out a decision—whether it is to do everything
possible medically or to remove life supporting technology, that
was made personally by the individual affected and reflects that
person’s own values and desires.

So I think this is an important hearing. We have some coura-
geous witnesses. I want to call on Senator Danforth, whose hearing
this really is, and for those of you who do not k¥now, is not only a
lawyer very knowledgeable about health care, but he is also an or-
dained minister and brings an extraordinary depth of view to this.

Senator Danforth.

OPENING STATEMENT OF HON. JOHN C. DANFORTH, A U.S.
SENATOR FROM MISSOURI

Senator DaNrForTH. Mr. Chairman, thank you very much for
chairing this hearing and for your generous remarks. In the year
that you and I were born—we being the same age—37"2 percent of
the people who died in this country died in hospitals. Most of the
rest died at home. Today, about twice that percentage, around 75
percent of the people who die in America die in hospitals.

Often times the last days and weeks and months of peoples’ lives
are spent hooked up to machines under circumstances where the
individuals can no longer think, can no longer express themselves,
can no longer communicate. With modern technology it is possible
to keep people alive, literally for years, under that set of circum-
stances.

I think in the Cruzan case it was believed that it was possible to
keep Nancy Cruzan alive for maybe 30 years in a persistent vegeta-
tive state. All of us have the legal right to determine how much
medical care we want or do not want for ourselves. If a physician
or if a hospital recommended to us a certain type of medical proce-
dure you and I have the right to say, “no, we do not want that,” for
ourselves.

The Supreme Court in the Cruzan case indicated that that was a
Constitutional right. At the very least it is a common law battery
to invade the body of another person against that person’s will.
The problem is that with so many people spending their last
months and years in hospitals, those people lose the ability to com-
municate what their will is. That was the problem in the Cruzan
case. Nancy Cruzan could no longer speak for herself.

What this issue is is about people’s ability in advance to express
their own wishes for the amount of health care they want, so that
at the time that they can no longer speak for themselves, hey will
already have spoken in a way that is effective.

As you have pointed out, Mr. Chairman, most States do have pro-
visions for living wills and/or for so- -called durable powers of attor-
ney. But the fact is that most people do not know anything about
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those laws, or about the availability of such documents. In one
survey of physicians in Colorado it was found that 74 percent of the
physicians in Colorado had no knowledge about the living will law
of that State. And while 95 percent of the people in this country
have indicated that they would like to make an advance directive
about the future of their health care, as you have pointed out, Mr.
Chairman, only 9 percent have actually done so. Only 4 percent of
the hospitals in this country, according to one survey, ask people
when they are admitted whether they have an advance directive or
not.

This is a communications problem. It is not really a legal prob-
lem, although I am sure all States might benefit from looking at
the laws they now have on the books and maybe clarifying them.
But basically, it is a communications problem. It is one of letting
people know that yes you can now take steps to assure that the
worst nightmare of your lives does not eventually come to pass.
And it is a nightmare.

I think that if many people were shown video tapes 10 years
before of how they are going to spend the last months of their lives,
they would have said, “Please, do not let this happen to me.” Well
in many cases it does not have to happen. But in order to execute a
right it is important to know what that right is.

That is all this legislation does. It provides in substance that
when people are admitted to the hospital they are told about the
possibility of advance directives. And if they want to execute one or
if they have executed one already, a record is made of that and
their wishes are going te be implemented. That is all it does. It
does not force anybody to implement it; it does not force anybody
to do anything. It just says you have a legal right and we want you
to know about it.

Now there are many ways I am sure of publicizing this legal
right. The theory that we had, Senator Moynihan and I, is that
when people are admitted to hospitals at whatever age, not just
Medicare or Medicaid patients, but all patients at hospitals and
other institutions that are a part of those systems; that is just a
Government hook into the hospitals. But when people are admit-
ted—say you are 21 years old for a tonsillectomy—they are asked
as a routine matter, as 4 percent of the hospitals now do, “Do you
know about advance directives and would you like to have one?”’
Very simple.

I appreciate the hearing, Mr. Chairman, and I hope that this bill
is enacted into law. I do believe that even in advance of it being
enacted into law the very fact that this issue is brought to public
attention will have the effect of publicizing the fact that most
Americans today have the ability and the right to state in advance
what their wishes are should at some future time they become in-
capacitated.

Senator RocKerELLER. Thank you, Senator Danforth.

Senator Durenberger is the ranking member on this Subéommit-
tee and is somebody I greatly admire. He knows an enormous
amount about health care and is extraordinarily thoughtful, philo-
sophical really. Senator Durenberger may have some comments.
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OPENING STATEMENT OF HON. DAVE DURENBERGER, A U.S.
SENATOR FROM MINNESOTA

Senator DURENBERGER. Thank you, Mr. Chairman. I do and I
thank you for those very generous comments. I commend you for
calling this hearing. If there is an issue that will attest how deep
any of us think, this has got to be it. I compliment Jack Danforth
and Pat Moynihan for continuing to deal with it enough, to the
point where we have had this hearing.

The advance of technology always raises difficult issues. Medical
technology which sustains life and bodily functions gets us to the
most profound of ethical issues, the issues of life and death. When
we created the new agency for Health Care Policy and Research
last year we, as you recall, Mr. Chairman, specifically indicated our
desire to know “what works and what does not.”” But when is high
technology appropriate and can technology work too well?

These are the issues that Jack Danforth has been asking us for
several years. Medical science is at a crossroads over the issue, and
one that we can no longer ignore. Some have pointed out that the
population over 65 in our country will triple to 87 million people in
the next 50 years. And simultaneously, our ability to keep people
with chronic conditions alive longer will also increase probably
faster.

With accelerating health care expenses already straining our na-
tional economic resources they say that decisions must be made
about who will receive what medical treatment. In this Senator’s
view the financing of access to medical care should not defermine
what treatments are given for medical conditions and for how long.
Economics is simply not the whole story.

I have served three or four very frustrating years as a member of
the congressional Biomedical Ethics Board that is not getting any-
thing done because we cannot decide on who can chair the thing. It
is a very frustrating process. So while I may differ in my approach
to this subject of my colleague from Missouri, it_ig a matter of
degree and not of substance. And I must say I am as frustrated as
anyone here.

As I watched the people in Oregon try to deal with something
they call ‘“values” but what we are really talking about is the
ethics issue, they are doing it because we have not done it here.
And they cannot do it just in Oregon or they are going to be ac-
cused of rationing the poor out of the system This is a national
problem crying for a national consensus and then hopefully a na-
tional solution.

I look forward to hearing from all of the groups represented
today. Personally I have many unanswered questions and some I
am sure I have not even thought of. It is important that the leader-
ship of this Nation be willing to grapple with the difficult issues
that impact on all of our futures. How we balance and respond to
the needs of individuals, providers of health care and society at
large will be increasingly scrutinized in this and in the coming
years.

My final advice to my colleagues is, with regard to this bill or
anything similar to it, to do it if it is the right thing to do. Not
because it appears to be the necessary thing to do. When a society
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like ours reaches the point that it believes it is necessary to reduce
access to life-saving technology because of cost or appearance, it
ought first to seek alternative means to reduce those costs before it
seeks to reduce the access.

Senator RockeFELLER. Thank you, Senator Durenberger.

Congressman Levin has introduced not precisely the same bill,
but virtually the same bill in the House of Representatives. I un-
derstand that Ways and Means is already in mark-up and that this
bill may be a part of that. And, therefore, Congressman Levin
comes to us not just as an expert on health care and a lot of other
human issues, but is somebody who is on top of this situation.

Sander Levin, we admire you here for many reasons and we wel-
come your testimony.

STATEMENT OF HON. SANDER LEVIN, A U.S. REPRESENTATIVE
FROM MICHIGAN

Congressman LEvIN. Thank you very much, Mr. Chairman. It is
a real pleasure to be able to appear before you who are so vibrant-
ly active in the health field and your two colleagues who are like-
wise. Senator Danforth, Senator Moynihan and others, have provid-
ed such real leadership in this particular area, as the three of you
have in so many areas relating to health. And I am privileged to be
Jack Danforth’s partner on this issue.

What I would like to do is to ask that my written testimony be
placed in the record.

Senator DURENBERGER. Of course.

Representative LeEvIN. And instead of referring to that in any
detail what I would like to do if I might for a few minutes is to
relate the experiences we have had so far in subcommittee as we
have considered the companion legislation.

As I see it, this bill is about empowerment, not empowerment of
the State, but empowerment of the individual. Without knowledge
there is no power. And what this bill in the Senate and in the
House attempts to do is capacitate people in terms of periods of in-
capacitation by providing them knowledge, informing them, and
makigg certain that their wishes are noted in a useful way on the
record.

I think that is in some respects what the Nancy Cruzan case is
about. If she were able to speak I, at least personally, would have
no doubt what she would say to the Congress. Empower the indi-
vidual- The Supreme Court has thrown the issue back to the indi-
vidual and it is in my judgment critical that we make sure that the
individual person in this country knows of their rights and that
their rights are appropriately recorded.

That is what this bill does. It attempts to ensure that people
have some control in advance over. their last days if they are
unable to speak during those days. It is not an easy issue. But I
think Senators Danforth and Durenberger, as well as yourself, Mr.
Chairman, are so correct that we have an obligation here in the
Government to make sure that individuals are empowered.

So let me run through three or four issues that have been raised
as we have marked this bill up in subcommittee, the House sub-
committee in the House. There has been some question—I think it
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has dissipated—why the need. And you and Senator Danforth have
addressed that. In most States there is today statutory and/or regu-
latory frame work, but it is not being utilized except in about 10
percent of the cases. Ten percent of the people are using their op-
portunity under State law.

So there is clearly a need and the need has only heightened be-
cause more and more people are in the very human predicament
that we are discussing this morning. It said, well how do you
inform; why not do it some other way than through the hospital or
the nursing home. There is some suggestion, just send it through
the mail. There is also the suggestion that will come later, perhaps
we give people the information when they go for renewal of their
driver’s license.

It seems to me the answer is pretty obvious. It should be in a
health setting. It should be in a setting that has some relevance to
this matter. If every physician were able to undertake this, if we
could be sure that every physician could inform the individual of
their rights maybe it would be best to simply leave it to the physi-
cian. But that is unlikely to happen. We are dealing with tens of
thousands of units.

And to simply require that hospitals and nursing homes and
other such units provide people with information upon admission
and have that recorded strikes the authors as being the relevant,
effective—or at least one relevant and effective—mechanism in-
strumentality for carrying out the empowerment, the informing of
the individual.

It has also been raised, well how is this related to the goal of as-
suring quality care. I think it has everything to do with that. First
of all, quality includes some adherence to the wishes of the individ-
ual. I think all of us in terms of values would say that is incorpo-
rated in our definition of quality.

And also, I think, if I might say so, I think Senator Durenberger
has very much touched this point. Long before I would support ra-
tioning I would support options in the exercise of them by individ-
uals. We are far from carrying that out. So I think it has every-
thing to do with the goal of assuring quality of care.

It has also been said, we do not like to make this a condition of
participation. Let me just say that I think it is very relevant to do
that. We went through the other conditions of participation that
are included. Two of them relate to hospitals providing at the time
of admission a patient’s Bill of Rights, explaining the right to treat-
ment, payment for services, et cetera; and there is another one
which requires hospitals to post information specifying the rights
of individuals {0 not be turned away:.

In terms of protections of the poor, that has also been raised.
Within the bill we have introduced in the House—and there will be
I understand similar protections in the Senate bill—there is a clear
statement relating to these protections and not conditioning the
provision of care on an advance directive.

Public opinion is very clear on this. A recent poll in Michigan,
which is struggling with whether there should be a law on advance
directives—and this is the last point I want to make—people were
asked, “Do you think people in Michigan should be allowed to
decide in advance what means will or will not be used to keep

by
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them alive if they fall into a coma from which they have no hope
of recovering?”’ The answer is “‘yes”’—94 percent.

When it comes to matters of life and death I think we should
proceed cautiously. This is a cautious step. We have been very
much assisted by the interest in the advice and the help of groups,
private sector groups that cut across the spectrum, economically,
religiously, culturally and every other way. And I am hoping
through this hearing, Mr. Chairman, that you will be able to spot-
light attention on this need and your and ours, in the House, re-
sponsibility to respond reasonably, rationally, and cautiously to
this very human need.

Thank you so much for the opportunity to testify.

Senator RockerFELLER. Thank you, Congressman Levin.

[The prepared statement of Congressman Levin appears in the
appendix.]

Senator ROCKEFELLER. Just one quick question from me. During
your markup, one of the Congressinen expressed what you referred
to a bit, and that is that this could work to the disadvantage of the
poor because maybe they could be more easily, let’s say, badgered
or pushed into making decisions that may not be in their own best
interest.

But it is true, is it not, that this bill allows for the poor, as well
as anybody else, to say, “Yes, I want all life saving heroics possible.
I want the full treatment.” That people do not have to say, “I want
the‘)plug pulled.” They can also say exactly the opposite, can they
not’

Congressman LEVIN. Absolutely. Indeed, they are informed of
their rights regarding advance directives. And if they do not wish
to exercise their right there is nothing further and there is nothing
to record. And in the House bill there is this specific provision not
to condition the provision of care otherwise discriminating against
an individual based on whether or not the individual has executed
an advance directive and we are inserting some penalty provisions
if there is any violation of it. And in the Senate bill there is lan-
guage that prohibits coercion of any kind.

I think as our two committees work on this we can come up with
additional language to make sure under no circumstances would
there be coercion. This is the opposite of coercion. This is empower-
ment that we are after.

Senator ROCKEFELLER. Senator Danforth?

Senator DANFORTH. I think it is important to point out that the
bill provides for telling pecple of their rights to execute an advance
directive. The bill does not sav what the advance directive should
provide. People could theoretically executive an advance directive
which says, “Do everything you can to keep me breathing for as
long as you can possibly do it.” People could do that.

That would be one form of advance directive. My guess is that
very few people want to have their families and themselves put
through that. Most people want to be able to say, look there comes
a time when I am no longer me and ! do not want to be kept alive
artificially by machines when I am no longer myself. I think that is
vx}rlhat most people would say. But we are not forcing people to say
that. .

In fact, if somebody wants to just “hang on” they could do that.
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Congressman LeviN. Absolutely. That was pointed out at a meet-
ing. In some instances this advance directive will be a protection of
an individual against an institution of disobeying their wishes to
have their life prolonged under any circumstances.

Senator DANFORTH. Right.

Congressman LEVIN. You are motivated, as I am, because this is
really a bill about freedom and individual choice, not about coer-
cion. It is the opposite.

Senator DANFORTH. Sure. I mean why should institutions people
have never known before, inay have never even set foot in them
before, people they have never seen, make decisions contrary to
what they would have made had they heen able to decide for them-
selves, and contrary to what their families want, and what their
families believe they would have wanted.

Why should some impersonal institution—if 95 percent of this
country die-—or 75 percent, rather, of the people in this country die
in hospitals, why should some hospital official or some group of
lawyers never seen before by the individual be making these
choices? And as you pointed out, it is empowerment. It is simply
saying, this is your decision, nobody else’s. It should not be any-
body else’s; it should be yours.

I want to thank you for what you have done, Congressman; and
for the progress you are making. | hope we can catch up with what
the House has been doing here in the Senate.

Congressman LEvIN. Thank you.

Senator ROCKEFELLER. Senator Durenberger?

Senator DURENBERGER. Mr. Chairman, I have never missed an
opportunity to say that I came to the Senate with Carl Levin and |
really enjoyed working with Carl. But the opportunity is to say
what a treat it is to see Senator Levin at work. He has been over
here on a number of occasions and on a number of committees and
we have been on conferences together.

I admire you greatly. And on this issue, like all the issues you
tackle, you always take the tough ways. This is my way of thank-
ing you for taking the time to be involved in this issue and to come
here today.

Congressman LeviIN. Thank you for your kind words

Senator ROCKEFELLER. So there.

Congressman LEVIN. I think I had better leave.

Senator RockEFELLER. Thank you, Congressman, very much.

Congressman LEVIN. Good luck. You have been pioneering and I
hope that your call will be heard.

Thank you.

Senator ROoCKEFELLER. Our next witness—and incidentally, I will
impose the 5-minute rule only on the fourth and fifth panels. In
other words, for our next witness and then the two witnesses fol-
lowing that there will be no 5-minute rule; and then after that,
the - will be.

Gail Wilensky has the most difficult job in Washington. She does
it extremely well. She is determined to rationalize and make sense
of a whole serious of difficulties that confront not just providers
but consumers of health care. Now she is dealing with a tough
problem.

I look forward to your testimony, Dr. Wilensky.
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STATEMENT OF HON. GAIL R. WILENSKY, PH.D.,, ADMINISTRA-
TOR, HEALTH CARE FINANCING ADMINISTRATION, U.S. DE-
PARTMENT OF HEALTH AND HUMAN SERVICES

Dr. WiLENsKY. Thank you.

Mr. Chairman and members of the subcommittee, I am pleased
to be here today to discuss advance directives such as “living
wills,” and their role in making personal health care decisions. As
we move into the 1990’s medical science and technology are per-
forming life saving and sustaining treatments that were unthink-
able a few decades ago. The growing use of sophisticated medical
services increases the likelihood that individuals will have to make
difficult decisions about whether to prolong care.

Providers of health care recognize that these decisions may place
them in a troubling position from an ethical and legal standpoint.
In this health care environment, living wills and other advance di-
rectives assume an even greater importance. ‘

I commend Senator Danforth and the subcommittee for raising
this complex issue for discussion. The Senate bill, the Patient Self-
Determination Act of 1989, represents an ambitious effort to high-
light the importance of advance directives, and to inform and edu-
cate the public about such directives. We share these goals.

I follow a guiding principal—the more knowledge people have
about their health care options, the better able they will be able to
make informed choices. I believe in the phrase that Sander Levin
used, “empowering the individual.” Your goal of educating health
care consumers about living wills is entirely consistent with this
principal. Even so, we need to ask questions. How can we best ad-
vance your goal of informing the public? And, what role should the
Fgﬁegal Government play in promoting public awareness of living
wills?

S. 1766 would rely on the Medicare conditions of participation for
health care providers to achieve these goals. We are concerned that
this would manipulate the conditions to a purpose significantly re-
moved from their primary objective—ensuring that quality care is
rendered in a safe environment.

The bill would accomplish its goals by imposing additional Feder-
al regulation and oversight of Medicare and Medicaid providers of
health care. Specifically, to enforce the bill's requirements, we
would have to publish regulations amending the conditions of par-
ticipation. This new condition would describe the procedures and
documentation necessary to ensure that facilities are in compliance
with the requirements relating to advance directives.

We take our responsibility to enforce the conditions of participa-
tion very seriously. We cannot and do not take a casual approach
to enforcing Federal requirements, especially when they are specif-
ically mandated in iaw. Providers that fail to comply with living
will standards will be required to take corrective action.

In fact, the nursing home reform legislation requires that there
must be a remedy for every deficiency. The remedies include cor-
rective action plans, fines, civil monetary penalties and bans on ad-
missions. Failure to accomplish necessary corrections would ulti-
mately subject a provider to termination of Medicare and Medicaid
payments.
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Under this scenario, the Medicare and Medicaid conditions of
participation would be used to regulate an activity which does not
directly relate to the conditions’ immediate goal of assuring quality
care. We believe this is a risky precedent and would encourage fur-
ther use of Medicare conditions of participation to accomplish
other unrelated activities.

Let’s be clear about this. If the Congress believes that society will
be better served by knowing about living wills, then let’s find a
way to provide that information directly. We should not obscure
the issue by including it in a regulatory process that deliberately
stays at arm’s length from medical decisionmaking.

Our most important concern is for patients. We are concerned
that the bill does not provide adequate safeguards for poor and vul-
nerable patients. Providers should not be given incentives to limit
possible financial losses by pressuring indigent patients into
making hasty decisions about living wills or by implementing these
wills, too quickly.

A sick person may be unable to properly consider information
about living wills while in a hospital or other facility. A discussion
of living wills at a time when medical treatment is being sought
may only serve to confuse patients or to create additional anxiety.
Indeed,-a patient could believe that his care might be compromised
unless he gives specific treatment instructions.

Frankly, any decision about living wills should be made well
before an individual enters a hospital. The bill's requirement
places an unnecessary burden not only on the patient, but, we be-
lieve, also on the health facility that is required to provide this in-
formation.

We are concerned that the bill would require States to enact leg-
islation regarding living wills as a condition of Medicaid funding as
well. If a State does not comply, financial assistance critical to the
medical care of the poor could be jeopardized.

The public information campaign required by the bill also pre-
sents some problems for us. It is true that a general informational
campaign could increase the public's awareness of the value of
living wills. However, such a campaign could not be fully effective
without describing the varying legal requirements in each State.

~But I do not think the States would want the Secretary to interpret
their laws. And because of the diversity of State laws, the Secre-
tary could not assure that an accurate and consistent message
about living wills would be delivered from Sta‘e to State. States are
better equipped than the Federal Government to effectively inform
citizens about advance directives. Improved public awareness about
living wills could be better accomplished without linking it to an
intrusive, cumbersome Federal requirement.

The Government funds other educational programs that are not
tied to a regulatory enforcement scheme. Why should education
about living wills be singled out as a compliance issue? Instead, we
need to develop a coordinated package of activities that will effec-
tively inform the public about living wills, outside of a forced or
coercive atmosphere.

For example, we could consider establishing a national 800
number where people could get answers to general questions and
be directed to more specific State information. States could provide
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information at various points of contact with their citizens, such as
when people apply for a drivers’ licenses, similar to what is being
done for the organ donor program.

In fact, States that want to elevate the importance of living wills

could mandate that providers conduct information and educational
activities as a requirement for State licensure, since this is where
licensure occurs. We could also work with professional groups like
the American Hospital Association and the American Medical As-
sociation to encourage voluntary efforts by hospitals and physi-
cians. Informational material could be made available in waiting
rooms. Physicians could participate in continuing medical educa-
tion seminars to encourage informed discussions of advance direc-
tions with their patients. Community and advocacy groups can be
enlisted to agree to work on living wills as well. These groups,
along with trade unions, and senior citizens groups, publish regular
newsletters which can target specific information to their mem-
bers. :
I intend to see that HCFA does its part as well. The next update
of the “Medicare Handbook” will contain information about ad-
vance directives. I will also see that our new beneficiary education
campaign addresses this important issue directly.

Further, we will consider other informational tactics such as
using the check stuffer, which we often include in Social Security
checks to provide important information to our beneficiaries. We
can also work with other Federal agencies, such as the Administra-
tion on Aging and the Department of Veterans Affairs, to tap into
their routine lines of communication with che people that they
serve.

The options are practically endless. It will take a mutual com-
mitment to develop an informational strategy that works, and
HCFA will contribute its share to this effort. I want to reiterate my
strong support for making the public more aware of the impor-
tance of advance directives.

However, given the sensitivity of the life and death decisions
made through advance directives, actions by the Federal Govern-
ment regarding their use should be carefully and cautiously consid-
ered. Any Federal requirement to advise and inform should not
result in a tension or pressure that is inappropriate in personal
treatment decisions. We can, however, work together to fashion co-
operative programs that educate the public about living wills.

I thank you for the opportunity to discuss this important issue
and would be happy to answer any questions you may have.

Senator RockeFELLER. Thank you, Dr. Wilensky. -
d_[’Iihe prepared statement of Dr. Wilensky appears in the appen-

ix.

Senator RockeFELLER. I get a kind of a mixed message from your
testimony. Because on the one hand it seems to me you are saying
you want to help—talking about an 800 number and the “Medicare
Handbook”—and on the other hand you are saying in a sense this
should not be a Federal regulatory matter. And I understand your
sensitivity about this because I leaned over to Senator Danforth
and I said one of the admirable things that you are trying to do is
to cut down on burdensome regulations. That is one of the things I
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think you have as objective in your Department. But on the other
hand, I am not sure if this isn’t a different kind of a situation.

You have an objectior to tying Medicare to the enforcement of
distribution or the disposition of advance directives. On the other
hand, I believe that under current law hospitals, at least, must ask
members of families if they are willing to donate organs of some-
body who has just died and that this is, in fact, tied to participating
in the Medicare program.

Dr. WiLENsSKY. No, that is not correct.

Senator ROCKEFELLER. I am incorrect about that? What is the sit-
uation on that?

Dr. WiLENskY. Okay. Let me back up and answer the first part
about the confusion. I understand how that confusion could exist. I
would like to clarify it.

I feel very strongly about the general objective that you are
trying to undertake to inform individuals, to make information
available, and to allow them to make their choices. I would like to
make that as clear as I can. I have two different levels of objections
to this particular strategy. One is an area in which I am generally
sensitive to, and that is because it is such a forceful mechanism.
There is an interest and tendency that I have heard during my
brief tenure at HCFA, on probably a dozen occasions already, to tie
things to Medicare conditions of participation.

We take a jaundiced view—I guess is the best way to put it-—to
doing that, unless we believe that the condition is directly and im-
mediately related to the quality of health care that is provided, and
to providing a safe environment in which health care is delivered.
And anything which is somewhat extraneous, not unrelated to
quality issues, but somewhat extraneous, on principle, we object to.
We take the conditions of participation very seriously and enforce
them very seriously. Violations can result in termination notices.
Serious corrective plans of action need to occur. This is not some-
thing that we take lightly. ;

So, our concern is that we are taking something that we have an
interest in, an interest in promoting knowledge about, but, which
we believe 1s not directly and immediately related to the quality of
health care provided, nor to the provision of a safe, physical envi-
ronment and tying it to a directive.

Again, the example that you use with regard to organ donation
is not a condition of participation. There was one which Congress-
man Levin did reference about patient’s rights. I am also advised
that the particular condition it is very difficult to enforce. That is,
to ensure that patients are informed of their rights tends to be
more of a paperwork process.

So, the living will provision is one requirement which, in fact, we
believe would be very difficult to enforce requirement and we
object, on general grounds about tying something to a condition of
participation which we believe is not directly related to either qual-
ity or safety for the patient.

Senator RockeFeLLER. Okay. It is possible that the American
Hospital Association may not agree with your statement that they
go dnot have to do this. Since they will be testifying later we will
ind out.
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Dr. Wilensky, I guess what I am sitting up here trying to think is
that you are raising——

Dr. WiLENskY. We believe hospitals may already do this. Again,
we are not objecting to hospitals doing this. We would like to work
with the American Hospital Association, have information avail-
able, encourage hospitals, encourage physicians who we think are
in an even better position than the hospital, which by its very
nature is a highly stressful place to be, to discuss this information,
to make it widely available, but not to force the provision of infor-
mation as a condition of participation in Medicare.

We believe that there is a very indirect relationship between the
general provision of information about advance directives and
whether or not a hospital ought to be allowed to participate in
Medicare.

Senator RoCKEFELLER. I understand your answer.

I guess what is confusing to me is that as [ was listening to your
testimony I was waiting for you to say, “Of course we will partici-
pate in this.” I somehow expected that. I had read your testimony.
I knew it was not coming, but then I figured, well, no but she
will—it will have changed by the morning. [Laughter.]

Senator RoCKEFELLER. I am serious about that. As I indicated at
the beginning, this is the first hearing we have had on something
of this sort. The issue has gained considerable public attention.
Social workers, providers, hospitals, nursing homes, all kinds of
people provide care to the elderly and therefore who deal with
Medicare and Medicaid. This is part of your bailiwick.

I guess I am confused because it seemed to me that you would,
other than whatever the cost is of a toll-free number, which you
have suggested, or the “Medicare Handbook,” that you would sort
of welcome a chance to do this because it is a——

Dr. WILENsKY. I said we are going to do this with the “Medicare
Handbook.”

Senator RockerFeLLER. Well in that people are not aware, what is
so ethically wrong or burdensome about requiring that kind of
V\{orl; for participation in Medicare? I mean, why is that so offen-
sive?

Dr. WILENSKY. Again, it is offensive to us on at least two
grounds. I know that at the moment you are particularly con-
cerned about this particular issue. It is not uncommon to want to
use the conditions of participation for what are regarded as many
generally appropriate good kinds of activities, like providing
smoke-free environments, or doing AIDS testing and counseling.

As a general rule, we do not wish to have Medicare conditions of
participation tied to things which we believe are not directly and
immediately related to the quality of care being provided and the
safety of the patient. We think there are lots of ways that HCFA
and other parts of the Department of Health and Human Services
can do things directly to increase the information available.

The point of this is to try to have people understand they have
the right to make these ki:ds of decisions. That is the ultimate
point. That means trying to make information more readily avail-
able than it currently has been.

The problem is not so much with the legal structure. Forty-two
States acknowledge living wills, somewhat lesser have durable
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power of attorneys. But people are frequently not aware of it. They
do not know where to go for information. They do not have easily
available means of inforrnation. We think there are lots of ways to
try to increase the availability of information.

We are willing to explore the notion of an 800 line, not to pro-
vide information directly on living wills. Obviously, that does not
make a lot of sense. This is a personal issue. There are a lot of com-
plicated questions. But rather we should direct people who have in-
terests, if they do not know where to go in their State. And after
all, State laws do differ. It is hard to give absolutely the same in-
formation in any sort of national way to make sure that people
know where to go in their States.

The notion of putting information available like they do in many
are.. —they do in the District of Columbia—about organ donation
where people pick up forms for drivers’ licenses is simply a way to
say, this is an area you may wish to know about. Here is where
you can find out more about it. Working with the AMA, to try to
encourage physicians to place information in their waiting rooms.

Senator ROCKEFELLER. Dr. Wilensky. all of this I applaud and I
understand. I guess I can best ask my question by asking for a
sense of priorities. Name five or six things for which you do require
hospitals, providers, others to do as a condition of participating in
Medicare. It is a way of trying to draw out a sense of priorities.

Dr. WiLENskY. Adequate staffing, cleanliness, involvement in
quality assurance programs, medical review, fire safety codes. They
are elements that directly relate to the quality of care being pro-
vided, literally the physical quality of care being provided to the
patient as well as physical safety of the hospital environment with
regard to fire and other safety remedies.

They are conditions which, if not met, we terminate the right of
providing health care under the Medicare program. We do so
either on an immediate basis, if they are immediate threats to the
health and safety of individuals, or we do on a more frequent basis
with a 90-day termination notice and a resurvey to establish
whether or not hospitals will come in compliance with a particular
condition of participation.

These are very serious, immediate, direct relationships to qual-
ity. There are a couple of exceptions that have occurred. We are
trying very hard not to have conditions of participation be a vehi-
cle that people use to hang important, worthy, laudatory goals on
that are not directly and immediately related to quality of care and
phgswal safety of the patient.

nator ROCKEFELLER. Senator Danforth?

Senator DANFORTH. Dr. Wilensky, thank you very much for your
being here to explain the doctrine of your Agency. I think that—as
I said in my opening statement—every little bit helps. Every little
reference to living wills, because if 74 percent of the physicians in
Colorado do not even know what the law is there is a very signifi-
cant information gap.

Dr. WILENSKY. | agree.

Senator DANFORTH. I do not agree with you that providing infor-
mation constitutes pressure. I think that an informed public is
very, very important. And for me to say that to provide simple in-
formation and to allow people to make their own choice somehow
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constitutes pressure is somehow wrong. But I do believe that every
little bit helps. And while 1 think that having an 800 number or
putting a paragraph in a handbook is not going to have any signifi-
cant effect, maybe a few people are going to be informed by it and I
would encourage HCFA to take whatever steps you have in mind
however small they might be.

With respect to the requirement on providing information on
organ transplant you might like to read Section 1138 of the Social
Security Act. I thank you for being here.

Dr. WiLENskY. Thank you.

Senator RocKEFELLER. I am reading Section 1138 of the Social Se-
curity Act. It is too long so I will not comment on it. Thank you
very much for being here.

Dr. WILENSKY. My response to the reference to the Section is, I
have been told that that is not incorporated into the conditions of
participation as a point of fact. ' \

Thank you. :

Senator RockerFELLER. I will followup with you privately on this
matter. I thank you very much for being here, Dr. Wilensky.

Our next witnesses are Julianne M. Delio of Queens, NY, and
Kitty Allen, who is co-chair of the Public Policy Committee of the
Alzheimer’s Association of Houston, TX.

We are very happy that you are both here. You both have power- -
ful, painful and important matters to put before the Congress. Ms.
Delio, we would start with you if that is all right.

STATEMENT OF JULIANNE M. DELIO, QUEENS, NY

Dr. Deuio. Thank you. Chairman Rockefeller, Senator Danforth,
my name is Julie Delio. I am from New York. In 1986 my husband,
Daniel Delio, underwent a minor operation to repair a rectal fistu-
la. Due to an act of negligence by the anesthesiologist his brain
was destroyed rendering him permanently unconscious. Danny suf-
fered not only cortical brain death but also the misfortune of
having his heart revived even though his human essence had been
destroyed. He had brainstem function only. He was 33 years old
His life was essentially over. He had been thrown into a persistent
vegetative state. _

At this point medicine was able only to offer him an existence in
oblivion. He was being kept alive by artificial nutrition and hydra-
tion forced through a jejunostomy tubesinto his intestines. He was
entirely defenseless against medical technology that forced upon
him an existence which he found abominable. He had been pre-
pared to accept a natural death.

Danny believed the death of the cortex was synonymous with the
death of the person. This belief stemmed from his extensive scien-
tific understanding of the body as well as his philosophy on life.

Danny and I had had extensive, detailed discussions about vege-
tative states and artificial life support measures. He had made me
promise never to let him live even 1 day in such a condition. His
mother and I were the only ones left to speak for him. I requested
termination of all life support, including artificial nutrition and hy-
dration, so that the death initiated by the doctors who operated on
him could finally conclude.
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At that time I was employed as an assistant professor of medi-
cine at New York Medical College, which is affiliated with West-
chester County Medical Center, the facility to which my husband
had been transferred for treatment after the operation that de-
stroyed his brain. Despite the fact that Westchester County doctors
privately agreed with my request to terminate life support meas-
ures the hospital officially ignored my request and forced me to
resort to litigation. After filing my lawsuit I was fired from my job
at New York Medical College.

My termination was a clear message to Westchester County phy-
sicians. Among other fears, the MD’s were afraid of losing their
jobs as I had lost mine. The hospital administration was making all
decisions from a risk-management point of view. The medical staff
who knew and understood the medical issues and Danny’s family,
who knew and understood his desires, were shut out.

Taking my case to court alienated me from the medical commu-
nity. No physician ever called me after I filed my lawsuit. They
continued treating him aggressively without informing me and
without my consent until I threatened them with criminal assault
charges. Then they made me sign refusal to consent to treatment
forms each time they felt he required some form of treatment.
They made me feel as if I was signing a death warrant each time.

The judicial process was devastating to me and my mother-in-
law. The loss of my husband was tragic enough yet then I was then
forced to plead publicly to strangers for his death. You cannot
imagine the psychological trauma involved in pleading for the
death of the person you love most in this entire worid. I could
barely concentrate in court and I was so afraid.

After 13 harrowing months in the court system, the New York

- State Appellate Division upheld Danny’s right to refuse treatment

even though he was no longer able to speak for himself.

After the court ruled in our favor the hospital still refused to ter-
minate treatment. The day after the court order came down the
feeding tube fell out of him as had so often happened throughout
the year. I begged them not to reinsert it, citing the Appellate
Court decision on our right to refuse this treatment. A doctor
promised me that the tube would not be put back in. I left the hos-
pital late that night only to return early the next day to find that
they had not only reinserted this tube into my unconscious, de-
fenseless husband, but they also stitched it in.

I will never forget the fresh blood on his emaciated stomach.
There was no record of who reinserted the tube, who gave the
order and no doctor would face me to explain. The administration
had ordered this to be done against my husband’s wishes and
against my wishes as his court-appointed conservator.

The court ordered the hospital to terminate treatment or trans-
fer Danny to another facility that would agree to abide by his
wishes. Westchester County Medical Center said they would not
appeal the decision as long as we agreed to transfer him. They
simply wanted to wash their hands of this whole affair. Therein
humanity added enormously to our private tragedy.

Families should not be stigmatized by County or public facilities
and further traumatized by forced transfer as my family was,
simply for requesting their legal rights. Why should a county hos-
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pital be able to refuse a patient’s legal court-sanctioned rights
when my husband’s physicians in that hospital were willing to
comply with the court order?

After a heart wrenching search Danny was transferred to a hos-
pital in Manhattan. Ten days later he died quietly in my arms, sur-
rounded by his mother and uncle.

But not even death gave him release from the bureaucracy of our
medical and legal communities. Two hours before his funeral I was
informed that the New York City Coroner’s Office refused to issue
a certificate of cremation. They demanded an autopsy on Danny’s
body. No one could tell me why. After his funeral they took his
body to the city morgue and autopsied him. Two days later I was
called to identify the body.

When Danny died I had donated all of his organs according to
his wishes. I was then told by the doctors that his year in a vegeta-
tive state had left all of his organs, except for his corneas, useless
to the living. Artificial nutrition was not even minimally able to
keep him in an acceptable state for organ donation. Ironically, the
power of medicine was only to further destroy his body.

Had my husband been allowed to die a natural death when his
brain was first destroyed at least five others could have lived. Had
the doctors been empowered to honor his wishes without me going
to court, his heart, liver, kidneys, bones and skin could have been
used to give back to others the joy of life which had been taken
from my husband.

Even though the court system eventually worked for us we were
brutalized by it. No one should ever have to go to court under these
circumstances. Court is the last place a family belongs when they
are facing their darkest hours.

Danny did not have a will. He never put his wishes in writing. I
did not even have power of attorney for him even though we were
a well educated couple and knew these things were important. We
were young and enjoying a happy life. Who would have known
what was to happen to us. We were not a typical family. Both of us
had Ph.D.’s, had extensive scientific training, and had worked in a
medical setting for years.

That Danny and I talked to extensively about vegetative states
was amazing to most people. We were able to offer clear and con-
vincing evidence of Danny’s wishes. Most people have not and will
not speak of these issues in the kind of depth our courts and laws
seem to be requiring of our American families.

The Cruzan family and what has happened to them is far more
typical. This system utterly failed them. Their case is a more horri-
fymg example of how most American families will continue to fare
in our present system. For us it is too late, but perhaps somehow
we can lessen the devastation to others in the future.

Thank you.

Senator RocKEFELLER. Thank you, Ms. Delio, very much.

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

Senator ROCKEFELLER. Ms. Allen, we would welcome hearing
from you.
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STATEMENT OF KITTY C. ALLEN, CO-CHAIR, PUBLIC POLICY
COMMITTEE, ALZHEIMER’S ASSOCIATION, HOUSTON, TX

Ms. ALLEN. Chairman Rockefeller, Senator Danforth, and mem-
bers of the committee, my name is Kitty Allen and I am from
Houston, TX. I am here to speak for my mother-in-law who has
Alzheimer’s disease and for my family who cares for her. I am also
here as co-chair of the Public Policy Committee for the Alzheimer’s
Association and I have submitted this statement on behalf of that
organization.

I want to commend this committee, and Senator Danforth par-
ticularly, for your leadership on this issue of patient self- determi-
nation. This committee, and especially you, Chairman Rockefeller,
as head of the Pepper Commission, has been at the forefront of ef-
forts to assure that all Americans have access to health care and to
long-term care services to sustain and improve the quality of life.

It is appropriate that you should also be taking on the issue of
how decisions are made about medical treatment, particularly as
life nears its end. And we are grateful to you for the opportunity to
be here today.

The Alzheimer’s Association is the national voluntary health
agency organized to support families caring for loved ones with
Alzheimer’s disease and, through research, to find the cause, the
treatment and the cure for this horrible affliction. We work
through 210 chapters and over 1,600 support groups throughout the
country.

Alzheimer’s disease is a degenerative disease that robs a person
of memory, judgment, reasoning, everything that makes that
person a unique human being. It is irreversible, untreatable and
always fatal. One of the cruelest ironies of the disease is that the
body often remains physically healthy long after the person msxde
has disappeared. Death is inevitable.

But by the time the patient reaches the stage where decisions
have to be made about life-sustaining treatments, he or she is no
longer capable of participating in those decisions.

I have come here today to tell you about Gran, my mother-in-
law. My husband, Joe, is her only son. She and Papa have been
married for 55 years. He worked on the docks for Exxon for 31
years, and she was a homemaker. Ten years ago Gran was helping
me take care of my babies.

Senator Rockefeller. Take your time.

Ms. Allen. Today she is lying at my house in a fetal position.
When Gran was diagnosed with Alzheimer’s disease in 1981, we did
everything we thought we were supposed to do to help her get her
affairs in order. We updated her will, but no one ever mentioned a
living will. We really thought those were more for organ donation.
And they certainly did not mention a durable power of attorney for
health care—neither the doctor, nor the lawyer.

Two years after her diagnosis, Gran and Papa sold their house
and moved in with Joe and me and the little girls. She was still
walking then, but she was gradually forgetting how to do the most
basic things. She required constant supervision. She was already
wearing diaperc and she was forgetting how to eat.
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Over the course of a year or so we went from feeding her table
food to junior foods to strained baby foods. By 1985 she had shrunk
from a 140 pound vital woman to an 80-pound shell of herself. One
Thursday afternoon she forgot how to swallow and there was no
way we could get any food or water into her body. In fact, anything
we put into her mouth simply drooled out.

By Saturday it was clear to me that she was becoming dehydrat-
ed. I contacted the emergency room since her physician was out of
town, but they completely dismissed our concerns and they said,
“Oh, honey, she’ll eat when she gets ready.” By Monday when her
doctor returned, we finally got someone to see her. However, they
refused to listen to my explanation that that part of her brain had
died on Thursday that told her how to swallow. They insisted that
she must have some sort of obstruction.

So over our objections they took her away from us to do what
they called a barium swallow. But because Gran could not remem-
ber how to swallow, they ended up pouring the barium into her
lungs and inducing pneumonia. With that they had to admit her to
the hospital and the doctors told us that in order to treat the pneu-
monia they would first have to insert a feeding tube to rehydrate
her. They led us to believe that this was a very temporary proce-
dure, really only necessary to kind of get her back to where she
was.

In any case, in the condition that she was in they had already
estimated she had no more than 6 months to live. We had agreed
as a family long before this incident that there would be no ex-
traordinary efforts to save Gran when it was time for her to go.
Papa, and Joe, and I knew that was what she wanted. And had the
doctors explained the implications of what they were doing to
Gran, that they were in fact introducing a life support system that
could never be disconnected, we would never have allowed that
tube to be inserted. That was all 6 years ago.

Gran has not been out of bed since the day they put in the tubes.
And because of the formula that she takes she is now so heavy we
have to have a hydraulic lift to move her. She’s at home, and she’s
alive, but not living. Now I don’t know how many of you have ever
seen just how invasive that treatment is, and it is painful. I know
because we have to keep one arm restrained to keep her from pull-
ing the tube out.

Our lawyers have told us that there is nothing we can do to
remove the tubes and to allow the natural process of dying occur.
Papa, her husband, is an 87-year-old man in frail health himself,
and he spends his days taking care of Gran with me and part-time
nursing help. He has an advance directive. Even so, he lives in con-
stant fear of being hooked up to a machine and constantly reminds
us that this must never happen to him.

Our story is not fancy and it is not unusual. That is probably the
greatest tragedy of all. Because, in fact, it is a fairly typical story
of a family dealing with Alzheimer’s disease and one that can be
told by any number, or any thousands, of people of families across
the country.

This is not a minor issue. Four million people in the United
States today have Alzheimer’s disease. Half of us in this room, if
we live to be 85, will be stricken with this devastating illness. In
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every case, if some intercurrent illness does not end life sooner, the
patient will reach the stage Gran is in today—unable to perform
even the most basic function of daily life, certainly unable to com-
municate their wishes with regard to medical treatments.

This is why our association so enthusiastically supports Senator
Danforth’s bill.

The association has adopted guidelines for the treatment of pa-
tients with advance dementia, and these guidelines include family
members as a critical part of the decisionmaking process. Copies of
these guidelines have been submitted with the testimony.

The Supreme Court in the Cruzan decision has now held, howev-
er, that the family does not have a constitutional right to makes
these decisions for a loved one. That ruling underscores all the
more the importance of clear advance directives, which not only
specify a person’s treatment wishes but authorize another to make
sure those wishes are carried out if the person is not able to decide
for himself or herself.

There is no deubt in our minds that Gran did not want to be
kept alive the way she is today and that she did not want the feed-
ing tube in her present condition. But because she had never writ-
ten that down and had never named a durable power of attorney
for health care decisions, we cannot honor her wishes. What a God
send it would have been if when Gran would have entered that fa-
cility for the early diagnosis 10 years ago somecne had talked to
her, to us, about her rights to execute an advance directive and to
make her wishes known before it was too late.

This very legislation encourages each of us to sit down with our
loved ones and our doctors and to work through these issues when
we are competent and healthy. A time of crisis is not a time for
- carefully considered rational decisions about medical treatments.
Our family has learned the hard way the consequences of not
making those decisions early before tragedy strikes.

Certainly the best decisionmaking occurs when there is good and
open communication among everyone involved—the doctor, the pa-
tient and the family. By making discussion of treatment issues a
routine part of health care you are encouraging that communica-
tion. This bill recognizes that execution of a legal document does
not end the process but that providers have an affirmative obliga-
tion to continue to review treatment plans.

The association does recommend one minor change in the bill,
but a very significant change. This is to ensure that this obhgatlon
of communication continues even when the patient loses the capac-
ity to participate in the discussion. The bill establishes a clear re-
sponsibility of the provider to the patient—to inform him or her of
their rights, to inquire about the presence of an advance directive,
to honor the patient’s wishes with regard to treatment, and to peri-
odically review those wishes with the patient.

We recommend that language be added to the bill to make- clear
that the provider has these same responsibilities to communicate
with responsible family members or the patient’s guardian. With-
out that protection the bill would have little meaning for an Alz-
heimer’s patient once that patient loses the ability to communicate
about his or her wishes with regard to further treatments.
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In conclusion, let me express once again the appreciation of the
Alzheimer’s Association for your efforts to protect the rights of all
of us to make our own decisions about medical treatment and to
assure that those decisions are respected. Enactment of this bill
will not do anything to change the crue! reality of Alzheimer’s or
to halt the inevitable progression of the disease. That will require
an expanded commitment to medical research to find the answers
to the disease and the development of a long-term care system that
provides help for its victims.

By encouraging early and clear decision making with regard to
medical treatment, however, you can at least make it possible for
patients and their families to come to the end of their ordeal with
some final dignity and peace.

I would be happy to answer any questions. Thank you.

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

Senator RockereLLER. Thank you very much, Ms. Allen, and
both of you for your courageous testimony.

It is incredible isn’t it that this goes on? As you indicated, 4 mil-
lion Americans have Alzheimer’s. As you indicated, that disease is"
not going to turn around unless there is a cure. So much of this is
going on but it takes place in private, and it is the most private of
aH agonies. :

Therefore, the public and others—institutions, rules and regula-
tions, the Government, even hospitals—do not know what to do,
cannot face direct action. Perhaps they are scared. I do not know
what it is. Why would it be? I mean Americans are a compassion-
ate peopie. When people are starving in Ethiopia we turn the world
upside down to try and help. One little girl falls down a well in
Texas all news stops until that little girl comes out safely. We are
an extraordinary nation and very compassionate people.

Why is it, do you think, that the situatiocns that both of you have
described go on and that we are somehow unable to confront them
and to help families with this situation?

Ms. Derio. From my experience, one thing that became very
clear to me early on and throughout the entire year that my hus-
band was in a vegetative state was that the physicians they sympa-
thized with me, they had the medical knowledge to understand
what the medical reality was for my husband, they agreed with me
that this was the proper thing to do, but beyond that they were
afraid to speak out on their convictions. Somehow they were over-
whelmed by the administration and the administration's control
over the situation.

And the level of ignorance amongst hospital personnel, including
the physicians—the administrators, physician’s assistants, nurse’s
assistants, nurses—was unbelievable to me, that they had no con-
cept of what the patients’ rights were, no concept of what their
rights were, and no feeling of a sense of responsibility to learn
what their rights were and what my rights were.

I can remember having discussions about the AMA’s recent
statement at that time, in 1986, about termination of treatment for
the hopelessly ill, and the neurologist involved in the case knew
nothing of this statement. I found out very fast as soon as I was
confronted with this problem. And here they were dealing with
these kinds of situations all the time and they knew nothing about
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this statement and they didn’t seem to care. It was like, “well I
simply cannot make that decision for you,” and did not want to get
involved.

Also in my case they were afraid to get involved because they
were afraid of losing their jcbhs. It is unbelievable. But again, the
level of ignorance amongst all the professional staff was intoler-
able. I believe it is very, very important that we educate not only
patients of their rights, but the personnel who are delivering the
health care to the patients.

Senator ROCKEFELLER. And don’t you think that informing pa-
tients of their rights, families of their rights in the hospital in that
setting is perfectly acceptable?

Ms. DeL1o. I think it is perfectly acceptable because—I also see it
as acceptable in other areas and in other methods. But within the
hiospital setting I can say from my own experience, my mother-in-
law has a high school education, never dealt with these issues
really to the extent that we were forced to face them at this time,
and it took her a number of weeks to come to grips with what the
reality was.

She had never thought of these issues in the depth that Danny
and I had. But it took her quite a few weeks to come to grips with
the fact that this is the time to let go. This is what Danny really
would have wanted. And had she never been faced with that out-
side of the hospital, just talking about it philosophically outside the
hospital environment, I don’t think she ever would have come to
grips with what was going on really. I don’t think she would have
ha? a full understanding of what kind of decisions we would have
to face.

I don’t know if I made myself clear.

Senator ROCKEFELLER. You did.

How long after your husband's surgery did you know that he was
at the point that he would not want to continue in that condition?

Ms. DELio. Well I knew almost immediately from the first night
that his brain was essentially destroyed, but it was probably about
2 weeks because the physicians kept assuring me that—well they
had to put him into a barbiturate coma to stop his seizures from
occurring and they told me it would take about 2 weeks for those
drugs to wash out before they would know really what the state of
his brain was. So it was probably about 2 weeks after the incident,
which is very early for many people.

There was another woman who went through this with her hus-
band. It took her 2 years to come to grips with the reality that her
husband was not coming back-—2 years in the situation before she
went to court for the right for her husband to refuse artificial nu-
trition and hydration. That was Pat Brophy in Massachusetts.

So I think people’s understanding of what the reality is comes at
different times. And even if you don’t have an advance directive
someti:ines I think it is more important for the family to under-
stand the issues at hand during the time of an incident so that
they can make decisions based upon what they believe the patients
would have w:nted for themselves.

Senator KockReEreLLER. Kitty Allen, in describing the situation of
Alzheimer’s, Ms. Delio, and we know that 4 million people are af-
flicted with Alzheimer’s disease—in fact, one of the interesting
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things about that is up until recently we thought it was 2 million
people; now we learn it is 4 million people. How in America with
all of our information do we suddenly have the knowledge that
there are 4 million rather than 2 million people who have Alzhei-
mer’s. I am not asking that as a question, but I am just sort of
struck by that as a point of lack of information, a lack of under-
standing.

Ms. Delio, many people after hearing your testimony would say
well, I do not know somebody like that and that probably will not
happen to me. Human nature is to deflect and to defer.

Ms. DEL1O. Yes.

Senator RockeFELLER. Unless there is an intervention which
says, let’s face now some things which possibly could happen later,
so that we will be more realistic and more empowered by that
time. In fact, the situation you have described to us with respect to
your husband is not as unusual as people think it is, is it? Have
you talked with numbers of other families?

Ms. DEeLlo. I always question every time I read a summary of the
kinds of numbers of people who are in a vegetative state in this
country. That number 10,000 always pops up; and I always wonder
where the source of that number came from. When my husband
was in Westchester County there were two other patients that I
knew of—one younger than him, and one much, much older than
him who were vegetative at the time. And in my own neighbor-
hood, after my own case was done, a man who lived 2 miles from
me gave me a phone call after reading about my case and told me
his wife was vegetative and he was at a loss for what to do. He
needed help in trying to win for her her rights, which he eventual-
ly did after going through another terrible court battle.

And since then I have been contacted by a woman in Nassau
County and Suffolk County, actually quite recently. Again, one
woman had a daughter who has been vegetative for 12 years, and
she was absolutely frantic saying, ‘I never knew that I could do
anything about this. I knew she never wanted to live like this, but
I never knew I had any rights or ability to do anything about this.”

So people on a personal level have contacted me and all within
my area. And it makes me wonder if there are this many people
right within my own neighborhood, then I suspect that that
number is an underestimate and probably a gross underestimate of
what the reality is in this country, but I do not know for sure.

Senator RoCKEFELLER. But in any event, the passage of Senator
Danforth’s bill would really help hundreds of thousands of people,
wouldn’t it? -

Ms. Derio. I think so. It is criticai to raise the awareness and
have people start talking about these issues. Because the best of all
possible worlds people will talk about these issues and make their
wishes known. Unfortunately, that is not what is out there now.

What happened to the Cruzan family is just a horror when I
think back on it. That is more typical of the American family
today. People have a gross sense of “whew, I wouldn’t want that to
happen to me,” but that kind of testimony is not standing up in
our courts and perhaps it should. Because people do not have the
language and the verbal background to describe the types of medi-
cal technology they do not want.
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I think it is unfair to the American population to expect of them
to have knowledge of all the medical forms of treatment there are
and list them specifically. And I think it is important that families
should have the right to make decisions as the situations occur
once they understand and see what is going on and what is hap-
pening to their family members.

Senator RoCKEFELLER. Ms. Allen, isn’t it the obligation of every-
one—whether it is hospitals, social workers, private individuals,
State governments, Federal Governments, health care financing
agencies—isn’t it really the obligation of every single person, every
single institution, every single force possible to make peuple aware
that through knowledge they can save themselves the agony that
you hgve gone through and that government ought to be doing all
it can?

Ms. ALLEN. Without question, Senator. I think in particular the
institutions where a lot of these people enter the system, so to
speak, for the first time, this is an excellent way to start.

The Alzheimer’s Association, through our newsletters as Dr. Wi-
lensky suggested, encourages our members to take the initiative for
their loved ones while they are still competent, to execute durable
powers of attorney, living wills. We cannot do it all. And this kind
of legislation is a tremendous first step towards that greater educa-
tion effort.

Senator RockeEFELLER. Thank you both very much.

Senator Danforth?

Senator DANFORTH. I want to express to both of you my gratitude
for your willingness to be here and to relive for us your own sto-
ries. This is, of course, very powerful testimony and it is a terrible
ordeal you have gone through. I appreciate your sharing it with us.

I take it, Mrs. Allen, that your view as well as Mrs. Delio’s view
is that you are not alone? I mean, this is not an unusual situation
that g'ou have gone through. It is very common. You know other
cases’

Ms. ALLEN. Yes, sir. Very definitely.

Senator DANFORTH. HCFA you heard testify that they are con-
cerned about piling more and more burdens on hospitals, and the
paperwork, and the regulatory burden, and so forth. I guess every-
thing that Government does should be the consideration of not
trying to overburden the American people. There is always a ques-
tion of balancing the good that can be done with the burden that is
imposed.

Were you impressed with the regulatory burden argument? It
Just seems to me that it is such a simple matter to say to some-
body, you know, ‘“Here is a brochure and here are your rights.”

Ms. ALLEN. No. I personally was not impressed with her claim
that it would be an unreasonable burden on the administration.
Quite the contrary. As I understood from the testimony in tying it
into the—what was the term—the provider, the eligibility, and
their fear of a risky predecent—I think was the language that was
used—and her claim that it did not have a direct impact on the
quality of care. Quite the contrary. I think it has a real direct
impact on the quality of care and respect for the wishes of the pa-
tient.

Senator DANFORTH. Do you have anything you would like to add?
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Ms. Deuio. I would agree. When I hear someone say it does not
have an impact on the quality of care that statement is utterly as-
tounding to me when I think of what they did to my husband for
over a year and how they utterly ignored his wishes. I mean that
was just so traumatic to me, to know that his desires were clear
and his wishes were ignored and what they called caring for him at
the time that he was receiving medical treatment. To me this was
an abomination and a crime against him.

If that is not quality of care, I do not know what is.

Senator DANFORTH. Well again, I want to thank both of you for
heing here and for your very powerful testimony.

Ms. ALLEN. Thank you.

Senator ROCKEFELLER. Senator Durenberger?

Senator DURENBERGER. Thank you. Let me also say as one who
sat here for many years learning most from the lay people, the
non-experts, that those were very, very special and certainly in my
gase hinfluenced my own understanding greatly. I thank you both
or that.

I am going to ask what will sound like a legal question but it is
not. I mean you are a better part of the understanding of the prob-
lem. But if I understand the majority in the Cruzan case correctly,
and I am just sort of bottom lining this, they said that the State is
entitled to guard against potential abuses, everybody’s concern in
the system.

People who are concerned about potential abuses, I think, look at
what we have come to know as the more readily available advance
directives, like living wills, as a great potential abuse. I mean my
mom has a living will. I think she did it just because she felt she
ought to do it, like so many people do. And certainly what Jack
Danforth is doing with this bill would make her much better in-
formed under a certain set of circumstances than she is.

But potentially the issue of informed consent is the difficult part
that we wrestle with here. And whether it is a living will situation
which in effect the doctor ends up making a decision in many cases
or in many-States or it is some other kind of situation which you-
are trying as a relative to determine not what you would want to
have happen if it were you, not what you would want to have
happen with Grandma or your husband, as the case may be, but
tr)l'in§i to best reflect the consent and the intent of the person in-
volved.

Do each of you have a recommendation about how we might best
deal with that issue of informed consent and the instrument or the
process or something that you wish had been in place at a particu-
lar time in your particular cases?

I mean it is a burden for you to carry too. I am assuming that in
one way or another your cases are very different, but the decision
making burden is not an easy one to carry either and there would
be some comfort in the long run, years from now, when you think
back on your husband, when you think back on your Grandma.

Is there a process that you have thought about or some kind of _
an arrangement, if you wily, that would make you comfortable?

Ms. ALLEN. In our own personal decision I think when Gran was
initially diagnosed—and she was in a hospital setting for that diag-
nosis—I think perhaps any patient that is given a fatal, terminal
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diagnosis should receive some additional counseling on how best to
make the kinds of decisions perhaps they will be confronted with.
That would have been very helpful to us.

And again, maybe that should have been from the physician,
maybe there was a social worker in the hospital. I am not really
sure. But it would have been really helpful if instead of just check-
ing out, being told you're on your own, some special information
about the kinds of decisions that would ultimately confront us
would have been very beneficial.

Ms. DeLio. In my husband’s case, I'm not really sure. Things
were so clear to me what he wanted. Perhaps if there had been a
form on entry into the hospital, at the point of admission, that
would allow him to state his wishes as to who should make health
care decisions for him, that might have been helpful. I really don’t
know though about that. One thing that has become very clear to
me personally is that I am a strong believer in the ability of substi-
tute decision making because as I said before most people cannot
comprehend this situation until they are truly faced with it. Most
people do not think about these things and they never will. And
even if they think about them, they often tlmes do not take action
on it.

I mean as you well know, it is legal to write a will. How many
people, you know, write a regular will, let alone a living will? I
have a fear that starting to—well, it is good to make all of this
more routine, to make advance directives and living wills part of
our regular health care upbringing, but at the same time I have a
bit of a fear that if a person does not have an advance directive, I
would hope that they would not be stripped of their rights to exe-
cute their beliefs and their right to refuse treatment under certain
circumstances. And I would hope that the families would still be
able to, to the best of their abilities, determine what their family
member would have wanted for themselves and still have the free-
dom to execute what they believe would have been in the best in-
terests of the patient.

I didn't really read the Cruzan decision, but I heard that one of
the statements was, “Well let’s err on the s1de of life.” And I must
say that I have never seen a more destructive force in life as what
I saw being done to my husband and being kept alive in a persist-
ent vegetative state. I would never describe that as “erring on the
side of life.” I only describe it as a force that is far more destruc-
tive of life.

Senator RockeFELLER. Thank you both very much. It sounds silly
to say that you have made an impact and you have contributed
enormously. You have. We are grateful for your courage. Thank
you for coming.

Ms. ALLEN. Thank you very much.

Senator ROCKEFELLER. Our next panel is the Reverend Richard
McCormick, who is professor of Christian ethics at the University
of Notre Dame; and Dr. Thomas Scully, who is director of the
bioethics program, school of medicine, University of Nevada. If you
gentlemen would have a seat.

We will now go to the 5-minute rule.
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Senator Danforth just pointed out to me that we have a vote.
What I will do is to call a 10-minute recess so we can vote and
come back.

[Whereupon, the hearing recessed at 11:22 a.m. and resumed at
11:36 a.m.]

Senator RoCKEFELLER. Father McCormick, you are identified to
me as Mr. McCormick by the sign in front of you. I think Father
would be more appropriate, would it not?

Father McCormick. That is right.

Senator ROCKEFELLER. We would welcome your testimony, sir.

STATEMENT OF REV. RICHARD A. McCORMICK, S.J., JOHN
O’BRIEN PROFESSOR OF CHRISTIAN ETHICS, UNIVERSITY OF
NOTRE DAME, SOUTH BEND, IN ’

Father McCorMmick. Thank you. I am Father Richard McCor-
mick, a Jesuit priest and a professor of Christian ethics at the Uni-
versity of Notre Dame. I have been in the field of Christian ethics
for 35 years. I speak for myself, obviously, not the Catholic Church,
nor do I speak for the Catholic Health Association, though I en-
dorse with virtual unanimity their endorsement of S. 1766.

I want to explain in detail why I endorse this. Basically, I can
put it this way: I consider self-determination and knowledge about
it to be directly and immediately associated with quality care—a
slight difference with a previous witness. I believe that hospitals
which put the patient at the center of their concern should be key
actors in the dissemination of the knowledge which is so key to
- their patients.

One of the greatest obstacles to the exercise of the right of self-
determination in this context is ignorance about the right itself
and about the tools of its exercise. [ can personally testify in my
own work throughout the country that this ignorance is wide-
spread. Over and over people approach me after lectures and so on
to inquire about living wills, durable powers of attorney, indicating
that they do not really know a great deal about it.

S. 1766 is basically aimed at this serious lack of knowledge. The
reasons for the bill are listed. I want to add two more, which is my
Jjudgment make this bill all the more urgent. The first dimension of
health care in our time is its increasing depersonalization. I find
three factors at work in health care that are playing a formative
role—technology, concern for cost containment and legal public en-
tities. Now by that I mean the courts, the legal profession and leg-
islation.

It is my thesis that these factors—technology, cost containment,
public entities——can affect the very matrix of the healing profes-
sion. This matrix is constituted by the conviction that medical deci-
sion making best serves the interests of patients when it is located
within the triad of patient/physician/family. Decisions have to be
tailor-made to the needs of the individual. They are like glove fit-
ting an individual hand. They are personal.

These other factors I have just mentioned, however, are imper-
sonal factors and they can very easily preprogram our treatment
and lead to a form of oppression of the weak and dependent by the
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powerful and healthy. Whatever the case, in a depersonalized at-
mosphere patient self-determination easily gets submerged.

The second dimension I want to call attention to that makes this
bill urgent is the attitude in our society toward death. The medical
profession is committed to curing disease and preserving life. We
take that for granted. But this commitment must be implemented
within a healthy and realistic acknowledgement that we are
mortal. The point seems so obvious as to be trivial and in a sense it
is. But living it out is not.

The attempt to walk a balanced middle path between medical—
moral optimism which preserves life at any cost, with all means re-
gardless of diagnosis, prognosis, family history, patient preferences
and so on, and medical—moral pessimism which takes life when it
becomes onerous, boring, dysfunctional and hopeless is not easy, es-
pecially in a highly litigious atmosphere.

Symptoms of this abound in our society. I submit to the record
medical statements indicating a certain idolatry of human life—
really human existence rather than human life.

In conclusion, let me say it has been my experience that most
decisional problems touching acceptance or rejection of treatment
can be traced to a lack of communication. For this reason I believe
that the notion of advance directives can relieve this problem. Ad-
vance directives such as durable powers of attorney and living
wills, encourage discussion and documentation of views of sustain-
ing treatment in advance.

I believe, once again, that institutions, such as hospitals that
have the patient as the center of their concern, should be key
agents about the center of the patient’s concerr, which is self-deter-
mination.

Thank you, Mr. Chairman.

Senator RockereLLER. Thank you, Father.

[Tdhe {)repared statement of Father McCormick appears in the ap-
pendix.

Senator ROCKEFELLER. Senator Bryan will introduce Dr. Scully.

STATEMENT OF HON. RICHARD H. BRYAN, A U.S. SENATOR FROM
NEVADA

Senator BRyaN. Mr. Chairman, I appreciate your courtesy and I
realize the constraints your committee is under. I did want to re-
quest the opportunity this morning to formally introduce to the
committee a long-time friend of mine, Dr. Tom Scully. He is a dis-
tinguished scholar, a distinguished physician, who served formerly
as the dean of the school of medicine at the University of Nevada,
and continues to remain on the staff. He and his wife are the au-
thors of a thought-provoking publication entitled, “Making Medical
Decisions.” As a medical ethicist, I think you will find that his
comments are very thought provoking.

I would be remiss if I did not add that as Governor I had the op-
portunity to appoint him to the State Board of Medical Examiners
and my own son owes his career, at least in part, to Dr. Scully’s
good judgment in recommending him for admission to the Univer-
sity of Nevada School of Medicine, from which he has graduated
and now in his residency.

37-333 0 - 91 - 2
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So I thank you very much, Mr. Chairman and members of the
committee.

Dr. Tom Scully.

Senator RockerFeLLER. Thank you, Senator Bryan.

Dr. Scully, we welcome you, sir.

STATEMENT OF THOMAS J. SCULLY, M.D., DIRECTOR, BIOETHICS
PROGRAM, SCHOOL OF MEDICINE, UNIVERSITY OF NEVADA,
RENO, NV

Dr. ScurLLy. Mr. Chairman and members of the committee, I ap-
preciate the opportunity to speak in support of the Patient Self-De-
termination Act of 1990 and thank you for the invitation. Although
I am a member of several organizations endorsing and supporting
this bill I speak as a private citizen. I speak as a physician who has
cared for mentally incompetent and permanently unconscious pa-
tients who never made known their wishes concerning medical
treatment.

As a bioethicist who has frequently consulted with families, both
privately and in the context of a hospital ethics committee, con-
cerning decisions that had to be made for loved ones who never
made known their wishes concerning medical treatment; and as a
teacher and a medical educator who realizes who difficult it is to
persuade young and old to acknowledge their vulnerability and
mortality to confront their denial of death and to write down their
wishes concerning medical treatment. As an author, who with my
wife, has interviewed hundreds of patients about medical decision
making or more often the lack of it in their families, telling their
stories, some tragic and some hopeful and some joyful, in our book,
“Making Medical Decisions.”

I speak as the patient who has undergone major surgery four
times, including a kidney transplant. I have survived a myocardia
infarction and have gratefully experienced the benefits of high tech
medicine provided by a multitude of knowledgeable, skillful, caring
physicians, most of whom, however, were total strangers to me,
knowing little or nothing of my life’s goals, my aspirations, hopes,
fears or anxiety—not to mention my religious beliefs or what I
would wish to have happen to me should I be unable to make medi-
cal decisions for myself.

Prior to undergoing the first of those surgeries, I executed a du-
rable power of attorney for Health Care in order to spare my
family the additional anguish and heartache attendant to making
difficult decisions to withhold or withdraw medical treatment from
me if, as a result of those surgeries or illnesses I had become per-
manently unconscious or unable to make decisions for myself.

From all of these perspectives I see the urgent need for a Patient
Self-Determination Act. A highly visible and aggressive public edu-
cation program which stresses the importance of all adult citizens
making their wishes concerning medical treatment known and in
light of the most Supreme Court decision in Nancy Cruzan, making
those wishes known in writing in the most “clear and convincing”
manner.

Practical problems affecting the changes envisioned in this law
arise I feel in the issues of public and professional education. A na-
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tional campaign to inform the public will hopefully increase public
awareness and create a demand to execute advance directives. But
if the implementation awaits the admission of mostly Medicare and
Medicaid patients to hospitals and nursing homes, then it will be
much too late for many—young and old—already rendered deci-
sionally incapacitated either by the injury or disease that brought
them to the institution in the first place.

Public education should be directed to every citizen who sub-
scribes to a health maintenance organization or joins a group
health insurance program, is enrolled as Medicare or Medicaid re-
cipient, is employed by the Federal Government, is enrolled as a
public employee in a public retirement program, enlists in any Fed-
eral service, or is discharged and becomes eligible for Veterans ben-
efits, and yes, registers to vote in a national election or completes a
U.S. census form.

But most importantly, public education must begin early when
every teenager takes a driver’s education course and obtains a driv-
er’s license to drive on a Federally-funded highway. Remember
that a large number of those in the persistent vegetative state and
permanently unconscious are teenagers and young adults who sur-
vive serious automobile accicents which they never anticipated and
which occurred prior to their ever having made their wishes known
in a clear and convincing manner. And public education regarding
the need for advance directives should continue each time a citizen
renews his or her driver’s license or registers an automobile.

The education and training of physicians, nurses, social workers,
pastoral counselors, and others working in hospitals and health
care facilities are absolutely essential to the successful implementa-
tion of this act. If communication with patients is perfunctory, hur-
ried, callous, ending up in legal formalities and paper pushing,
then more harm than good will result.

And in the process, patients must be free to sign or not to sign
an advance directive, free of coercion. They must also be reassured
concerning the quality and type of care to be provided so that the
advance directive will not be misinterpreted as cutting them off
from beneficial care that they may want and should receive. Pa-
tients must understand that as their wishes to minimize, withhold
or withdraw active treatment are respected, they will still be cared
for and they will not be abandoned.

In implementing this Act the physician is essential. It is the phy-
sician’s responsibility not only to foster trust but under the ethical
principals of autonomy and beneficence to help patients further
their own legitimate ends—that is, the patient’s legitimate ends.

In fostering communication discussion and dialogue with patients
the physician must engage the patient in a process of shared deci-
sion making so appropriately called for by the President’s Commis-
sion.

In my view, physicians and appropriately trained hospital per-
sonnel should routinely ask all patients about the existence of ad-
vance directives as called for in this Act. But more importantly is
the inquiry about the existence of surrogate decisionmaking. A
single page living will can easily be lost and misplaced, overlooked
in a fast-paced complex world of high tech intensive medicine.
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If a living will even gets from a patient’s safe deposit box or the
physician’s office to the hospital record, the hospital record which
expands exponentially with reports, consultations and progress
notes, it may be lost.

It is far more important, in my view, for each person to desig-
nate in writing a surrogate decision maker either as a proxy or at-
torney-in-fact in a power of attorney. This should be done in addi-
tion to the living will. The surrogate can monitor the progress of
the patient’s progress.

I will end by saying I served as a surrogate for my 86-year-old
mentally incompetent mother during the last few years of her life.
I sat with her when she died quietly and peacefully, as she wished,
without any futile last minute attempts to resuscitation, or at-
tached to machines or tubes.

In conclusion, it is clear that the competent adult has the abso-
lute right to accept or reject any or all medical treatment consist-
ent with their private values and preferences, and that this right
should continue through the mechanism of an advance directive. It
is equally clear from the recent Supreme Court decision in Nancy
Cruzan that there is a need for every adult to write down his or
her wishes and preferences in advance of decisional incapacity; and
as syndicated columnist Ellen Goodman said last month in her
Travelers’ Advisory—‘‘Don’t leave home without it.”

Thank you very much.

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

Senator RockerFeLLER. Thank you, gentlemen. Senator Danforth
and I were waiting for the subway downstairs. He turned to me
and he said, isn’t it incredible how painful it is that somebody—in
this case Ms. Delio—would have to be in the position of arguing for
her husband’s death. Now you are in bioethics and you are in
Christian ethics. It would seem to me that—and you discuss deper-
sonalization and maybe cost containment is doing that to us,
maybe the overwhelming medical load on physicians, hospitals, the
provider community is doing it to us. I do not know what is doing
it to us.

But it just seems to me that it would be fairly natural for doctors
to do what was in the interest of their patient and that it would
not be natural for a doctor if the patient was incompetent to—and
the family felt very strongly about it not being fair that the patient
continue in that condition—that a doctor would respond to that.

Dr. Scurry. I would hope so. I agree with Mrs. Delio’s comment
early. It seems to me——

Senator RoCKEFELLER. My questions is: What is “our problem
here? Is it medical liability? I don’t know much about Westchester
Hospital. Are administrators a different breed? I mean, what is our
problem here?

Father McCormick. From my experience both as an observer
and as a patient more than I care to remember many people do not
understand what goes on in a contemporary hospital setting. When
a patient goes to a hospital the hospital is organized in such a way
that it responds in almost predictable ways. Things are done to you
one after another, either preps or post-ops or—they are just done to
you. The whole mass comes at you. It is not as if you are sitting
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there self-determining your way through this whole maze. It does
not happen that way.

So I think in other words you are on the defense from the very
moment you are a patient in one of these settings.

Senator ROCKEFELLER. Dr. Scully?

Dr. ScurLy. Well I think that the issue might be legalism. It
seems to me that patients and their families ought to express
themselves and ought to make decisions about themselves. I agree
with Mrs. Delio that we need to look at the whole substituted judg-
ment principal, whereby I having lived with my wife for 35 years
have a much better idea of what she may or may not wish to have
happen to her, whether she has written it down or not.

Now, in fact, she has. I am her durable power of attorney; she is
mine. One of the concerns I have about this whole movement is
that if we insist that the entire population of 250 million people
write everything down, then I think we have lost our humanity.
We have lost our essence as a community of caring, loving people.
We have become a community of paper pushers. It seems to me we
will lose that.

But until that occurs, until we reunite as a community of caring
people for one another, I think we are forced to put things down. I
also want to say for just a moment that I strongly disagree with
the idea that empowering people is not a part of the quality of
health care. I have been a patient a number of times and I have
been close to death. One thing that happens to patients when they
are seriously ill is loss of control. When patients cannot control
anything else in their life they complain about the hospital food.

A critical part, an essential part, of healing is regaining some of
that control. Part of that control is the whole process of the in-
formed consent mechanism, part of it is through the process of
shear decisionmaking, and part of the sense of loss of control being
regained is my knowledge that my wife will step forward with my
two sons and speak in my behalf. And right next to my credit card
E a little thing that says I have a living will and you better call

er.

That gives me a sense that in an impersonal, dehumanized, legal-
istic community that is not the kind of community that we ideally
would like to be in, someone is going to be stepping forward. But I
fear and I am concerned about those who do not express them-
selves, who do not have someone who can step forward. That is un-
fortunate.

To the extent that this bill submitted by Senator Danforth at
least pushes that a little bit further, I support it wholeheartedly,
and I think it should be a public education program. But I think
that in the long run if we have to write everything down and end
up with legal documents for every piece of decisionmaking, then
my profession will have failed and I think our society will have
failed as a caring, loving community.

Senator ROCKEFELLER. Senator Danforth?

Senator DANFORTH. Absolutely, Dr. Scully. The only question is
to try to make it as easy as possible to show by clear and convinc-
ing evidence that the person who cannot speak for himself or her-
self has expressed an intent with respect to future medical treat-
ment.
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I would like to ask some questions to you, Father McCormick.
You are a Jesuit. You are a professor of Christian ethics at Notre
Dame. You have taught Christian Ethics and written in the field
for 35 years. You say in your testimony that the Catholic Health
Association endorses S. 1766.

So I would like to ask you some questions about the obligation or
lack of obligation from the standpoint of Catholic medical ethics to
squeeze out every last minute of life. Everyone in the country
knows the commitment of the Catholic Church to life. And you are
believed by many to be the foremost Catholic medical ethicist in
the United States. I would like you to tell me your understanding
of the tradition and position of the Catholic Church relating to
whether or not there is an obligation to keep somebody breathing
in a vegetative state.

Father McCormMick. My understanding of the Catholic tradition
on the preservation of life can be stated quite simply as follows:
That human life while it is a basic good, as the condition of all
other achievements and experiences, is not an absolute one. There
are other values for which life may be sacrificed. Or flip the coin,
see it negatively, we say that death is an evil to be avoided as a
general rule; and yet, it is not an unconditioned evil.

It is that basic judgment on the meaning of life and death which
is at the heart of the Catholic tradition. Basically, it begins to sug-
gest that not all means have to be used to preserve life. Then we
get into the casuistry of the preservation of life, into ordinary and
extraordinary means. Ordinary should be used; extraordinary need
not be and so on. )

But at the heart is that basic value judgment about the meaning
of life and death. If I can put that in another way, in a little more
technical way, we try to view life and death within what we know
as the Pascal Mystery. Now this is true of Christians, not just
Catholics. The Pascal Mystery being the life, death and resurrec-
tion of Jesus. And just as Jesus rose from the dead and now lives,
so we who believe in him, put our faith in him, will enjoy a similar
future life.

It is within that context that life and death are to be viewed.
That relativizes them a little bit so that the mere accumulation of
minutes is not the criterion of good dying from the Christian point
of view, and certainly the Catholic. Concretely, I have been in-
volved in many of these incompetent cases from the very moment
of Karen Quinlan’s problem. I was involved in that case from the
very beginning. The vast majority of these cases should never have
gone to court and would have been easily solvable certainly within
Catholic perspectives and I think even more generally Christian
perspectives, without a great deal of bother.

Why did we get that way? That is a good question. I think that
technology is running affairs far more than we would like to admit.
But that is the answer I would give you.

Senator DANFORTH. Is your answer the same with respect to
withdrawal of nutrition and hydration?

Father McCormick. Yes, it is. Although I admit that there is a
minority on the other side of that point of view. Basically, a group
of people who assert that keeping Nancy Cruzan and people in a
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persistent vegetative state, circulating and ventilating, is indeed a
great benefit to these patients.

From a Christian point of view, I can make no sense of that
statement.

Senator DANFORTH. Thank you very much. .

Dr. Scully, you have written a book entitled, ‘Playing God”'?

Dr. ScuLLy. Yes, sir.

Senator DANFORTH. What do you mean by that title? What is the
basic thesis of the book?

Dr. ScurLy. Traditionally, physicians have been accused of play-
ing God, often in a pejorative sense—that is, that they have been
the final arbitrators of who makes decisions either to treat or not
to treat, to treat or withdraw treatment.

The thesis of my book is that if anybody is going to be playing
God with you it -ought to be you and nobody else. That requires
some thought. It requires confronting your mortality. It requires
saying, yes, I am going to die. It is requiring saying, everybody is
going to die. There is no such thing as anyone—yet to my knowl-
edge—entering immortality except in some existential way.

So that playing God is that each of us have to play God for our-
selves. We have to decide what are our preferences, what are our
goals, what are our likes and dislikes and then say these are the
limits, these are the limits under which I am willing to live. These
are the burdens. I am willing to accept the benefits I want. And
certainly even looking at Pope Pius XII statement in 1957 about or-
dinary and extraordinary, he put it in the context of the analysis of
relative benefits and burdens to the specific patient as seen by him,
the patient, in that context; not as seen by anyone else.

So “Playing God”’—which by the way, the title has changed—
that is what I meant by that. And that is the thesis of my book. We
hope, my wife and I, in the way we wrote it we will help others to
look at themselves and make decisions for themselves. That is why
I support your bill and cheered when I first read about it last fall.

Senator DANFORTH. | thirk what most people mean by “Playing
God” is well, playing God to make the decision that certain people
should die. I think it is also playing God if somebody makes the
decision that some people who are in the process of dying should be
arrested :rom that process artificially.

Dr. ScuLLy. Absolutely.

Senator DANFORTH. It seems to me that what technology has
done now is to create a situation where people who have no stake
other than a professional stake as a health care provider do have
the means now to play God. They have the means to artificially
arrest something that is happening in the normal course of life and
death; and they can do it for an extraordinary period of time. It is
possible to keep somebody in a vegetative state for decades. Isn’t
that right?

Dr. ScuLry. Thirty-six years in the case of Elizabeth Espizito.

The worse thing that can happen to our society is the technologi-
cal imperative taking over, in my view; where then I become sub-
ject to the machine, rather than the machine becoming subject to
me. That is what we are facing.

Senator DANFORTH. You both have been very helpful and I thank
you for your testimony.
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Dr. ScuLrLy. Thank you.
Senator RoCKEFELLER. In the event that the Danforth bill passes,

and that information is disseminated widely, and that people
become vastly more aware of advance directives, living wills and
all kinds of other things, it is also true that there will be teenagers
and young people, as you have pointed out, who by reason of their
youth, will never have thought that this would happen so nothing
will be there. So a surrogate would be helpful.

On the other hand, there will also be people—probably large sec-
tions of the majority of people—who will still not know about this,
and will not know that they can save themselves incredible and un-
imaginable pain—family destroying pain. So passing a bill to make
information available is helpful, but it is not going to close the gap.

Dr. ScuLLy. No.

Senator RoOCKEFELLER. And therefore the question remains as to
the gap and what the responsibility of providers—I guess specifical-
ly of doctors—and then of hospitals, in that hospitals develop rules
either as individual hospitals or as associations. What is your judg-
ment—and then, of course, there are the courts who rule.

What is your judgment as to how all of this will evolve with re-
spect to the gap which is left?

Dr. ScuLLy. A couple of points. First of all, you point out that
hospitals make rules for doctors. I would argue that there are very
few hospitals that exist without physicians bringing their patients
there. And physicians, through hospital committees, have a great
influence on the way hospital policies are dev-loped. At least I
think they ought to.

I would also argue that every hospital, as called for in this bill,
has a Hospital Ethics Committee, and on that committee are sever-
al people who I would call community representatives. They are
not members of the board of trustees; they are not members of the
hospital staff; they are not employed by the hospitals. They are
there to sort of say, hey, what is going on in our community. We
help support this place. We want to have an influence on what
happens. We want to be sure that the policizs of this hospital, deal-
ing with this specific issue of patient self-determination, have a
community input.

I would argue that such an Ethics Committee—and I sit on two
in my community—not only can have an enormous influence on
the policy development, the eduration of the public, but also be
called in on specific cases, which we do frequently, to try to help
physicians and patients and families work through what is in the
patient’s best interests.

hI would agree, Senator Rockefeller, that this is only one piece of
that.

I would also argue that every medical school—and most are;
mine is, and others—are developing more formalized courses in
medical ethics for all of young physicians so that in the future they
put into perspective not only their role in trying to ¢ure a disease,
but look at the other side of the coin which is to care for patients.

"And until we get back to a balanced approach between the curing
and the caring, the technological imperative and what is in the pa-
tient’.: best interests, we will still have this gap.
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I see it as an ongoing process. It is not going to end with this bill
or 10 more bills that Congress can write. But it is a beginning. So [
would hope and urge the Congress to pass this as the firat step in
pushing that debate forward.

Senator RockerFeLLER. Thank you, Dr. Scully.

Father McCormick?

Father McCorMmick. Well the gap, I am perhaps wrongly a great
believer in progress by tragedy. I believe that it is only by a succes-
sion of cases like the Cruzan case that the public awareness is
going to be stimulated, shocked really, into doing something
against its instinctive tendencies.

By that I mean we still, culturally have a great reluctance to
talk about death in any meaningful way. I am suggesting you may
be seeing that in the response of certain physicians and even cer-
tain hospitals to this initiative. That may be a corporate manifesta-
tion of this reluctance to deal with death in any meaningful way.
Until we can deal with that, I think that gap is going to be there.

Senator ROCKEFELLER. Gentlemen, thank you both very much.

Dr. Scully, before you go, as I look over your left shoulder I see
another Tom Scully who I take it to be your nephew or your son?

Dr. ScurLLy. My nephew and name sake and God child.

Senator RockeFELLER. Well in any event, he has an enormous in-
fluence in this country on health care. I work with him frequently
and appreciate him greatly.

Senator DANFORTH. Could you tell him that the administration is
all wet on this bill? [Laughter.] )

Dr. ScuLrry. If he and his wife accept my invitation for dinner to-
night I will have that opportunity. [Laughter.]

Senator RockeFELLER. Thank you, gentlemen.

Senator DANFORTH. Mr. Chairman, prior to the next panel I ask
that two documents be placed in the Tecord of this hearing. One is
entitled, “Christian Affirmation of Life,” published by the Catholic
Health Association which includes a living will form; and the
second is a booklet entitled, ‘“Choices for the Journey, Durable
Power of Attorney and Health Care Decision Making for Reli-
gious,” by Brother Peter Campbell, and it is also published by the
Catholic Health Association.

Senator RockerFELLER. Of course.

[The documents appear in the appendix.]

Senator ROcKEFELLER. Our final panel consists of Charles Saba-
tino, who is the assistant director of the Commission on Legal
Problams of the Elderly; Paul Rettig, who is executive vice presi-
dent and director of the American Hospital Association; and Nancy
Dickey, who is a member of the board of trustees of the American
Medical Association.

Paul, since I know you best, why don’t you start out.

STATEMENT OF PAUL C. RETTIG, EXECUTIVE VICE PRESIDENT
AND DIRECTOR, WASHINGTON OFFICE, AMERICAN HOSPITAL
ASSOCIATION, WASHINGTON, DC - ' )

Mr. RerTIG. Thank you very much, Mr. Chairman. The hospitals
greatly appreciate the attention to this important issue being given
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by the subcommittee and commend Senator Danforth for his lead-
ership in this area of advance directives and living wills.

The issue of keen interest to hospitals is one with which hospi-
tals need to cope on a daily basis and ‘heir personnel need to cope
with it. Something like 70 percent of deaths occurring in hospitals
involve in some way a choice to forego life- sustaining treatment.

For years the AHA has been active in this area in attempting to
provide policy guidance to hospitals on the role of patients’ fami-
lies, guardians, physicians, and hospitals themselves in the with-
holding or withdrawal of medical treatment. We filed a friend of
the court brief in the Cruzan case.

Our view about this issue is that the most important thing that
can be done is to educate the public about the importance and
meaning of advance directives. As the name implies, the directives
should be in advance. As a practical matter in many cases when
the patient arrives at the hospital it is too late really to effectively
deal with the situation.

Nonetheless, let me make it plain that we do recognize the obli-
gation of the hospital to be involved in education of patients, hospi-
tal staff, and the community; and with some changes that have
been under discussion with the Senator and his staff, we are sup-
portive of this general notion.

Let me go on to say that the bill' offers some hope that we can
deal with a more serious problem that hospitals face in this area,
that of patients who are when they arrive in the hospital or
become afterwards incompetent or unconscious and have not pro-
vided some form of advance directive. Hospitals are kind of at a
loss in this situation where the advance directives do not exist and
where State laws, as they often do, conflict.

One recommendation we would make is that to the extent possi-
ble the Secretary would provide information that will be helpful to
patients, families and hospitals in this kind of a situation where no
advance directives exici. We recognize that the Federal Govern-
ment can do this, but that also the State role is important because
of the specificity of State laws.

We would like to thank Senator Danforth for his willingness to
discuss concerns we have about the bill and to work with us. We
understand that there is a willingness to make a series of changes
in the legislation having to do with specific aspects of informing pa-
tients of their rights, the documentation of treatment wishes, the
responsibilities of ethics committees, and so forth.

My statement contains more information on our concerns and
what we understand to be the response. We want to continue to
work with the Senator, and his staff, and this subcommittee to re-
solve a remaining concern we have which has some similarities to
the one that Gail Wilensky mentioned—which is & concern that
what Senator Danforth referred to as ‘“the hook’—namely Medi-
care and Medicaid—is used for a number of issues and require-
ments on hospitals, though for good social purposes that are not
specifically related to the issue of quality of care.

I must say that in this particular issue we have a lot more sym-
pathy than some others. But there are a series of things for which
Medicare participation has been used as a lever to force some
action on hospitals and these build, so that a series of somewhat
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extraneous things begin to be required of hospitals and we hope to
co.tinue discussing that matter.

In summary, we are very supportive of the goals of the bill. We
appreciate the willingness to discuss some concerns we have and
help us be supportive.

Thank you.

Senator RockerFeLLER. Thank you very much, Mr. Rettig.

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

Senator RockereLLER. Dr. Dickey? And you have somebody you
care to introduce?

Dr. Dickey. I do.

STATEMENT OF NANCY W. DICKEY; M.D., MEMBER, BOARD OF
TRUSTEES, AMERICAN MEDICAL ASSOCIATION, RICHMOND, TX,
ACCOMPANIED BY MICHAEL ZARSKI, SENIOR LEGISLATIVE
ATTORNEY, AMERICAN MEDICAL ASSOCIATION

Dr. DickEy. I have with me Michael Zarski, a senior legislative
attorney for the AMA. I am a family physician in Richmond, TX;
and a member of the AMA'’s board of trustees.

We appreciate the opportunity to come before you and discuss
advance medical directives, such as living wills. The right of a com-
petent adult to control medical decisions affecting his and her body
is deeply rooted in our laws and is grounded in the importance our
society has traditionally accorded the autonomy of the individual.

The right to refuse treatment, however effec.ive that treatment
may be or however grave the consequences of the refusal, is an es-
sential elenient of individual autonomy. While the right of patients
to determine their own treatment has been recognized problems
can arise when it comes to invoking that right under some circum-
stances.

The issue 0. determining whether artificial life support should be
utilized or withdrawn frequently occurs when a patient is already
unconscious or otherwise mentally unable to make that decision. In
short, that person’s right to decline artificial life support can be
frustrated by a failure of the individual to leave sufficiently clear
advance directives. We have heard numerous times this morning
about an example of this; the Cruzan case.

There are two mechanisms by which an individual can avoid this
problem—through written directives, like a living will; or through
appointing a proxy t¢ make decisions, a durable power of attorney
for health care.

The AMA’s Committee on Medicolegal Problems has studied
these mechanisms for indicating decisions regarding life-sustaining
treatment. It has looked at the advantages and disadvantages of
each and these are described in a communication published in the
May 2, 1990 Journal of the American Medical Association which is
attached to today’s testimony.

The AMA has also reviewed Federal legislation on this subject,
including S. 1766—the Patient Self-Determination Act. There is
strong support among physicians for the use of advance directives.
It is extremely important that the wishes of our patients be known
to the medical treatment team and that the voluntary use of ad-
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vance directives should be strongly supported and encouraged by
physicians.

The AMA, therefore, strongly supports the goal of S. 1766. We
are, however, concerned with a few of the specifics within the bill,
including the major focus on institutions in pursuing advance di-
rectives at the time of admission. The American Medical Associa-
tion does not believe that the hospital or nursing home is the most
appropriate place, nor that the time of admission is the most ap-
propriate time to consider initially the issues of advance directives.

We understand that Senator Danforth, the sponsor of S. 1766, is
developing some modifications to the bill. One proposed modifica-
tion would specifically require that HHS develop informational ma-
terials to be made available to Medicare and Medicaid providers
and possibly consider mailings of information to Social Security re-
cipients. The proposed modifications would improve S. 1766 and
make the bill more consistent with AMA principals.

Even without a legislative impetus, the association is committed
to increasing awareness of advance medical directives and health
care powers of attorney. In fact, at our annual meeting less than a
month ago the House of Delegates passed a resolution encouraging
the American Medical Association to make available to every phy-
sician in his or her office means of discussing this with their pa-
tients. .

To this end, our office of general counsel is developing two bro-
chures—one directed at physicians and one directed at patients—as
well as model medical directive forms to be used by our patients.
We are also exploring the possibility of offering our patient bro-
chures to HCFA for distribution to their Medicare and Medicaid
beneficiaries.

In conclusion, Mr. Chairman, we commend you for holding a
hearing on this important matter. We have had the opportunity to
discuss this issue a number of times and we can never overempha-
size to our patients and the public the opportunity and perhaps
even the obligation to make these health care decisions.

Although there may be different ideas regarding the responsibil-
ities and the logistics for promoting the development and the use of
advance directives, there is no doubt that everyone benefits from
the existence of a clear expression of the individual's preferences in
the provision of medical treatment and technology.

We are eager to incorporate the information and ideas developed
by this subcommittee into our projects at the AMA, to work with
the Department of Health and Human Services to promote the use
of mechanisms for advance medical directives, and to continue to
have input, as Senator Danforth and otheirs look at this bill and
find ways, hopefully, to best serve the needs of our patients.

Thank you. I would be happy to answer any questions.

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

Senator RockerFeLLER. Thank you very much, Dr. Dickey.

Mr. Sabatino, when I introduced you I did not say you were rep-
resenting the American Bar Association. We welcome your testimo-

ny.
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STATEMENT OF CHARLES P. SABATINO, J.D., ASSISTANT DIREC-
TOR, COMMISSION ON LEGAL PROBLEMS OF THE ELDERLY,
AMERICAN BAR ASSOCIATION, WASHINGTON, DC

Mr. SaBaTiNO. Thank you, Mr. Chairman, Senator Danforth, and
members of the committee. I am Charles Sabatino, assistant direc-
tor of the American Bar Association’s Commission on Legal Prob-
lems of the Elderly and I submit these remarks at the request of
our president, L. Stanley Chauvin, who sends his regrets because
he cannot be here today. And I thank the subcommittee for the op-
portunity to appear and to express the ABA’s support of the pro-
posed Patient Self-Determination Act.

Mr. Chairman, the timing of this proposed legislation and hear-
ing could not be more propitious, given the decision last month by
the Supreme Court in the Nancy Cruzan case. While that decision
is fraught with troubling and uncertain implications one thing is
clear—it sends a sobering message to all adults that one’s right to
control life and death health care decisions may depend on each of
us taking pen in hand and writing down as precisely as possible
our treatment wishes while still competent.

Given such a message, then states, health care providers, the
legal community, and the Congress must realize a corresponding
need and obligation to inform the public, to educate the public, and
to provide the means for people to formulate and express their
wishes regarding health care. These goals are precisely the goals of
the Patient Self-Determination Act. That is why the Act is timely
and important.

In addition, the research mandate of this act, which has not been
mentioned today, stands out as especially crucial, for we really do
not have much experience in examining the practical and legal
problems in using advance directives or other techniques for
making health care decisions. We need to learn what works best
and what enhances genuine communication among patient, family,
physician and other health care providers.

The ABA has policies strongly supporting the principal that indi-
viduals have a right to consent to and to refuse suggested health
care interventions and that appropriate surrogates may exercise
this right on behalf of individuals who are incapable of making
such decisions, especially through the use of advance directives.

During the last 3 years the ABA, particularly through the Com-
mission on Legal Problems of the Elderly, has exerted considerable
effort to educate both the public and the legal community about
the nature and availability of advance directives, especially health
care powers of attorney.

Let me dispel here one misconception as strongly as I can. Much
of the discussion on this topic has centered on living wills. A living
will would not have helped Nancy Cruzan, nor Mrs. Delio, nor Mrs.
Allen, as most people in a persistent vegetative state or an advance
stage of Alzheimer’s disease are not considered to be near death as
long as they are hooked up to the feeding tubes.

Almost all living will statutes today apply only when the patient
is close to death. One needs something more than the traditionally
conceived living will—either a health care power of attorney or a
directive that is broader in scope.
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Now one example of the ABA’s efforts of education in this area
is a recently released booklet on health care powers of attorney.
Copies of that booklet, which are the blue and white one, are avail-
able here today. We make that booklet free to the public through
the American Association of Retired Persons, which has cooperated
with us on this initiative.

In previous testimony on the House version of this bill we high-
lighted certain challenges and pitfalls that face this kind of health
legislation. I do not want to repeat all of that here. Today I wish to
emphasize two particular concerns about the development of law in
this field.

The first concern is the portability of advance directives. In the
recent past, relatively few States have legislation regarding ad-
vance directives for health care. Today some 41 States, plus the
District of Columbia, have living will laws and 31 States, plus the
District of Columbia, have health care power of attorney laws.

The legislative frenzy in this area is demonstrated by the fact
that 20 of these health care power of attorney statutes have been
enacted in just the last 18 months. That is more than one enact-
ment per month.

However, the increasing variability and complexity of these stat-
utes raises a question. Will a validlyyexecuted instrument from one
State be recognized in another? Of the 32 existing health care
power of attorney statutes oniy six expressly grant recognition to
out-of-state instruments that comply with the law of the other
State. This is one area that Federal action through strategies sug-
gested in our written testimony could make a dramatic difference
in ensuring the rights of patients who by choice or by fate happen
to cross State lines.

The second issue concerns the impact of advance directives on
the poor and isolated. Clearly, the pendulum is swung too far away
from the use of advance directives today. However, as we push the
pendulum in the other direction, we need to be mindful of possible
risks, especially for the indigent, poorly educated and isolated indi-
viduals who could be vulnerable to facile execution of documents
urged upon them by over-enthusiastic caretakers.

However, this is not an insurmountable problem and we applaud
suggested changes in the legislation such as clarifying the role
boundary of providers and prohibiting discrimination based on the
presence or absence of an advance directive. -

In closing, I want to reemphasize the ABA’s support of this initi-
ative and offer our resources to assist you in fine tuning and imple-
menting this act. I thank you very much.
d‘['Iihe prepared statement of Mr. Sabatino appears in the appen-

ix. :

Senator RoCKEFELLER. I thank all three of you very much. It was
just occurring to me as you were talking, and thinking about
Father McCormick, about our inability in this country to deal with
death. We avoid it. And the term ‘“‘advance medical directive”
somehow sort of symbolizes that to me. It is like we do not even
r_rang’ to say what we mean so we say an ‘“advance medical direc-

ive.

Dr. Dickey and Mr. Rettig, and also Mr. Sabatino, Ms. Delio
when she was describing her experience with the hospital—I am
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not asking you to be knowledgeable about that; I am asking you to
sort of do the best you can to answer this question—described
something that sounds like a movie, that I do not associate with
the way the real world works and obviously I am wrong. She de-
scribed a climate of fear, a climate of fear, potentially resentment.
She was fired. Obviously the hospital did that for whatever reason.
It sounded like a system which was really quite out of whack and
that hospitals, doctors, and the laws put her and her husband in a
situation of not only great difficulty but it would seem to me kind
of an amoral kind of disadvantage.

I would care if you would each comment on your reflections on
her description of what happened to her and to her husband.

Dr. Dickey. I think, if I heard Ms. Delio correctly, and as I have
read through the Cruzan case, and in all too many other cases, the
patient and the physician, the primary care giver with that patient
and the patient’s family have frequently been in agreement, but
some other entity has been intruded. It might be a hospital employ-
ee; it might be a hospital institution itself; it might even be some
person who appears to have no business in the case and it ends up
in a court room.

I think it is symptomatic of decisionmaking in health care by
those who fear accusations that everything possible was not done,
or that if an action is carried out without all of the “T’s” crossed
and the 'I's” dotted that perhaps accusations and lawsuits will
come later, not by the patient who will not be there anymore, but
by someone who wasn’t a part of the decisionmaking. This demon-
strates some need for improvement in these kinds of decisions, but
frequently it is not a problem between the individual physician and
the individual patient, particularly where patients have a long-
standing relationship.

The other problem, of course, is, as you heard from Dr. Scully
earlier, that all too often in this day of technological medicine you
may begin your medical care in a facility or with a physician close
to home, but rapidly may be transferred into a high technology,
much more impersonal situation where you have numerous care
givers, numerous physicians and people who do not know you, your
family or your situation.

Senator ROCKEFELLER. Paul?

Mr. Rermic. All the several explanations that have been given
earlier make a lot of sense to me. I have no explanation whatso-
ever for why a hospital would resist carrying out a court order. I do
not think this situation—although there are many such situations.
no doubt—is probably typical. In other words, as I said, something
like 70 percent of the patients who die in hospitals are involved in
some way with the decision to forego life-sustaining treatment.
There are something like 1,300,000 such cases.

So I have to assume that these are extraordinary, however traglc
they are. My assumption is as a non-lawyer is that there are many
legal concerns that drive this and that is largely what is underly-
ing it. As a non-lawyer I can ignorantly say that in a case where
there was no advance directive, the Cruzan case, the court did not
agree that the feeding tube could be withdrawn and these are feed-
ing tube cases.
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Senator ROCKEFELLER. In agreeing with you and before I call on
you, Mr. Sabatino, that is what ran through my own mind as she
was testifying.

I think you are right. I think it is fear of law, fear of lawsuits,
fear of—it is all of those things that come from a society that not
only does not confront death but does not confront personal respon-
sibilities and is one reason, Mr. Sabatino—I do not mean this to be
ungracious—why lawyers do so well in this country. We would
rather sue than confront our own inner thoughts and inner respon-
sibilities both on a personal and on a societal basis. But that is just
my own thoughts.

What are your thoughts, Mr. Sabatino?

Mr. SasaTiNo. Well there are many forces that drive an institu-
tion’s behavior. Let me try to address just one of the legal forces. I
think it was Justice Brandice who said that the law is behind the
times. Well today, technology has leap-frogged over our romantic
image of preserving life and over the simplistic legal view that
dgg(tih is the ultimate injury, and preserving life is the ultimate
good. -

Many institutions still adhere to what I think is an oversimpli-
fied romantic image of what is going on today. Technology has re-
written the whole scenario. I would just add one thing about the
role of law in this area and somewhat parrot Dr. Scully’s remarks
that we should not ‘“overcontractualize” the process of death, as I
call it, and require everybody to need a legal draftsman to make
sure everything is spelled out with every “I” dotted and “T”
crossed. That document, that advance directive, or whatever we
call it ought to be the outcome of a communication process. It
ought to be its distillation and summary and not substitute for the
process itself. We need to keep that perspective as we develop this
whole area of law.

Senator RocKEFELLER. Paul, one question for you and then Sena-
tor Danforth may have questions.

You heard Dr. Wilensky testify that the organ donor program is
not a Medicare condition of participation. What is your under-
standing of the requirement that hospitals must ask a family
member whether they would be willing to donate the organs of a
person who just died?

Mr. RertiG. Since this occurred some time ago, there has been
time for your staff and ours to look into the matter a bit so I am
better able now to tell you what the situation is. There is a require-
ment that hospitals, to participate in Medicare and Medicaid, es-
tablish protocols to assure that families of potential organ donors
are made aware of the option of organ or tissue donation and their
option to decline. There are some further details.

This is a free-standing requirement in the Social Security Act,
Title 11, which in fact includes such programs as peer review orga-
nization and so forth that do apply to Medicare and Medicaid. So it
is not—if I can get a little technical—there is a section of the law,
Section 1861(E) that prescribes conditions of participation. These
are really the health and safety specific quality issues.

There is another section that says hospitals—this is Section
1866—in order to participate, even if they meet the conditions of
participation must agree to certain things. For exaraple, to provide



45

to the Medicare program sufficient financial information so that
%V{(edi%are can pay the claims properly, and a series of requirements
ike that.

There is in addition—now this one, which is free-standing is nei-
ther literally the condition of participation nor the provider agree-
ment section—but a free-standing requirement on any hospital
that wishes to participate in Medicare and Medicaid and ir. any
event it is a requirement, whether it is technically a “condition of
participation.”

Senator ROCKEFELLER. And is it one that proves particularly bur-
densome to the hospital?

Mr. Rerric. My understanding is that it is not terribly burden-
some, although it is in another touchy area in which hospitals in
effect are encouraged and their medical staffs to talk to families of
patients who are potential organ donors, which means they are se-
riously injured and near death.

So there is some resistance there. But, in fact, this is a require-
ment that hospitals, as I understand, are undertaking and attempt-
ing to do.

Senator RockereLLER. Dr. Dickey, one final question from me. In
our medical schools, how are young people being taught to deal
with death, to deal with tough ethical and moral issues, deep areas,
that we have been discussing this morning?

Dr. Dickey. Well I can say in all honesty, far better now than a
decade ago. It varies across the country. There are very specific
courses at some medical schools. There are more informal mecha-
nisms in other schools. Virtually every school now incorporates
some education in medical ethics. A great many of them——

Senator RockerELLER. What does it do? What does it teach?

Dr. Dickey. A great many of them do very innovative things
today using role models and acting out so that students actually
have an opportunity to practice confronting the kinds of difficult
situations they will certainly encounter at some point in their med-
ical careers. -

Many schools have on their staffs such superb ethicists as Dr.
Scully and Dr. McCormick. They all incorporate throughout the
training the specific aspects of medical ethics that may relate to in-
dividual fields, such as surgery or infertility, OB/GYN and neo-
natal nurseries.

Education in medical ethics has increased dramatically in the
decade of the 1980’s, partly because the technology has forced those
kinds of decision making, partly because a decade ago with the
Karen Ann Quinlin case, not only did the public become aware of
the difficulty of dealing with these issues, but the medical profes-
sion became aware as well. And just as any other type of person
involved, physicians vary in their willingness and their ability to
talk to their patients about these issues.

Ideally the place to talk about these issues is in the doctor’s
_office before the patient faces crisis decisionmaking. Then you have

the opportunity to look down the road and see what kinds of deci-
sions you and your family may be facing. Some doctors are better
at bringing this up than others, but we are learning that we can
teach all physicians the mechanisms for bringing up the issues and
presenting them.
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We not only see all of this incorporated in the medical schools,
but we are seeing it as a very pepular course in continuing medical
education for practicing physicians who realize that they were not
exposed to this a decade or two ago in school and yet they are .
forced to discuss technological treatment issues with their patients
and the possibility of using or not using certain life-sustaining
treatments for their patients.

So it is not only in the medical schools but as important, it is a
very highly sought-after educational topic by those of us who are
already in practice.

Senator RoCKEFELLER. Senator Danforth?

Senator DANFORTH. I would simply like to thank each of you for
not only today but for the help that you have given my staff as we
have progressed with this legislation. I would encourage you to
work with us. We are very anxious to accommodate the specific
concerns or at least most of the specific concerns that you have ex-
pressed.

It seems to me that the kind of legislation we want has to have a
system to it. That is, it is not going to be sufficient, I do not think,
to say well there is going to be an 800 number or that booklets are
going to have paragraphs in them. I think that there has to be
some way, some systematic way, of raising the issue with people.
That is why hospital admissions is the way that we have conceived
of. That is not to say it is the only way or the best way or that one
of you might think of a better way to do it.

But it is a system rather than, well, if a doctor wants to spend
another 15 minutes talking to a patient when he has a waiting
room full of other patients, you know, maybe a discussion will take
place. I think it has to be a systemn.

Secondly, I think it has to be a system which reaches people in a
variety of circumstances and in a variety of ages. That is why I do
not believe—maybe it is a good idea to send this out with the first
Social Security check or something like that. But that would not
have helped Mr. Delio. That would not have helped Nancy Cruzan.
Because they were in one case—Mr. Delio was in his thirties and
Nancy Cruzan was in her twenties. And Mrs. Delio said that she
knew of another case in the hospital of somebody even younger
than her husband. It can happen at a young age and people can be
kept alive for decades.

So I think that there has to be a way of reaching people, and not
just a paragraph in a book or if you are interested call an 800
number, but a way of putting it to people. Even if it is just in a
minute or 2 minutes, do you have an advance directive; would you
like one. Here is a simple way to get one.

That is what the legislation attempts to do. Maybe it does it in a
clumsy way, maybe it does it in not a good way, maybe somebody
can think of 2 better way to do it. But whatever we do, I do not
want it to just be haphazard. Sort of a hortatory comment which is
aimed at doctors, please talk to your patients.

There has to be some system. Why do we use Medicare and Med-
icaid? Because it is just a hook. What we are saying is that provid-
ers—that is people, institutions who are participants in a Federal
program have to do it. It is simply a hook. That does not have any-
thing to do with Medicare or Medicaid.
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It is simply a method of getting hospitals to raise the question
because the feeling is that most people at some time go to hospi-
tals, and most people go to hospitals before they are in a position of
dying. Most people go, you know, to have babies or to have their
appendix removed or whatever. People go to hospitals.

It seemed to us that at the time when people are concerned
about health maybe that is the time to say, do you have a living
will. There is a hospital in Illinois where—somewhere in my stack
of things here I have—here it is. They have posters on the wall.
“We suggest you fill out the new Illinois Health Care Power of At-
torney. Forms are available here. If you have a Living Will or
Heaith Care Power of Attorney, please let us know.”

I do not think that is coercive. I just think it says think about it.
And then there is a little check on their admissions form. No big
deal, but it is a system—a system for putting it to people. That is
what I hope to retain in legislation.

Now there are other questions and I really appreciate your testi-
mony and your help, Mr. Sabatino. You have been enormously
helpful. The question of portability really is an issue and 1 hope
that you will continue to work with our staff on this particular
subject. Maybe there is something that we can do on it.

The form of living will—we do not say anything about it—but
clearly there are differences in quality of forms. I just anecdotally
had a living will and I looked at it and I really wasn’t satisfied. I
could not understand what it meant.

The Journal of the American Medical Association, about a year
ago, I think, had an article with a comprehensive form with boxes
to check. I made out a new living will with the boxes checked. So I
think that there is enormous room for trying to clarify how people
think. You know, put it to people. If you are in this kind of situa-
tion, what would you like done? What kind of treatment would you
like? I think that that is very fruitful.

And clearly, the power of attorney, because there are always
going to be situations that nobody anticipated in detail before, and
because we do not want something that is so legalistic that it is a
matter of arguing almost as though we are arguing about a tax
bill, you know, on the finicky detail of what was said or what
wasn't said. So I think that the concept of a power of attorney is
very, very 1mportant

Those are really in the nature of closing comments. I want to ex-
press to each of you my appreciation for the time you have put into
this and for your constructive approach to it and your willingness
to work with us. I hope we can pass something and I hope we can
do it with reasonable dispatch. But we certainly want it to be the
wisest approach we can find and you are helping to make it so.

Mr. Chairman, this has really been a wonderful hearing and I
appreciate your leadership and all of the witnesses who have added
so much to it. I think that the more we talk about this subject the
better off we are going to be as a people and this has been one
forum where we have been allowed to do that. I appreciate your
letting us have this opportunity.

Senator ROCKEFELLER. The hearing is adjourned.

[Whereupon, the hearing was adjourned at 12:49 p.m.]
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ADDITIONAL MATERIAL SUBMITTED

PREPARED STATEMENT OF Kirty C. ALLEN

Chairman Rockefeller, Senator Danforth and members of the Committee. My
name is Kitty Allen. I am from Houston, Texas. -

I am here to speak for my mother-in-law, who has Alzheimer’s Disease, and for
my family who cares for her. I am also here as cochair of the Public Policy Commit-
tee of the Alzheimer’'s Association and am submitting this statement on behalf of
that organization.

I want to commend this Committee, and Senator Danforth particularly, for your
leadership on this issue of patient self-determination.

This Committee, and especially you Chairman Rockefeller as head of the Pepper
Commission, has been at the forefront of efforts to assure that all Americans have
access to health care and to long term care services—to sustain and improve the
quality of life.

It is appropriate that you should also be taking on the issue of how decisions are
made about medical treatment, particularly as life nears its end.

The Alzheimer's Association is the national voluntary health agency organized to
support families caring for loved ones with Alzheimer's disease and, through re-
search, to find the cause, treatment and cure for this horrible affliction. We work
through 210 chapters and over 1600 support groups throughout the country.

Alzheimer’s disease is a degenerative disease that robs a person of memory, judg-
ment, reasoning—everything that makes that person a unique human being. It is
irreversible, untreatable, and always fatal.

One of the cruelest ironies of the disease is that the body often remains physically
healthy long after the person inside has disappeared. Death is inevitable, but by the
time the patient reaches the stage where decisions have to be made about life-sus-
taining treatment, he or she is no longer capable of participating in those decisions.

A TYPICAL STORY OF AN ALZHEIMER FAMILY

I want to tell you about Gran, my mother-in-law. Mi husband, Joe, is her only
son. She and Papa have been married 55 years. He worked the docks for Exxon for
31 years. She was a homemaker.

en years ago, Gran was helpin% me take care of my babies. Today, at the age of
71, she lies in our hcuse in a near fetal position.

When Gran was diagnosed with Alzheimer's disease in 1981, we did everything we
thou&l}t we had to do to help her get her affairs in order, including updating her
:12] Lo one ever mentioned a living will, much less a durable power of attorney for

naith care.

Two years after her diagnosis, Gran and Papa sold their house and moved in with
Joe and me and our two young children. She was still walking then, but she was

radually forgetting how to do even the most basic things. She was already wearing

apers and was forgetting how to eat. We went from feeding her table food, to
junior foods, to strained baby food.
b By 1}985' she had shrunk from a 140 pound vital woman to an 80 pound shell of
erself.

One Thursday afternoon, she finally forgot how to swallow. There was no way we
could get any food or water into her body. By Saturday, it was clear even to me—
and I'm no medical expert that she was becoming dehydrated. Her doctor was out of
town. We called the emergency room, but they dismissed our concerns. “Honey,
she’ll eat when she’s ready,” they told me.

49)
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By Monday, when her doctor returned, we finally got someone to see Gran. They
refused to listen to our explanation of what was happening and insisted that she
probably had some kind of obstruction. Over our objections, they took her away
from us to do something they called a “barium swallow.” -

But because Gran could not remember how to swallow, they ended up pouring the
barium into her lungs and inducing pneumonia.

With that, they had to admit her to the hospital. The doctors told us that in order
to treat the pneumonia, they would first have to insert a feeding tube to rehydrate
her. They led us to believe it was a very temporary procedure. In any case, in the
condition she was in, they estimated she had no more than 6 months to live.

We had agreed as a family, long before this incident, that there would be no ex-
traordinary efforts to save Gran when it was time for her to go. Papa, Joe and I all
knew that was what she wanted. We remembered Gran in tears, after her diagnosis,
telling us, “I don’t want to end up like Daddy’'—the aging father for whom she had
cared for years.

Had the doctors explained the implications of what they were doing to Gran—
that they were introducing a hfe-support system that could never be disconnected—
we never would have allowed the tube to be inserted.

It is now six years later. Gran has not been out of bed since the day they put in
the tubes. The 80 pound woman we took to the hospital is now so heavy we have to
use a hydraulic lift to move her. She lies at home in a near fetal position—alive, but
not living.

Our lawyers tell us there is nothing we can do to remove the tubes and allow the
natural process of dying to occur.

Papa, an 87 year old man in frail health himself, spends his days taking care of
Gran. He now has an advanced directive. Even so, he lives in constant fear of being
hooked up to a machine himself and constantly reminds us that we must never let
this happen to him.

Our story is not fancy. It is not unusual. In fact, it is a fairly typical story of a
family dealing with Alzheimer’s disease-—one that could be told by thousands of
families around the country.

THE IMPORTANCE OF 8. 1766 FOR ALZHEIMER PATIENTS

This is not a minor issue. Four million people in the United States today have
Alzheimer's disease. Half of us in this room—if we live to be RX5—will be stricken
with the disease.

In every case, if some intercurrent illness does not end life sooner, the patient will
reach the stage Gran is in today—unable to perform even the most basic function of
daily life, certainly unable to communicate their wishes with regard to medical
treatment.

This is why the Alzheimer's Association enthusiastically supports S. 1776 and
Congressman Levin's companion bill, HR. 4444, )

The Association has adopted Guidelines for the Treatment of Patients with Ad-
vanced Dementia which includes family members as a critical part of the decision-
making process. (A copy of these guidelines is attached.) The Supreme Court has
now held, however, that the family does not have a constitutional right to make
these decisions for a loved one. That ruling has underscored the importance of clear
advance directives which not only specify a person's treatment wishes but authorize
another to make sure those wishes are carried out if the person is nof able to decide
for himself or herself.

There is no doubt in our minds that Gran did not want to be kept alive the way
she is today, that she would not want the feeding tube in her present condition. But
because she had never written that down, and had never named a durable power of
attorney for health care decisions, we cannot honor her wishes.

What a godsend it would have been if, when Gran entered the hospital for those
diagnostic tests ten years ago, someone had talked to her, and to us, about her
rights to execute an adva-iced directive and to make her wishes known.

This legislation encourages each of us to sit down with our loved ones and our
doctors to work through these issues when we are competent to do so. A time of
crisis is not a time for carefully considered rational decisions about medical treat-
ment. Our family has learned the hard way the consequences of not making those
decisions early, before tragedy strikes.

The best decision-making occurs when there is good and open communication
among everyone involved—the doctor, the patient and the family. By making discus-
sion of treatment wishes a routine part of health care, you are encouraging that
communication. This bill recognizes that execution of a legal document does not end
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the process, but that providers have an affirmative obligation to continue to review
treatment wishes.

The Association recommends one change in the bill, to assure that this obligation
of communication continues even when the patient loses the capacity to participate
in the discussion. The bill establishes a clear responsibility of the provider to the
patient—to inform him or her of their rights, to inquire about the presence of an
advanced directive, to honor the patient’s wishes with regard to treatment, and to
periodically review those wishes with the patient. We recommend that language be
added to the bill to make clear that the provider has these same responsibilities to
communicate with responsible family members cr the patient’s guardian. Without
that protection, the bill would have little meaning for an Alzheimer patient, once
that patient loses the ability to communicate about his or her wishes with regard to
treatment.

In conclusion, let me express again the appreciation of the Association for your
efforts to protect the rights of all of us to make our own decisions about medical
treatment and to assure that those decisions are respected.

Enactment of S. 1766 will not do anything to change the cruel reality of Alzhei-
mer's or to halt the inevitable progression of the disease. That will require an ex-
panded commitment to medical research to find the answers to the disease and the
development of a long term care system that provides help for its victims.

By encouraging early and clear decision-making with regard to medical treat-
ment, however, you can at least help make it possible for patients and their families
to come to the end of their ordeal with some final dignity and peace.
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Directions For My Treatment

To my famuly. friends, pastor, physician, and attorney:

Because of my Christian belief in the dignity of the hlxman person
and my cternal desuny in God, [ ask that if I become terminally ill | be fully

informed of the fact so that I can prepare myself emotionally and spiritually
to dic.

I have a nght to make my own decisions concerning treatments that
might unduly prolong the dving process. If [ become unable to make these
decisions and have no reasonable expectation of recovery, then I request
that no ethically extraordinary treatment be used to prolong my life but that
my pain be alleviated if it becomes unbearable, even if this results in short-
cning my hife. (“Ethically extraordinary treatment™ is treatment that does
not offer a reasonable hore of benefit to me or that cannot be accom
plished without excessive expense, pain, or other grave burden.j However,
no treatment should be used with the intention of shortening my life.

I request that my family, my friends, and the Christian community
join me in prayer as | prepare for death. I request that after my death others
contnue t prav for me so that 1 wiii, with God’s grace, enjoy eternal life.

Signed:

Date:

Witnessed:

Date:

Witnessed:

Date:
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DEATH: PHILOSOPHICAL AND PRACTICAL ISSUES

All members of Roman Catholic religious insti-
tutes (e.g. orders, congregations, monasteries, hermitages,
and even society at large) must at some point discuss the
topic of death. Whether the discussion occurs after a
member dies, during a retreat, or in the course of the
Church’s liturgical year, it challenges every member to think
about death which each of us must someday contront.

Such discussions often do not consider the
practical issues relating to death and healthcare, however,
these issues must be addressed. All that religious learn
about being spiritually prepared for death remains impor-
tant, but decisions may be required concerning the use of
artificial or extraordinary means to prolong life. Each person,
whether religious or lay, should decide beforehand what
kind of life-prolonging means he or she would accept.
Because an individual may not be able to make these cntical
decisions in an emergency, others will need to carry out the
directives made in advance or act as the individual would
likely act if competent to decide.

Naming a decision maker is especially critical. If
none is named, American society usually looks to the natural
family. Yet, if religious life has any special value and its usual
decision-making process any relevance, the religious must
make clear that usual presumptions about family responsibil-
ities in healthcare decision making are inappropriate for
religious. On the other hand, the family of a religious must
not be excluded from plaving a part in their loved one’s
dyving. A religious should attemp! to make clear, however,
that religious life, especially when of long duration, has a
validity that should not be ignored during healthcare deci-
sion making. The best way to ensu.e that the religious’
values will be recognized is for the religious to make known
beforehand by legal means the more important details to his
or her religious institute, family, and physician(s) and to the
general public. -

Others mav have the right to act on a religious’
behalf, but today in the United States a religious is obligated
to help in that process. The courts do not allow critical
healthcare decisions to be made without attempting to
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determine the patients wishes. In all critical healthcare
choices the individual, therefore, whether competent or not,
is always key to the decision-making process. Yet if a
religious has not made a decision concerning a healthcaue
issue, such as use of a life-support system, someore else,
perhaps not the person of choice, will be requiréd to make
the decision. The United States is in the process of develop-
ing procedures on critical healthcare decicion making for
patients who do not make their wishes known beforehand
and who are no longer competent to decide. Unfortunately,
this decision process is very complex. For a religious, it can
involve the religious institute’s leadership, the family, medical
professionals, and the court.

Since different people may propose conflicting
courses of action for an incompetent patient, the court often
must decide what is in the patient’s best interest. The court
tries to protect all parties rights, but especially the patients.

A court decision on a healthcate issue is usually
slow and awkward, and the patient may die before a
decision is made. Court procedures invade the patient’s
sphere of privacy and intimacy with family and friends at a
time when the patient should be able to preserve the greatest
personal dignity. Even in the best of court-resolved health-
care decisions, all the parties involved are frequently dis-
tracted by untimely needs to present their cases within
ongoing, adversanal proceedings. A neutral party — the
court — makes the final decision. Throughout the lengthy
process the primary attempt is to decide what the patient
would want if competent to decide.

Given the persistent American attempt to honor
individual treedom, it therefore seems logical and sensible
for religious te be more fully prepared for death. To be
prepared today, a religious must take legal steps to clarify his
or her healthcare decisions on artificial or extraordinary means
for prolonging life and to name who makes such decisions if
he or she is no longer competent.

Good planning for critical healthcare decisions
will ensure that the religious_receives the full dignity that
should surround the dying process and will incorporate the
basic values that characterize a religious’ life. Once the
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religious has identified which procedures to permit and
which to exclude, he or she must create legal instruments
like a Lving will or a durable power of attorney (see
appendices). These legal instruments, discussed more fully
below, permit a religious’ wishes to be honored in the event
he or she is incompetent.

Sample instruments should be studied to guide
in the preparation of these legal documents. Care is needed,
however, to observe and insert anv relevant local law. All
documents should be reviewed periodically to ensure that
they ~ontinue to meet the individuals wishes, are still legal,
and are not so outdated as to arouse suspicion whether they
still express valid wishes.

ISSUES IN HEALTHCARE DECISION MAKING

There is no question that U.S. law protects an
individuals right to make critical decisions on healthcare
issues, including prolonging or terminating lite. This right,
however, is not absolute. When an individual acts in a
reasonable manner that does not infringe on others’ rights,
the American legal system allows that person some degree of
freedom in decision making. U.S. law is quite tolerant of the
individuals right to make unusual healthcare decisions,
provided they do not affect others” rights.

Although constraints on individuals” actions
existin certain areas of lite, personal freedom to decide many
areas of one’s life is fiercelv protected. In legal terms, these
rights include especiallv a person’s right to privac.

Religious, as members of American society,
have the same civil rights and obligations as any other
persons. Entering religious life does not reduce an individu-
al’s civil freedoms. The religious, through vows, freely
adopts a new style of life and agrees to some limitations on
personal freedom. These limitations are tree choices among
religious, religious institutes, and the Church. The individ-
ual religious’ free choice of living the religious life does not
reduce basic civil freedoms. The individual religious has the
same civil rights and obligations after vows as before vows.
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Society always looks to the individual, even one
who is a religious, to make informed decisions, including
those on healthcare. Just as persons in every walk of life are
influenced in their decision making by their life choices, so
also a religious is influenced in his or her decisions by the
choice to enter religious life. In the final analysis, however,
the individual religious is still the best one to decide about
his or her own healthcare, as about many other decisions.

A basic principle in the American legal system
recognizes that a competent adult has the legal and moral
right to refuse medical treatment. The legal right is qualified
by the state’s interest in preserving life, in protecting
innocent third parties, in preventing suicide, and in main-
taining the medical profession’s ethical integrity. A compan-
ion principle is that the incompetent person has the same
rights as the competent person regarding the legal right to
refuse medical treatment. In this latter situation, other
people must make the decisions the incompetent person
should, but cannot, make.

A basic tenet in healthcare is that modern
medical care works to heal and to prolong life. For many
patients, recovery from an illness is short but the process of
dving is long. Modern medicine can artificially prolong life
even if it cannot ultimately prevent death. Death comes to
evervone, but to very few is it sudden and unexpected.

Once an individual enters a healtheare facility,
the emphasis is on sustaining life. Healthcare providers keep
the patient informed and elicit decisions from the patient or
from a surrogate about healthcare procedures they will or
will not use. If healing is not likely, typically physician’s
desires and training will motivate them to prolong life. At
some point healthcare providers” desires may not mesh with
the patient’s or surrogate’s desires regarding a course of
treatment. When this occurs and a patient is no longer
competent, and his or her wishes are unknown or unclear,
matters worsen. The players in the decision-making process
on the patient’s behalf, or on the healthcare providers’ or the
publics behalf, will have competing interests and liabilities.
Possibly a hospital ethics committee will help the parties find
a solution in the patient’s best interests. If not, and as a last
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resort, recourse will be made to the court to work out
conflicts and liabilities. The ideal course of events is to avoid
going to court. To understand why this area can be so
complicated, it is necessary to review some of the critical
facets of healthcare decision making.

Informed Consent

Today in heaithcare there is great emphasis on
making sure that the patient understands the diagnosis and
the various courses of treatment. Generally choices must be
made in treatment decisions. The patient snould understand
that in the American svstem of law he or she must make
those decisions. This understanding does not mean that the
patient ignores healthcare  professionals” knowledge, ex-
perience, and skill. It does mean that the patient must be
informed of and understand what is happening and agree to
some course of treatment. This agreement is known as
informed consent, which derives trom the patients inberent
dignity )

Intormed consent is not an absolute  term.
Instead, it is a concept that considers many factor= that can
influence any decision. For healtheare, informed  consent
means that the patient understands what is wrong, what will
be done, and what the consequences of both the illness and
the course of treatment or nontreatment are. Fundamental to
ntormed consent is that the patient must know the risks to
his or her dife and health in either accepting or retusing
treatment

A religious, when a patient, has the same right
to make intormed deaisions as anvone else. A refigious also
has the nght and opportunity to have others make informed
deasions tor him or her i a manner that makes sense for
religious hfe and that 15 also aceeptable to society. For a
religious who has lived under vows and has trecuently and
trecly ratitied that chowe, there will be no difficulty in
satistving society’s concerns and spelling out any healtheare
means to be used or avoided at death. The basic Christian
values of respect tor life, death, dving, and eternal life_that
are fundamental to religious life casily surmount any limita-
tion society would impose on critical healtheare decisions.
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Surrogates

When a patient cannot make healthcare deci-
sions, and when no clear process exists for others to make
those decisions, the situation becomes complex. It is possible
that the interests of the parties involved will take precedence
over the patients right to die with dignity, especially in the
context of Christian life. In theory this should not happen,
but some cases that have moved through different courts
suggest that the patient’s best interests were lost in the time
it took to wage an adversarial court case to guard against
liability and make a decision.

Before the 1970s there was not much need for
surrogate decision making. Families for their own members,
and members of religious institutes for their own members,
in cooperation with their physicians, made the critical
decisions about healthcare procedures when the patient
could not decide. This situation has changed in many ways.

One major change is the tremendous increase in
available life-prolonging procedures. Another is the growth
of lawsuits for medical malpractice against healthcare institu-
tions and professionals. The healthcare provider is being
challenged by the courts on behalf of patients and their
survivors. Sometimes the standard of care is found wanting
and the healthcare provider must pay monetary damages to
the patient or to others on the patient’s behalf.

The prominence that a potential lawsuit plays in
the healthcare providers mind cannot be denied, even if
others may criticize the fear of a lawsuit as exaggerated. Fear
of a lawsuit causes the healthcare provider to be more careful
in making sure that informed consent has been obtained.
Where the patient cannot provide the informed consent,
healthcare providers want to be sure the law will protect
them for actions taken at others’ direction. This has led to the
development of several ways through which the patient can
still exercise control, or at least can influence healthcare
decision making, when he or she is no longer competent to
decide.

Another issue of note in regard to healthcare
decision making is the type of decision that the Christian can
or should make to be faithful to Christian traditions. Active
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destruction of one’s own life or the leaving of directions for
others to end one’ life is contrary to the values of Christian
tradition. Harming human life even in the guise of mercy is
unacceptable and no one has a right to do so or to request
such. Suicide or euthanasia are both actions that are wrong
in the Christian tradition, and neither is in any way the
proper subject of plans for healthcare decision making by a
religious.

Suffering is a fact of human life and has special
significance for the Christian as an opportunity to share in
Christ’s redemption. Nevertheless, there is nothing wrong in
trying to relieve suffering. Besides making choices for
different healthcare procedures, any planning for surrogate
decision making should include the patients wishes regard-
ing relief of suffering, especially in certain types of painful
terminal illness.

The religious must make sure that the traditions
and values that guide religious life find their way into any
plans for surrogate decision making. It is not enough to
appoint someone to decide when one is no longer compe-
tent; it is important to provide the surrogate decision maker
with examples of the types of decisions a religious would
make and the underlying principles. First and foremost,
Church teaching does not hold that life is an absolute value,
but it is seen as a basic one that is a source and an
indispensable condition of every human activity and all
society. Therefore the religious should clearly state that life,
although basic and fundamental, is not to be preserved and
prolonged at all costs.

Every individual has a duty to care for his or her
own body and to seek necessary medical care, but this does
not mean that all remedies must be used in all circum-
stances. Traditional Church teaching holds that one is not
obliged to use “extraordinary means” to prolong life when
such means offer no reasonable hope or benefit or when
they involve great hardship. Unfortunately, decisions in this
regard are very complex. As medical science advances, the
effectiveness of procedures on patients changes. No patient,
even the religious patient, can or should make such deci-
sions without discussing them with members of his or her
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own religious institute, with the family if possible, and with
medical care providers.

IS LIVING WILL

Ore of the common ways a person can address
the possibility of not being able to make healthcare décisions
personally is by providing direction to others. In their
simplest form, these directions may be no more than advice
to physicians and others to follow in critical healthcare
decision making. A popular name for these directions is a
living will. In its short history it has evolved from a simple
statement of nonbinding advice to a document that in some
states must be followed.

In some ways the term living will is a curiosity
and even a contradiction. It is obvious that whoever invented
the phrase wanted to convey the idea that someone not yet
dead was spelling out personal choices, in this case about
healthcare decision making. The key word in the phrase
living will is will, a term with a long history. Many people
are advised to write a will in order to make their intentions
known regarding their affairs after they are dead. Church
law directs all religious to make a civilly valid will at the time
they profess vows.

English common law has built up a vast body of
law regarding wills, but the law deals with the content of a
will only after the perscn making it is dead. A will has no
use or effect over a person or his or her property during life.
A will has relevance only after death. For example, a person
can make a will leaving all his or her property to one person.
Even though that will is ready to be used and is validly
executed, the person may give the property to another so at
the time of death there is no property to distribute. People
may question such a person’s good sense but no law was
broken. At the time of death the will is valid, but regarding
the property bequest, it will be ineffective. The will can
control only what the person owns at the time of death.

For the lawyer trained in common law tradi-
tions, therefore the term living will was difficult to accept or
appreciate. Today this is no longer such a problem because
different state legislatures have defined the concept in ways
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The original intent of the living will concept was
to borrow from the law an idea about a statement that
expressed a person’s wishes when he or she would be
unable to do so. Whereas the true will is a binding document
after death, the usual living will has no binding effect. It
provides only advice. Yet it remains a useful tool for allowing
one’s decisions to be preserved.

Good living will statements exist in several
forms and a religious can consider their use. On page 18 is a
sample living will called a A Christian Affirmation of Life:
Directions For My Treatment, published by The Catholic Health
Association. The fact that the Christizn Affirmation of Life is in
its third edition indicates that it is still evolving to keep up
with developments.

Many people in America have used different
types of living will documents whether or not they were or
are called living wills. The use of a living will is still a helpful
way to make known one’s wishes beforehand, but there has
also been much activity around the country to address the
fundamental defects in the living will. Merely providing
advice is not enough, espedially if it is not binding or if
healthcare providers believe that following the advice does
not protect them from liability.

To address the defects in the living will, differ-
ent states have by statute defined the living will (sometimes
under different names) as being more than advice. Some
states have advanced the concept to where the living will
amounts to a durable power of attorney (see below). Where
state action has occurred, the trend is to make sure a citizen
retains the right to make binding critical healthcare decisions
or to have others make them when he or she is unable to act.
The laws usually state that when healthcare providers rely on
a living will document drafted to conform to the law, they are
not liable for actions performed in good faith. In some places
living will laws have made it mandatory that a medical
provider honor a patients wishes or withdraw from a
particular case.

Most hkely, generally acceptable living will doc-
uments, under various names, will emerge for use through-
out the United States. Until that time comes, it is necessary to
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ensure that any document used conforms to local law and is
checked periodically for continued validity. Religious have an
additional problem not yet effectively treated in many living
will statutes — the choice of a surrogate decision maker.

Some living will statutes require the physician
to honor the patients wishes and generally state that the
physician should consult with the patients family if he or
she needs help in making decisions. The law presumes that
the patients family decides in place of the incompetent
patient. This may not be an acceptable solution for a
religious, nor one sensitive to the values of religious life. Few
states provide in their living will statutes for nonfamily
surrogates, but none demands that surrogates only be
natural or legal family members. A religious, therefore, can
choose to name surrogate decision makers, and a durable
power of attorney, not a living will, is the better way to make
that choice.

Power of attorney law has always recognized a
person’s ability to select an unrelated agent to act on his or
her behalf. This area of law has some problems, but it is
more developed. The durable power of attorney is a better
choice for a religious to consider than a living will, since it is
binding.

DURABLE POWER OF ATTORNEY

The concept of durable power of attorney has
roots in the ancient English common law concept of power of
attorney. Its growth into the longer phrase — durable power
of attorney — is recent history. Yet it is an older concept than
a living will. The difficulty with the durable power of
attorney concept is that only very recently has it been
considered for use in healthcare decision making. For years
the plain power of attorney or durable power of attorney was
never associated with healthcare matters. That situation is
changing; in many states a well-drafted durable power of
attorney can offer a religious an excellent means to express
his or her wishes on critical healthcare decisions that others
may have to enforce. It combines in one document control
over one’s healthcare wishes and the legal means to make
sure one’s wishes are carried out.
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In English common law many of the legal
structures found today developed in response to society’s
needs to act in an orderly manner. Corporations and trusts,
for instance, are old concepts that are still developing to meet
current needs. The power of attorney had similar roots as a
response to society’s needs to function in an age of limited
communications. A businessperson could not be everywhere
at once, and a person engaged in one place had no way to
conduct affairs elsewhere. To address that problem, which
was a real constraint on commerce, the person (the principal)
was able to name an agent to act on the principal’s behalf.
Over time many formalities developed around this process,
and it become known as granting a power of attorney. This
does not mean that the agent must be an attorney.

One holding a power of attorney has a written
instrument that delegates the principal’s power to the agent
in different ways and varying degrees depending on the
principal and the business at hand. As the power of attor-
ney developed, and for many years, it was effective only as
long as the principal granting it could act at the very same
time the agent acted if only the principal were present. If
the principal could not act, the agent could not validly act.
This concept makes sense it one considers that the
power of attorney developed as a response to the inability to
communicate or travel easily. No thought was given to
what would happen if the principal could not act. The power
of attorney thus was not valid if the principal became
incapacitated. -

In time a type of power of attormey evolved that
could survive the incapacity of the principal granting it. This
became known as a durable power of attorney. The change
addressed the business reasons that usually surrounded the
power of attorney when communication and travel improved
to existing levels. When a person selects the durable power
of attormey, he or she does not want business damaged just
because the principal happens to be unable to act. Also, the
durable power of attormev ensures that an individuals
wealth, or business affairs, receive proper care even if the
person is unable to conduct the affairs personally. In this
latter sense the durable power of attorney provides a good

11
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response to healthcare decisions and a patient’s inability to
act, but it was not developed to grant powers about
healthcare decisions. It was confined to business matters.
Today all 50 states and the District of Columbia provide for a
durable power of attorney in various matters. All cover
business uses, but not all provide for healthcare decision
making.

Some states specifically provide that a durable
power of attorney can be used for healtlicare, and many
more do not prohibit healthcare purposes even if they are not
specifically provided for in legislation. The durable power of
attorney concept will no doubt evolve so that it will be
recognized to cover not only business matters but healthcare
matters as well.

Statements by a 1983 presidential commission
and various governors’ commissions that have looked at the
whole process of healthcare decision making are clearly
urging that the law move to recognize the need for knowing
a patient’s healthcare wishes and having a surrogate in place
to carry out those wishes when the patient is unable to act.
Not all the devices that an: found in state law that address
this problem are called a durable power of attorney, but more
and more states are addressing these issues in both appro-
priate and legal ways. In time, common instruments will
emerge nationwide.

Thus, a religious wishing to articulate his or her
vishes for healthcare decision making and name a surrogate
to act on his or her behalf can draft a legal instrument to that
effect in most states. Even where the law is still evolving, or
where it has been slow to address this concern, a durable
power of attorney dealing with an individual’s healthcare
wishes and naming a surrogate decision maker can provide
knowledge about the individuals desires. Even if the durable
power of attornev is technically defective or is not recognized
for healthcare uses, it can have value as a statement of the
individuals wishes, since no court has ever denied the
paramount importance of following a patient’s clearly stated
wishes regarding healthcare matters.

A religious using a durable power of attorney
must make clear in the document that he or she is a
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religious. This ensures that the usual presumption of favor-
ing family decision makers will not be used to preclude
participation by members of ones religious institute in
healthcare decisions.

Selection of one sample document over another
for the durable power of attorney depends on a particular
jurisdiction’s legal concerns. For example, California has a
specific form that has legal recognition and effect. In that
state there should be no reason to deviate from the pre-
scribed form. In most other states, one has some choice in
how much to include in the document beyond stating one’s
religious life affiliation.

The religious must decide between a durable
power of attormeyv restricted only to healthcare decision
making or one that combines healthcare and business
matters. Covering both healthcare and business matters may
be important in some cases, but generally religious, who do
not own property, do not need to include business powers in
a durable power of attorney. On the other hand, when a
religious institute in consultation with its attorney begins
drafting a durable power of attorney for use by its members,
it must be aware of how the durable power of attorneyv
concept is understood in its own jurisdiction. If there is
support for a durable power of attorney containing only
healthcare powers, business powers can be omitted. 1If a
jurisdiction has not developed its law on the durable power
of attorney to consider healthcare powers, adding business
powers, even if they are never needed, will strengthen the
durable power of attome document, ensuring its effec-
tiveness. Business powers can thus become the bridge to
give recognition to the health powers. One should not
conclude that business powers shouid be excluded from a
durable power of attorney just because they do not seem
relevant. Legal advice concerning their inclusion or exclusion
is cruaial.

In the final analysis, a durable power of attorney
is a legal instrument that must stand or fall on review by the
legal system. One's own preferences regarding the form of
the document are important but are secondary to the
primary concern of ensuring the durable power of attornev’s

13
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effectiveness.

While a religious institute and its attorney are
drafting a durable power of attorney, the attorney most likely
will play a key part, but this should not preclude the
religious institute from making sure that the attorney gives
proper place to statements in a durable power of attorney
that explain that the religious made a free choice of entering
religious life, has reaffirmed that choice in many ways
through the years, and that life’s values deserve recognition
in any consideration or review by the users of the durable
power of attorney document. These statements need not be
long but should be clear. They should also address any
potential questions on why family members are not holders
of the power or why they are not looked to for critical
healthcare decisions. ’

To cover fully the family issue, the durable
power of attorney should include statements that the re-
ligious loves his or her family, but, because of the personal
life choices made, expects the public to look to the religious
institute through its lawful superiors for decision making
when the religious cannot personally act. The document
must clarify the religious’ choice of life and that this choice
counts for something. A durable power of attornev should
not be suspect because the family is left out of the decision-
making process. Even if the family wishes to interfere, as
may happen, the durable power of attorney document
should effectively notify all involved regarding the religious’
intentions. Society easily recognizes that a husband will
usually act on his wife's behalf, or vice-versa, and that blood
relatives do not take precedence over a spouse. Society can
be expected to do the same for religious and recognize the
religious institute over the family.

Society recognizes legally the free choice of two
people to marry and become a new family unit. Given this,
society should and will, if notified, grant similar rocoz_,mtmn
to a rellgmus free choice of his or her religious “family”
Society and its laws do protect an individual’s rights to make
known certain actions. If the contents of a durable power of
attorney are ever questioned, and if the document is found
defective, it at least can provide evidence on what course of
action the religious expected to be followed.
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Much has been said about drafting-a good
durable power of attorney, but the discussion has not
covered one critical aspect of the document. Usually the
person signing a durable power of attorney for healthcare
decisions does not need it at the time of signing. If it were
needed right away, serious questions would arise about the
signer’s competency to execute a legal instrument. How does
a durable power of attorney become effective when it is
needed?

Putting a durable power of attorney into effect
usually is done by invoking the “springing power” (a
statement that indicates how and when the durable power
becomes effective) that should be in the document. The exact
contents of the “springing power” can vary, but its purpose
is to make the existence of the durable power of attorney
known and to allow the agent holding the power to act. [ts
possible to grant the “springing power” to one party and the
rest of the powers in the durable power of attorney to
another. Usually the one obligated to carry out the individu-
al’s wishes will also have the “springing power.”

Once a religious institute has a durable power ot
attorney it wishes to offer to its members, the members must
understand its contents and its purpose. This is on the whole
an easy and expected condition, but it is also vital to observe
any legal formalities that will ensure that the document, it it

ever is needed, will be effective. The law establishes mini--

mum standards by which society recognizes legal instru-
ments when the party who made them is unable to certity
that the instrument belongs to him or her. Thus, certain
formalities must be observed. In most states, a notary’s
certification to the durable power of attorney is advisable.
The local attornev will know when to suggest that additional
step. If it is suggested, it further validates the document.
Finatly, the durable power of attorney, like the
living will is still evolving. Care should be taken to ensure
that a document once established for a religious institute
(more than one document may be needed by some institutes
in multiple jurisdictions) retain its validity. It may be neces-
sary to revise it periodically. Also, any policy in effect should
encourage members of the religious institute to redo the
durable power of attorney periodically to ensure that their

15
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intentions regarding healthcare have not changed. An addi-
tional reason for redoing the durable power of attorney is to
allow for the steady advance of technology. Basic Christian
values applied to healthcare will require the religious to
reevaluate continually the medical means that will or will not
be used in his or her case.

In conclusion, legal means are now available to
help religious make responsible decisions about their health-
care at the time of death. Not to use these means auto-
matically shifts control of decision making to the religious’
family or to society at large and places at risk the value a
religious gives to death with dignity through being fully
prepared as a Christian. To take this risk is both irresponsible
and unnecessary. )
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A PPENDTIZCESS

The following sample is the Christian Affirmation
of Life, published in 1987 by The Catholic Health Association
of the United States. It offers an introduction on the
decision-making process surrounding healthcare issues and
includes the actual form expressing one’s wishes for decision
making.

The sample General Durable Power of Atic ey
describes the full range of business, personal, and healthcare
powers that a religious could delegate to another person,
such as the major superior of the religious institute or even a
major part of the institute. The document also allows for the
major superior to decide when the “power” becomes effec-
tive and if another should act in the major superiors place.
State law will influence under what form and title the
concepts discussed in the text can be made effective. State
law forms and practice must be followed carefully.

The sample Durable Power of Attorney for
Healthcare is similar to the General Durable Power of
Attorney but is confined to healthcare decision making. Note
that the document that will be effective to accomplish the
principal’s wishes and will be effective within a particular
state’s legal system is the better choice. Possibly a General
Durable Power of Attorney that includes healthcare issues
will be more effective in some states than the more limited
Durable Power of Attoiney for Healthcare. Legal advice is
needed to allow a religious or religious institute to make the
best choice.

The durable power of attorney samples suggest
that the agent for a religious be the Major Superior (e.g.,
Superior General, Provincial), but religious can select any
agent. If the agent is other than the Major Superior, the
religious institute must decide whether it can cooperate in
decisions the agent makes. A religious institute has rights
and cannot be bound to the consequences of decisions made
by agents of its members who have no authority or responsi-
bility for the institute’s leadership and welfare.

17
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CHRISTIAN AFFIRMATION OF LIFE

18

Christians believe that in death life is trans-
formed by the power of Christ’s death and resurrection into
eternal life. Because of this belief it is not always necessary
to use every possible means to resist death. Persons who
are dying should be given whatever support they desire
to alleviate pain and to prepare for death, but they have
no obligation to endure medical interventions that unduly
prolong their dying without offering them reasonable
benefit.

Persons who are terminally ill have the right
and the primary responsibility to decide to what extent they
will receive treatment. In order that they can exercise this
responsibility, they should be fully advised of the diagnosis,
the prognosis, the proposed treatment, other available treat-
ment options, and the risks and benefits of each course of
action.

When a person is unable to make decisions
regarding treatment, others, usually the next of kin, will do
so, but they must make these judgments in accordance with
the person’s legitimate wishes, if they are known. The
“Christian Affirmation of Life” is provided as a means of
indicating one’s desires regarding treatment at the time of
terminal illness. It is not intended as a legal document, but
one of moral persuasion. However, it may have legal effect in
some states, so the advice of an attorney is encouraged.

Directions For My Treatment

To my family, friends, pastor, physician, and attorney:

Because of my Christian belief in the dignity of
the human person and my eternal destiny in God, 1 ask that
if I become terminally ili I be fully informed of the fact so that
| can prepare myself emotionally and spiritually to die.

I have a right to make my own decisions
concermning treatments that might unduly prolong the dying
process. If I become unable to make these decisions and have
no reasonable expectation of recovery, then | request that no
ethically extraordinary treatment be used to prolong my life
but that my pain be alleviated if it becomes unbearable, even
if this results in shortening my life. (“Ethically extraordinary
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treatment” is treatment that does not offer a reasonable hope
of benefit to me or that cannot be accomplished without
excessive expense, pain, or other grave burden.) However,
no treatment should be used with the intention of shorten-
ing my life.

I request that my farily, my friends, and the
Christian community join me in prayer as 1 prepare for
death. I request that after my death others continue to pray
for me so that I will, with God’s grace, enjoy eternal life.

Signed:
Date:
Witnessed:
Witnessed:

19
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R GENERAL DURABLE POWER OF ATTORNEY

20

I (full legal name and if applicable add religious name)
presently of (dty and state) hereby appoint Sister/ Brother/Father,
(title — provincial, general superior or president, etc.) Of the (full title of the
religious institute or religious title of the province of a named religious institute;
tittes should be Church names and not corporate titles) and (her/his)
successor in this same office as my attorney-in-fact (herein
called agent). I further grant the same status as my attorney-
in-fact (agent) to any other member of the (restate the name of the
religious institute) designated in writing by the (restate the title of the
superior) or other designated agent may act alone or in
cooperation with each other. Mention of agent, agent(s) or
agents shall not require joint action by my agents. Once this
power is declared effective, each agent alone may act validly.
Who acts shall be controlled by the (restate the title of the superior).

EFFECTIVE DATE OF DURABLE POWER OF
ATTORNEY. This durable power of attorney shall become
effective on my disability or incapacity and shall thereafter
not be affected by such disability or incapacity. The effective
date shall be determined by the (restate the title of the superior) in
writing attached to this durable power and (hisher) decision
shall not be questioned by any third party.

1 expect that the (restate the title of the superior) may
declare all or part of this power of attorney effective
depending on the circumstances and (heshe) shall be guided
in this decision by consultations with appropriate healthcare
professionals. Once the power is invoked, any agent given
authority to act on my behalf may do so. Further, this
durable power of attorney is intended to be effective in and
conform to the laws of my state of residence indicated above.

MY LIFE AS A MEMBER OF (name of the religious
institute and of province if applicable). It is my firm conviction that my
life as a member of this religious institute has meaning and
value in any circumstance that occurs once this durable
power of attorney is declared effective. My decision to join
the (repeat the name of the religious institute) was a free choice and is
one that has been constantly reaffirmed over the years by my
free choice to live the life of religious in this religious
community. I do not wish any third party to look to anyone
else for decisions regarding me except those acting as my
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agent(s).

I especially expect healthcare providers to act on
my behalf as directed by my agent(s) and not to look to my
family for decisions about my care. Also, I expect my family
to honor my wishes and not interfere in decisions about my
life or care. This desire in no way manifests a lack of love for
my family, but it does recognize that I am a member of (named
religious institute) and the proper one to decide about my care is
the major superior of my religious institute acting personally
or through other members as my agent(s). My agent(s),
however, may consult with my family regarding my affairs or
healthcare, and I encourage such consultation. If, against my
wishes, this power of attorney, or decisions made because of
it, is referred to a court of law, I expect the usual presump-
tions found in law to look to family especially for healthcare
decisions to be put aside. I made a free choice in life to be a
member of (name of religious institute and provirce 1f applicable) and to
execute this durable power of attorney; I expect those choices
to be honored and the decisions made by my agent(s) to be
upheld.

GRANT OF POWERS. I grant to my agent(s)
the following general business and healthcare powers to be
exercised in my name and for my benefit:

1. General Grant of Poweer. To exercise or perform any
act, power, duty, night, or obligation whatsoever that [ now
have or may hereafter acquire, relating to any person, matter,
transaction, or property, real or personal, tangible or intangi-
ble, now owned or hereafter acquired by me, including,
without limitation, the following specifically enumerated

everything necessary in exercising any of the powers herein
granted as fully as I might or could do if personally present,
with full power of substitution or revocation, hereby ratifving
and confirming all that my agent(s) shall lawfully do or cause
to be done by virtue of this power of attormey and the
powers herein granted;

2. Collection Powers. To forgive, request, demand, sue
for, recover, collect, receive, hold all such sums of money,
debts, dues, commercial paper, checks, drafts, accounts,
securities, retirement or insurance benefits, all documents of
title, all property of any type, now or hereafter owned by, or

21
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due, owing payable or belonging to me or in which I have or
may hereafter acquire an interest; to have, use, and take all
lawful means and equitable and legal remedies and proceed-
ings in my name for the collection and recovery thereof, and
to adjust, sell, compromise, and agree for the same, and to
execute and deliver for me on my behalf, and in my name, all
endorsements, releases, receipts, or other sufficient dis-
charges for the same;

3. Real and Personal Property Powers. To agree for,
contract, purchase or sell, receive or exchange, and maintain
any type of property in any form of ownership upon such
terms and conditions as my agent(s) shall determine;

4. Contract Powers. To make, do, and transact every
kind of business of whatever nature, and also for me and in
my name, and as my act and deed, to sign, seal, execute,
deliver, and acknowledge any and all documents resulting
from such business;

5. Banking Powers. To make, draw, sign in my name,
deliver, and accept all banking instruments tor deposit or
withdrawal from any commercial or savings account;

6. Tax Returns. To prepare, execute and file reports,
returns, declarations, forms, and statements for any and all
tax purposes, to pay such taxes and any interest or penalty
thereon or additions thereto; to make and file objections,
protests, claims for abatement, refund or credit in relation to
any such tax proposed, levied, or paid;

7. Restrictions on Agents’ Powers.

a. No power exists to execute a will, trust, or codicil
on my behalf by my agent(s) but my agent(s) can
enter into custodial arrangements with a bank
with trust powers.

b. No assets of mine can be directed to my agent(s)
unless after my death my will so directs.

8. Interpretations and Governing Laws. This instrument is
to be construed and interpreted as a general durable power
of attorney subject to the laws of the state of my residence.
The enumeration of some specific powers herein is not
intended, nor does it limit or restrict, the general powers
herein granted to my agent(s) or those powers provided by
statute. No grant of power contrary to law should negate the
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effect of the remaining lawful powers or the general intent of

this durable power of attorney.

9. Personal and Medical Care. My agent(s) are to make
each and every judgment necessary for the proper and
adequate care and custody of me including to fire, employ,
pay for, and discharge such domestic help, nursing services,
and practical and/or registered nurses as my agent(s) may
determine to be in the best interests of my health, and the
power to give an informed consent or any informed refusal
on my behalf with respect to my physical or mental
healthcare and comfort, including specifically by way of
illustration only and not by way of limitation:

a. Any medical care, diagnosis, surgical procedure,
therapeutic procedure and/or other treatment of
any type or nature;

b. Any physical rehabilitation program;

¢. Any dental procedurz;

d. Any psychiatric or psychological care or treat-
ment; -

¢. The admission to any hospital, medical center,
nursing home, or mental institution;

f. The use of any drugs, medication, therapeutic
devices, or other medicines or items related to
my health;

. The execution of waivers, medical authorizations,
and such other approval as may be required to
permit or authorize care which I may need;

h. The waiver of anv doctor-patient privilege; and
the power in general to take and authorize all
acts with respect to my health and well-being,
and to expend all amounts in connection there-
with to the same extent as 1 could if mentally
competent to do so. The prices, costs, expenses,
and compensation incurred in furtherance of the
foregoing are all to be within the sole and
absolute discretion of my agent(s);

i. The access to any and all medical information
from past or present.

10. Terminate Life Support Systems. 1 wish to live as long
as possible, but I do not wish to receive futile medical

T
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treatment, which I define as treatment that will provide no
benefit to me and will only prolong my inevitable death or
irreversible coma. Therefore, my agent(s) are to request that
aggressive medical therapy not be instituted or, if instituted,
be discontinued, including (but not limited to) cardiopul-
monary resuscitation, the implantation of a cardiac pace-
maker, renal dialysis, parenteral feeding, the use of respira-
tors or ventilators, blood transfusions, nasogastric tube use,
intravenous feedings, endotracheal tube use, antibiotics, and
organ transplants. They should try to discuss the specifics of
any such decision with me if I am able to communicate with
them in any manner, even by blinking my eyes. If I am
unconscious, comatose, senile, or otherwise unreachable by
such communication, my agent(s) should make the decision
guided primarily by any preferences that 1 may have
previously expressed and secondarily by the information
given by the physicians treating me as to my medical
diagnosis and prognosis. My agent(s) may specifically re-
quest and concur with the writing of a “no-code” (DO NOT
RESUSCITATE) order by the attending treating physician.

CERTIFICATION FOR ARTICLES 9 AND 10

I certify that 1 have read Articles 9 and 10 authorizing my
agent(s) to refuse medical treatment for me under the
circumstances specified in these articles, that I understand
such provisions, and that such provisions state my wishes
and desires under the circumstances described.

(Signature)

11. Provide Me Relief from Pain. My agent(s) are to
consent to and arrange for the administration of pain-
relieving drugs of any type, or other surgical or medical
procedures calculated to relieve my pain even though their
use may lead to permanent physical damage, addiction, or
even hasten the moment of (but not intentionally cause) my
death.

12. Protet My Right of Privacy. My agent(s) are to
exercise my right of privacy to make decisions regarding my
medical treatment and my right to be left alone even though
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the exercise of my right might hasten death or be against
conventional medical advice. They may take appropriate
legal action, if necessary in their judgment, to enforce my
right in this regard.

13. Make Anatomical Gifts. My agent(s) have the power
to make anatomical gifts to such persons and organizations
as deemed appropriate.

14. Funeral Arrangements. My agent(s) shall make any
arrangements for my funeral and burial.

15. Power to Nominate Conservator or Guardian. If required
by law or by a court order, my agent(s) should nominate
and/or petition for the appointment of one agent named
herein to be a guardian, conservator, or serve in any
fiduciary office representing me or any interest of mine.
Also, [ waive any bond requirement such office may require.

16. Third Party Reliance. For the purpose of inducing any
medical care provider, bank, broker, custodian, insurer,
lender, transfer agent, taxing authority, governmental agency,
or other party to act in accordance with the powers granted
in this document, 1 hereby represent, warrant, and agree
that:

a. If this document is revoked or amended for any
reason, 1, my estate, my heirs, successors, and
assigns will hold such party or parties harm-
less from any loss suffered, or liability incurred,
by such party or parties in acting in accordance
with this document prior to that party’s re-
ceipt of written notice of any such termination or
amendment.

b. The powers conferred on my agent(s) by this
document may be exercised by them alone, and a
signature or act under the authority granted in
this document may be accepted by third parties
as fully authorized by me and with the same
force and effect as if | were personally present,
competent, and acting on my own behalf.

¢. No person who acts in reliance on any represen-
tation made as to the scope of authority granted
under this document shall incur any liability to
me, my estate, my heirs, successors, or assigns
for permitting the exercise of any such power,
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WITNESSED: _

81

nor shall any person who deals with my agent(s)
be responsible to determine or insure the proper
applications of funds or property.

. All third parties from whom my agent(s) may

request information regarding my health or per-
sonal affairs are hereby authorized and directed
to provide such information to them without
limitation and are released from any legal liability
whatsoever to me, my estate, my heirs, succes-
sors, or assigns for complying with their re-
quests. With specific reference to medical infor-
mation, including information about my mental
condition, I hereby authorize in advance all
physicians and psychiatrists who have treated
me and all other providers of healthcare, includ-

- ing hospitals, to release to my agent(s) all infor-

mation and photocopies of any records that my
agent(s) may request.

17. Photographic Copies. Photographic or other facsimile
reproductions of this executed power may be made and
delivered by my agent(s) and may be relied on by any person
to the same extent as though the copy were an original.
Anyone who acts in reliance on any representation or
certificate of my agent(s) or on a reproduction of this power
shall not be liable for permitting my agent(s) to perform any
act pursuant to this power.

I have signed and delivered this General Dura-

ble Power of Attorney this ____day of ____

Signature

Signature

Sign;ature
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State of
County of

On this day of

personally appeared before me, a -

Notary Public, who executed the above General Durable
Power of Attorney, and acknowledged the same to be his/her
free act and deed.

Subscribed and sworn to before me, this .
day of ,

Notary Public

My Commission expires

27
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I DURABLE POWER OF ATTORNEY FOR HEALTHCARE

1 (ki legal name and if applicable add religious name)
presently of (cty and state) hereby appoint Sister/ Brother/Father,
(title-provincial, general superior or president, etc.) of the (il title of the

religious institute or religious title of the province of a named religious institute;
titles should be Church names and not corporate titles) and (herthis)
successor in this same office as my attorney-in-fact (herein
called agent). [ further grant the same status as my attorney-
in-fact (agent) to any other member of the (restate the name of the
religious mstitute) designated in writing by the restate the ttle of the
superor) O other designated agent may act alone or in
cooperation with each other. Mention of agent, agent(s) or
agents shall not require joint action by my agents. Once this
power is declared effective, each agent alone may act validly.
Who acts shall be controlled by the (restate the title of the supenon).

EFFECTIVE DATE OF DURABLE POWER OF
ATTORNEY FOR HEALTHCARE. This durable power of
attorney for healthcare shall become effective on my disabil-
ity or incapacity and shall thereafter not be affected by such
dlsablht_\ or incapacity. The effective date shall be deter-
mined by the (revate the title of the supenon in writing attached to
this durable power and (hishen decision third party.

I expect that the (revate the title of the supenony may
declare all or part of this power of attorney effective
depending on the circumstances, and (he shey shall be guided
in this decision by consultations with appropriate healthcare
professionals. Once the power is invoked, any agent given
authority to act on my behalf may do so. Further, this
Durable Power of Attorney is intended to be effective in and
conform to the laws of my state of residence indicated above.

MY LIFE AS A MEMBER OF (n.m\o. 0!' the relpnous

life as a mcmber of thls rehglous institute has meaning and
value in any circumstance that occurs once this durable
power of attorney is declared effective. My decision to join
the (repeat the name of the religious mshtute) Was a free choice argd is
one that has been constantly reaffirmed over the years by my
free choice to live the life of religious in this religious
community. I do not wish any third party to look to anyone
else for decisions regarding me except those acting as my
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I especially expect healthcare providers to act on
my behalf as directed by my agent(s) and not to look to my
family for decisions about my care. Also, I expect my family
to honor my wishes and not interfere in decisions about my
life or care. This desire in no way manifests a lack of love for
my family, but it does recognize that I am a member of (ramed
religious institute), and the proper one to decide about my care is
the major superior of my religious institute acting personally
or through other members as my agent(s). My agent(s),
however, may consult with my family regarding my affairs or
healthcare, and I encourage such consultation. If, against my
wishes. this power of attorney, or decisions made because of
it, i3 referred to a court of law, I expect the usual presump-
ticas found in law to look to family, especially for healthcare
dec'sions, to be put aside. I made a free choice in life to be a
meniber of (name of religious institute and province if applicable) and to
execute this durable power of attorney; I expect those choices
to be honored and the decisions made by my agent(s) to bte
upheld.

GRANT OF POWERS. I grant to my agent(s)
the following healthcare and related powers to be exercised
in my name and for my benefit:

1. Personal and Medical Care. My agent(s) are to make
each and every judgment necessary for the proper and
adequate care and custody of me including to fire, employ,
pay for, and discharge such domestic help, nursing services,
and practical and/or registered nurses as my agent(s) may
determine to be in the best interests of my health, and the
power to give an informed consent or any informed refusal
on my behalf with respect to my physical or mental
healthcare and comfort, including specifically by way of
illustration only and not by way of limitation:

a. Any medical care, diagnosis, surgical procedure,
therapeutic procedure, and/or other treatment of
any type or nature;

b. Any physical rehabilitation program;

Any dental procedure;
d. Any psychiatric or psychological care or treat-
ment;

n
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e. The admission to any hospital, medical center,
nursing home, or mental institution;

f. The use of any drugs, medication, therapeutic
devices, or other medicines or items related to
my health;

g- The execution of waivers, medical authorizations,
and such other approval as may be required to
permit or authorize care that I may need;

h. The waiver of any doctor-patient privilege; and
the power in general to take and authorize all
acts with respect to my health and well-being,
and to expend all amounts in connection there-
with to the same extent as I could if mentally
competent to do so. The prices, costs, expenses,
and compensation incurred in furtherance of the
foregoing are all to be within the sole and
absolute discretion of my agent(s);

i. The access to any and all medical information
from past or present.

2. Terminate Life Support Systems. I wish to live as long
as possible, but I do not wish to receive futile medical
treatment, which I define as treatment that will provide no
benefit to me and will only prolong my inevitable death or
irreversible coma. Therefore, my agent(s) are to request that
aggressive medical therapy not be instituted or, if instituted,
be discontinued, including (but not limited to) cardiopul-
monary resuscitation, the implantation of a cardiac pace-
maker, renal dialysis, parenteral feeding, the use of respira-
tors or ventilators, blood transfusions, nasogastric tube use,
intravenous feedings, endotracheal tube use, antibiotics, and
organ transplants. They should try to discuss the specifics of
any such decision with me if [ am able to communicate with
them in any manner, even by blinking my eyes. If I am
unconscious, comatose, senile, or otherwise unreachable by
such communication, my agent(s) sirould make the decision
guided primarily by any preferences that I may have
previously expressed and secondarily by the information
given by the* physicians treating me as to my medical
diagnosis and prognosis. My agernit(s) may specifically re-
quest and concur with the writing of a “no-code” (DO NOT
RESUSCITATE) order by the attending, treating physician.

30~



86

3. Provide Me Relief from Pain. My agent(s) are to
consent to and arrange for the administration of pain-
relieving drugs of any type or other surgical or medical
procedures calculated to relieve my pain even though their
use may lead to permanent physical damage, addiction or
even hasten the moment of (but not intentionally cause) my
death.

4. Protect My Right of Privacy. My agent(s) are to
exercise my right of privacy to make decision regarding my
medical treatment and my right to be left alone even though
the exercise of my right might hasten death or be against
conventional medical advice. They may take appropriate
legal action, if necessary in their judgment, to enforce my
right in this regard.

- 5. Make Anatomical Gifts. My agent(s} have the power
to make anatomical gifts to such persons and organizations
as deemed appropriate.

6. Funeral Arrangements. My agent(s) shall make any
arrangements for my funeral and burial.

7. Power to Nominate Conservator or Guardian. 1f required
by law or by a court order, my agent(s) should nominate
and/or petition for the appointment of one agent named
herein to be a guardian, conservator, or serve in any
fiduciary office representing me or any interest of mine.
Also, [ waive any bond requirement such office may require.

8. Interpretations and Governing Laws. This instrument is
to be construed and interpreted as a durable power of
attorney for healthcare subject to the laws of the state of my
residence. The enumeration of some specific powers herein
is not intended, nor does it limit or restrict the powers herein
granted to my agent(s). No grant of power contrary to law
should negate the effect of the remaining lawful powers or
the general intent of this durable power of attorney for
healthcare.

9. Third Party Reliance. For the purpose of inducing any
medical care provider, governmental agency, or other party
to act in accordance with the powers granted in this
document, I hereby represent, warrant, and agree that:

a. If this document is revoked or amended for any
reason, I, my estate, my heirs, successors, and
assigns will hold such party or parties harm-

31
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less from any loss suffered, or liability incurred,
by such party or parties in acting in accordance
with this document prior to that party’s receipt
of written notice of any such termination or
amendment. :

b. The powers conferred on my agent(s) by this
document may be exercised by them alone, and a
signature or act under the authority granted in
this document may be accepted by third parties
as fully authorized by me and with the same
force and effect as if I were personally present,
competent, and acting on my own behalf.

c. No person who acts in reliance on any represen-
tation made as to the scope of authority granted
under this document shall incur any liability to
me, my estate, my heirs, successors, or assigns
for permitting the exercise of any such power,
nor shall any person who deals with my agent(s)
be responsible to determine or ensure the proper
applications of funds or property.

d. All third parties from whom my agent(s) may
request information regarding my health or per-
sonal affairs are hereby authorized and directed
to provide such information to them without
limitation and are released from any legal liability
whatsoever to me, my estate, my heirs, succes-
sors, or assigns for complying with their re-
quests. With specific reference to medical infor-
mation, including information about my mental
condition, I hereby authorize in advance all
physicians and psychiatrists who have treated
me and all other providers of healthcare, includ-
ing hospitals, to release to my agent(s) all infor-
mation and photocopies of any records that my
agent(s) may request.

10. Photographic Copies. Photographic or other facsimile
reproductions of this executed power may be made and
delivered by my agent(s) and may be relied on by any person
to the same extent as though the copy were an original.
Anyone who acts in reliance on any representation or
certificate of my agent(s), or on a reproduction of this power,
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shall not be liable for permitting my agent(s) to perform any
act pursuant to this power.
I have signed and delivered this Durable Power

of Attorney Attormey this day of
Signature
WITNESSED:
Signature
Signature
State of
County of
On this day of , ,
personally appeared before me, a

Notary Public, who executed the above Durable Power of
Attorney for Healthcare, and acknowledged the same to be
his/her free act and deed.

Subscribed and sworn to before me, this

day of

Notary Public

My Commission expires
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The Catholic Health Association of the United
States is the national organization of Catholic hospitals and
long term care facilities, their sponsoring organizations and
systems, and other health and related agencies and services
operated as Catholic. It is an ecclesial community participat-
ing in the mission of the Catholic Church through its
members’ ministry of healing. CHA witnesses this ministry
by providing leadership both within the Church and within
the broader society and through its programs of education,
facilitation, and advocacy.

This document represents one more service of
The Catholic Health Association of the United States, 4455
Woodson Road, St. Louis, MO 63134-0889, 314-427-2500.
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91

PREPARED STATEMENT OF JULIANNE DELIO

My name is Julie Delio. I am from New York and I would like
to tell you of some of my experiences pertinent to this

Patient Self Determination Act.

In 1986, ny husband, Daniel Delio, underwent a minor
opaeration to repair a rectal fistula. During the operation
due to an act of negligence by the anesthesiologist , his
brain was destroyed rendering him permanently unconscious.
Danny suffered not only cortical brain death but also the
misfortune of having his heart revived even though his human
essence had ‘been destroyed. His EEG was flatline; he had
brainstem function only. He was 33 years old. He was a PhD
in exercise physiology ,an expert in cardiac renhabilitation
and exercise rehabilitation for hypertensives and diabetics
as well as a marathon runner. His lite waﬁic:lcntially over.

He rad been thrown into a persistent vegetative state.

At this point mnedicine was able only to offer him an
existence in oblivion. He was being kept "alive"™ by
artificial nutrition and hydration forced through a
jeujunostomy tube into his intestines. He was entirely

defanseless against medical technology that forced upon him
an existence which he found abominable. He was prepared to

accept a natural death.

Danny believed the death of the cortex to be synonymous with
death of the person. This belief stemmed from his extensive
scientific understanding of the body and all its integrated
functions as well as from his philosophy of life.



92

Danny and I had had extensive, detailed discussions on
vegetative states and artificial life support measures. He
had made me promise never to let him live even one day in
such a state. His mother and I wvere the only ones left to
speak for him. I requested termination of all life support
including artificial nutrition and hydration so tiat his
death , begun by the doctors who operated on him could

finelly conclude.

At =hat time I was enployed as an Assistant Professor 2{
Medicine at NY Medical College which is affiliated with
Westichester County Medical Center (WCMC), the facility to
which Danny had been transferred for treatment. The
Chalrman of the Department of Medicine to whom I reported at
NY Medical College was also the Chief of Medicine and
Cha rman of the Medical Board of Diractors at WCMC. Despite
the fact that WCMC doctors privately agreed with my request
to terminate life support measures, the hospital officially

ignored ny request and forced ne to resort to litigation.

After filing the necessary lawsuit, I was fired.

My termination was & clear message to WCMC physicians.
Amon3 other fears, the MDs were afratd of losing their jobs
as I had lost a:ine. The Hospital administration was nmaking
all decisions from a "risk management"” viewpoint. The
medical staff who knew and understood the medical issues and
Danny’s family who knew and understood his desires were shut

out. .

All >f the physicians sympathized with me, but none had the
courage to do anything about it. They all told me how brave
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I was for going to court. They said it was the only way,
and that I would help them as physicians and s0 many other
patiantg like Danny. They said it was desperately needed.
The hypocrisy was _ sickening. Our-family had to pay the

prics for the doctor’s inability to resclva this situation.

Taking my case to court alienated me from the medical
‘commnnity. No physician ever called me after I filed-my law
suit. They continued treating him aggressively without
informing me and without my consent until I threatened them
with criminal assault charges. Then they made me siqn‘
refusal to conesent to treatment forms each time they felt he

required some form of treatment. They made me feel 1like I

wags 3igning a death warrant each time.

The judicial process was devastating to me and my mother-in-
law. The loss of ny husband was tragic enough, yet 1 was
then forced to plead publicly to strangers for his death. °*
Yyou cannot inmagine the psychological trauma involved 1in
pleadin; for the death of the person you love most in this
entire world. I could barely concentrate in court. I was

so a-raid.

Afte:- 13 harrowing months in the court system, the NY State
Appellate Division upheld Danny’s right to refuse treatment

even though he was no longer able to speak for himself.

After the NY State Appellate Court ruled in our favor giving
me the right to remove aill unwanted treatment for ny
husband, the hospital still refused to terminate treatment.

The day after the court order came down, the feeding tube

37-339 0 - 91 - 4
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fell out as had g0 often happened throughout the year. I
begged them not to reinsert it, citing the Appellate Court
Decision on our right to refuse this treatment. A Doctor
promised that the tube would not be put back in. I left the
hospital late that night only to return early the next day
to find they had not only reinserted this tube into ny
uncnnscious defenseless husband but‘lhoy also stitched it
int I will never forget the fresh blood on his emaciated
stonach. There was no record of who reinserted the tube,
who gave the order and no MD would face me to explain. The
adninistration had ordered this to be done against nmy
husband’s wishes and against ny wishes as his court

appo.nted conservator.

The hospital was ordered to terminate treatment or transfer
Danny to another facility that would agree to abide by his
wishus. WCMC said they would not appeal the decision as
long as we agreed to transfer hin. They simply wanted to
wash their hands of this whole affair. Their i{inhumanity
addecl enormously to our private tragedy. Families should
not be stigmatized by County or public facilities ana
further traumatized by forced transfer as ny family was
simply for requesting their legal rights. Why should a
County hospital e able to refuse a patient’s legal Court
sanctioned rights when Danny’s physicians in that hospital

vere willing to comply with the court order?

After a heart wrenching search Danny was transferred to Beth
Isreal Hospital in Manhattan so that his death which began

13 months earlier would be allowed to conclude. Ten days
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later he died guietly in my arms, surrounded by his mother

and uncle. We thought it was finally over for him.

But not even death gave him release from the bureaucracy of
our azedical and lagal communities. Two hours before his
funeral I was informed that the NYC Coroner’s office refused
to insue a cremation certificate. They demanded an autopsy
on [anny’s body. No one could tell me why. After his
funeral they took his body to the city morgue and autopsied

hin. Two days later I was called to identify his body.

When Danny died, I donated all of his organs according to
his -wishes. I was told his year in a vegetative state had
left all of his organs except for his corneas useless to the
living. Artificial nutrition was not even minimally able to
keep him in an acceptable state for organ donation. The

powerr of medicine was oniy to further destroy his body.

Had ny husband been allowed to die a natural death when his
brain was first destroyed at least five others could have
livecl. Had the doctors keen empowered toc honor his wishes
in a timely fashion, without me going to court, his heart,
liver, kidneys, bones and skin could have bsen used to give

back to others the joy of 1ife which had bean taken from nmy

husband. Danny‘s tragedy was a tragedy for many other
lives.
Danny did not have a will. He never puc his wishes in

writing. I did not even have power of attorney for him even
though we were a well educated couple and knew these things

were important. We were young and enjoying a happy lite.
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Who would have known what was to happen to us? That Danny
and I talked so extensively about vegeétative states was
amazing to most people. Most people are not like him. They
have not and will not speak of these issues in the kind of
depta our courts and laws seem to be requiring of our
American tanilies. These people will still be at rigk for
all the things that happened to Danny and me.

Even though the court system aeventually worked for us, we
were brutalized by it. Emotionally , our family paid
dearly by fighting for his rights. I believe no one should
ever have to go to court under these circumstances. Court
is the last place a family belongs when thay are facing

theiv darkest hLhours.

We were not a typical family - both of us had PhD’s, had
exteasive scientific training, and had w9rk¢d in a medical
setting for years. He were able to offer clear and
convinecing evidence of nmy husband’s wishes. What has
happsned to the Cruzan family is far more typical. The
systsn failed them. Their case is a more typical and more

horrifying example of how most American families will fare

in our present systen.

Por us it is too late, but perhaps somehow we can lessen the

devastation to others in the future.
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49-04 Annandale Lane
Little Neck, New York 11362

february 3, 1987

Ms. Tracy Miller,

Executive Director

New York State Task Force

on Life¢ and the Law

33 West 34th Streat, 3rd fFloor
Hew York, New York 10001-307!

Dear Members of the N.Y.S. Task force on Life and the Law:

1 understand ttat you are currently discussing Living Will legislation
and iIntend to propose such legislation for New York State, Tracy
Miller has urged me to write to you In &n effort to inform you of 3ome
of my experierwes since my husband, Danjel Dello, was traglcally
thrown jnto a8 regetative state. | am not simply theori2ing or philoso-
phizing a&bout termination of trestment for the permanently comatose;
1 am living 1t. VYou have a responsibility and an obligation to consider
my expertences. The psychological and physical trauma of my experience
cannot possibls be conveyed 1n & letter of this sort ~ut | must tell
you of some of the events that have occurred since the b ginning >f
this tragedy.

My hushand has been vegetative for eight months., He suffared cortical
bratn ceath during minor surqery on & rectal fistula last May. He has
brain stem funztion only. All indications are that there was {nduced
cerebral hypox a, due to physiclan error, My huysband is 33 years old.
He was & marataen runner and was In prime physical condition., He had
4 Ph. ). In Exerclse Physio'ayy, | am 32 years old. ] also have a
Ph, 0. in Exercise Fhysiology and until last September, [ was an
Assistant Professor of Medicine at New York Medical College. 1 was
terminated from employment at New York Medlical College after | filed
my petition to terminate all medical care for my husband at Westchester
County Medical Center (WCMC). When ] asked why I was terminated, the
Nepartnent of Medicine Acainistrator told me they didn’'t need a reason
tc terninate anyone. He sald they were an "at will® eaployer. It s
ot iaterest to note that New York Medical College and WCMC are closely
allied.

1 requested termination of all medical treatment Including nutrition
ard hydration Decause these were Oanny's wishes under such circunstances.
] am currently waiting for my apgeal to be heard by the Appellate level
of the New Yorc¢ State Supreme Court,

Tre 1035 of my husband's life is a tragedy &nd continuing nightmare in
ard of itself. ¥hat has happened to his family Is a horror story
wcrthy of note.

First, you rust understand that Danny and | both believed that the
death of the cortex is synonymous with death of the person. Please
reaiize this bellef sters from our extensive scientific understanding
of the body end all its integrated functlons as well as from our
philcsophy of life.

When my husdand's disgnosis was clear to me | requested termination of
3]l medical -~reatment. The attending physiclan refused. The reasons
jiven were: -

“You have 8 medics] malpractice suit pending against
St. Agnes Hospital. The doctors at St. Agnes are
going to polint a finger at me and say 'We didn't
kill him, you did.'"



98

“There is & 'hot shot' 0.A, in Westchester County
who charged a physician with manslaughter under
similar circumstances. I can be charged with
manslaughter if I terminate treatment. (The D.A.
later sent & statement to all parties saying he
felt this was essentially a private matter for
the family and the physiclans. The doctors still
felt threatened).”

“If 1 ~erminate care, any of the nurses or asny
otnsr right to life group can make charges against
me.

“That's & societal decision. [ can't make that
declision.”

Danny and his medical condition was not considered even once in these
c¢omments, No- & single reason had anything to do with Danny's wishes
n~ the medical facts. The M.D.'s were only fearful of what might
hlpp:n }? therselves without regard for what would happen to Danny and
his family.

The M.D.'s seemed to be ignorant of the President's Commission and its
f ndings on tarmination of care for the permanently comstose. They
were unaware ¢f their own soclety's recent statement, the AMA's March
1986 statement on withdrawal of 1ife support for the hopelessly {11,
They did not seem to care.

A whisper campafgn began, 1 was told informally and unofficially by
m¢ny different hospital personnel to consi{der taking my husband home.
I was told "He'll die faster at home."; “We won't jet him die, but
ycu c4n at hore.”; “"He'll get a plug faster at home.", etc. it was
clear to me they simply wanted to wash their hands of this responsi-

bil ty. They all believed to let him die was the right thing to do
but none had the courage to stand up for thelr convictions. N

] hiard comments from most of the M.D.'s lInvolved in my hysband's care
sucl as: "He {s a dead man.'; “Your husband was a dead man that
first nignht.~; "I'm afraid your husband is dead."

All of the M.D.'s sympathlzed with me but none had the courage to do
anything asbout [t. They all told me how brave and courageous | was
for goinz to Court. They said 1t was the only way and that [ would
heip them (as physiclans) and so many other families and patients like
Danry. They sald {t was desperately needed. The hypocrisy was slickening.
Cur famlly had ~o pay the price for their {nabllity to resolve this
sttustion.

Inly one M.D. stepped forward on our behalf, He wrote an affidavit on
medical facts on my husband for me to submit to the Court when [ filied
My fetition in tlew York Stsfe Supreme Court for termination of all
:are.  Tye WCMC Administration immedtateiy refused to let this doctor
sign his affidavit, They blocked and delayed my attempt to get my
.ase intc Court. The doctor told me he felt he could lose his job if
he signec the aftidavit against their orders.

"aking my case t> Court allenated me from the medical community. No
pnystciar has ever called me since | flled my petition. No M.D. even
Lept me .aformed of changes {n ny husband's condition. They did not
.nfarm me when trey started him on antlbiotics, whenever he had fevers,
whenaver he had projectile vomiting or whenever his feeding tube wes
blocced. 1 learned these things only when lavisited him and only
afte~ 1 specifically asked the nurses about complications.

I fivally had a confrontation with one M.D,, | demanded to be informed
vhen they treated my husband without my consent, My Court petition
had made things worse at the hospital, After the judge denled my
retition, the doctors thought they were now under strict Court orders
to trest Dsnny as aggressively as possible on all levels. They even
mentioned explorztory surgery to find out the cause of the projectlle
-omi.lng Danny had for over & month each time they put him bdack on the
iuha. feedings.
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It wis finally dJetermined that the vomiting was caused by the feeding

tube itself - it was fn the wrong position inside of him, Let this

stand 8s evidence that this artifical feeding !s not a simple passive

procedure. Since the start, the tudbe has become clogged recurrently.

This necessitated constant chan?lng of his tube. The vomiting caused
by tie tube also caused harrowing changes in Danny. He had lost a

great. deal more o¢f welght and looked terrible, 1t's hard to belfeve

anyore ca1 continue to exist In the state he's fn.

The judjirial grocess was devastatingto me and my Mother-i{in-lLaw. The ‘\
luss of my husband was traglc enough yet I was then forced to publicly
plead to strangers for his death. You cannot imagine the psychological
trauma involved in pleading: for the death cf the person you love most

tn the entire world. I could barely concentrate in Court. I was
distracted by everything that [ hed been hit with over the past months.

1 was sc afraid,

The Guardian &d Litem wa:- another source of distress to me and my
Mother-jn-Law. We feared and resented 3 stranger who had power over
my husband's fate. The fact that an outsider had to be appointed to
watch over my husband's interests when no one could be more
coicerned about his interests than my Mother-f{n-Law and myself was
te-rifying. It was his family who were so intimately involved medically
and personally. It should be a family declsion, not an outsiders',
hovever well meaning that outsider may be. How could he possibly
proutect my husband's rights unless he personally understood ¢verything
sbcut my husbani's phitosophy ard knowledge of 1ife? Who was thls man
to have such pcwer over us? Who were 3all these people to intrude on
our life on so sersonai an lssue?

When our story and the judge's declsion made headlines in Westchester
and was carried on New York City radlo stations, Danny's mother was
devastated. She felt violated that her most private words could be
quoted from Cou-t transciipts and printed to expose her to the world
lik2 that. Sirce the newspaper and radio accounts, | have recefved
obs:ene and crark phone calls.

Megwhile, | hal been i1nformed by the hospital in August that Blue
Crois/Blue Shield (BC/85) would no longer pay for my husband's hospitali-.

zat on ecven thoigh he had 365 days of coverage. He was no longer
conuidered 1n nueed ot an acute level of care, therefore BC/BS would
not pay. 1 owe the hospital $631.00 per day. My bill 1is over

$157,,000.00 so far.

Every nursing home rejected ny husband.__They claimed he required too
nuch care becaute of the tracheostomy and jujostomy, They also did
10t want him becasse of my Court action, Even though the hospital
sould fivd no faclllty to take Danny, BC/BS would still not pay for
nis hospitalization., [t Is & "Catch-22" situation.

“he hospital mace [t clear to me that they would hold me directly

vespinsible for -he hospitel bill. I told them [ would not pay for
-are that netither Danny nor | consented to. They told me the hospital
sould press me t1or payment. I am terrified of loosing everything

Janny and | ever worked together for.

‘he psychologicnltrauma cf knowing the hospital wants to get rid of
hanny and no one else will take him is incredible.

The hospital lawyer at one point in Court sald she'd put my husband in
the psrking lot If she could, to get him out of the hospitsl. At
enother point tn Court the hospital sald they would not appeal a
favorable declsion 1f the Court did not direct them to comply with the
order to terminate care but would allow them to transfer him to a
facility that would comply with the fourt's decision. The judge sa:d
"Are you telling me this family [s going to have to shop around?
The hospital gave no reason for thelr position. They were treating
Danny like a plece of flish,

1 canrot believe that complying with a Court order to termirate treatment
would be more traumatic for the hospital staff than having to watch
Danny and his loved ones be violated and tortured every day. in fact,
nirses taking care of my husband have told me "Thls is a crims, No
one should be left like this.”; "If that were my husband I'd stuff

-~ —
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cotton balls down his trachea."; Another has tcald she hoped she was
oh duty when Danny developed & potentlally fatal complication. She
said she would let It happen while & more Inexperienced nurse may try
to save him not fully understanding his condition.

. have no nursing home coverage for custodial care, My {nsurance
palicles pay only for convalescent long term care.

I dread a trarsfer: the paperwork, the bills, the trauma of becoming
femillar with new staff and new surroundings. For what purpose?
Danny's li{fe {s over. There Is no sense to any of this. The burden
on me and my family is enormous.

The thought of taking him home is even & greater nightmare to me. OQur

home was the happiest of homes. I have only good memories of him in

our home. He refurbished every wall and ceiling in our home. He was

so proud of his flawless craftsmanship. How can 1 bring his body into

our home in the horrid state he fs fn? 1Inde.d, he is dead already, by

our owr. bellef. [If he had even an infin{tesimal' awareness or cognition
of any kind, I would have had him home in an instant., If any level of

confort could be given to him I would have taken him home immediately.

No« it would be worse than tacing & dead body Into our house. What is

ieft of him 1s not even his essence.

How can I watch him die in his own home, surrounded by all the creative,
besutiful things he made with his own hands, knowing how his brain wes
deitroyed, knowing how careful he had been with every task he took on,
knnwtn? how he was killed because those doctors did not take csre to
do thelr job as conscientiously as he would have?

1 (magine his body in my bedroom and wonder §f I will ever be able to
1{/e¢ tn .his house again. Seeing hits twisted emacfated body with
ho-rific grimaces on his once handsome face in our own home would be
unhearabie. I already have nightmares of these scenes. How can !
brkn? it into our own home? And yet the thought of transfer to another
fa:ilfty drains me. Why can't thls be ended at WCMC? My spirit is
almost broken, | loved him so much. :

We have been “orced to sit by my husband's side for eight months,
Dainy hated wakes and he made me promise never to have a wake for him,
He had slso requested not to be left in this kind of state even one
das. I feel as if | have failed him,

Sowne people bury thelr dead in a day. Ne have been forced to watch
hin be subjected to indignities beyond beliefl. We have had tc watch
hi; beautiful strong body disintegrate and atrophy in the worst way
ifmiginable. The nurses called his body awesome when he first arrived
in the hospital. HNow, the contrast is numbing. No one should have to
watch the things we hcve seex happen to their most loved, espectally
whan they knov what he wanted for himself, The disregard for his
carefully thought out wishes §s torturous to me,

Maty people do not understand what it looks like when one Is {n a
vejetative state. Most think the person lies quietly, motionless and
unresponsive., If you saw whst we see you would have nightmares, as we
do.

Recentiy, during one visit, my husband started foaming at the mouth,
his teeth were clenched so tightly, clamped duwn on hls lower 1ip so
hard ttat it was cut open and bleeding. His mother and | leaned over
him to try to release his l1p from his grinding teeth. Suddenly, he
vomitec with great force green fluid all over me, his mother, the
nurse, himself, Projectile vomit flew everywhere. It hit the walls,
the floor, the curtains. This scene was worse than any horror fiim
you may have ever seen. -] was gaggln?. his mother was {n my arms
crying hysterically, trembling uncontrollably and pleading for them to
let her baby dle. [ was dazed. [ can't believe what they have donc
to him, to us. This is only one example of the frightful and shocking
events we have been tortured with.
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I personally have had to seek professional counseling to handle this
entire trauma. My Mother-in-Law is in need of counseling but feels
she cannot safford it. She wantsto spend every penny of her widow's
pension on traveling to see her son. [t costs her about $200-$250 per
week to travel to Kestchester and *akes her 2-3 hours each way. She
Just wants to Jie, She does not want to see anymore of this life.

Lestly, | must comment on two often made points regarding my request
o terminate all treatment for my husband. One, that he iIs so young,
nd two, that he is not terminally ill.

b2come frantic when some suggest because Danny {s so young he should
8 Lapt "gllve” watting for some medical breskthrough., This is science

fctlon in his case. Hov dare they keep him "alive™ for a scilentific

tperiment that has not yet even been concelved of, let alone one that

1s not been approved by a Human Subjects Committee. More importantly,

stould not consent to being part of this flctitious procedure.

th respect to terminal fllness, remember that 1 belleve Danny |Is
ac already. 3ut for those who do not understand this concept, at
8t realize that to me on a scale one to ten, {f death {s a 10,
r neccortical brain death [s a 9.999, Terminal 1liness would be a

l1fe can still be experienced with a terminal illness. Nothing
' be e«periencad with cortical brain death. 1t {s oblivion.

14 not know where to start or end this letter. There 1y so much
¢ Lo <ay. This letter has drained me, but I sincercly nope tt can
£ you to forrulate a good law for people in our posttion. I just
t peace for my husband, for his mother and for me,

i whoie affai- has wrecked violence on me and my family, My personal

tedy Has been compounded and exacerbated by the medical and legal
unijt:es.

task force must propose laws that can offer relief to famiiies
as nine. | hope this letter can be of use to you as you develop
‘aft on living will legislation. For me and ny husband it s

Atia.ly too late, but perhaps we can lessen the devastation to
rs In the fu-ure,

With Unrelenting 3orrow,
Sincerely yours,
“M/M')

- Julle Delio
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PREPARED STATEMENT OF NANcY W. DICKEY -

Mr. Chairman and Members of the Subcommittee: My name is Nancy W. Dickey,
M.D. I am a family Practitioner in Richmond, Texas and a member of the American
Medical Association’s Board of Trustees. I am also the former chair of the AMA's
Council on Ethical and Judicial Affairs. With me is Michael Zarski, Senior Legisla-
tive Attorney for the AMA. We appreciate this opportunity to appear before the
Subcommittee to discuss advance medical directives,such as “living wills.”

The right of a competent adult to control medical decisions affecting his or her
body is deeply rooted in our laws and is grounded in the importance our society has
traditionally accorded the autonomy of the individual. The right to refuse treat-
ment, however effective that treatment may be or however grave the consequences
of refusal may be, is an essential element of individual autonomy.

Invoking the right to refuse medical treatment is a course of action which at one
time would have been unthinkable for the vast majority of the citizens of our
nation. But recent developments in the technology of life-sustaining medical care
means that, for some, medical treatment may merely prolong the dying process.

The AMA, many ethicists, and a presidential commission all have sanctioned—
under proper circumstances—the withdrawal of artificial life supports from a termi-
nally ill or permanently unconscious patient. Moreover, most Americans believe
that a person’s wishes regarding the use of life support in-the event of terminal ill-
ness or permanent unconsciousness should be honored.

While the right of patients to determine their own treatment has been recognized,
problems arise when it comes to invoking that right under some circumstances. This
is because the issue of determining for the patient whether artificial life support
should be utilized or withdrawn generally does not arise until the patient has
become unconscious or otherwise mentally incompetent. At that point, of course, the
patient will be unable to indicate his or her wishes. In addition, the patient might
not have indicated before becoming incompetent whether life-sustaining care should
be used in the event of terminal illness or permanent unconsciousness. In short, a
person’s right to decline artificial life support can be frustrated by a failure of the
individual to leave sufficiently clear advance directives.

This problem was highlighted recently in the Cruzan case. The United States Su-
preme Court recognized a competent person’s constitutional right to refuse medical
treatment. At the same time, the state’s interest in preserving human life entitled it
to require clecr and convincing evidence of a person’s wishes regarding withdrawal
or refusal of life-sustaining treatment.

Unfortunately for Nancy Cruzan, and the concerned members of her family, the
evidence of her wishes to avoid prolonging the situation she is now in was not “clear
and convincing” in the opinion of a state court. Therefore, she remains in a persist-
ent vegetative state with no chance of regaining significant cognitive function. She
may remain in this condition for 30 years, maintained by a gastrostomy tube which
delivers hydration and a nutritional solution.

There are two mechanisms by which an individual ¢ - #-id the controversy and
the outcome of the Cruzan case, namely, through writterr directives or the appoint-
ment of a proxy to make health care decisions in the event of incompetency.

The AMA's Committee on Medicolegal Problems has studied the available mecha-
nisms for indicating decisions regarding life-sustaining treatment. The advantages
and disadvantages of each of these mechanisms are described in a communication
published in the May 2, 1990 Journal of the American Medical Association. This
communication expanded on the report of the Committee on Medicolegal Problems.
A copy of this publication is attached to our testimony.

The AMA also has reviewed Federal legislation on this subject, including S. 1766,
the Patient Self-Determination Act. This bill would require that hospitals and other
institutional providers enter into agreements assuring that Medicaid and Medicare
beneficiaries receiving institutional services have an opportunity to participate in
and direct health care decisions affecting them. Specifically, S. 1766 would require
hospitals and nursing homes to maintain written policies and procedures to deter-
mine whether Medicaid and Medicare beneficiaries, at the time of admission, have
prepared an ‘‘advance directive'’ such as a living will, durable power of attorney or
similar document.

Under S. 1766, written policies would be required of institutions to infovm pa-
tients (Medicare/Medicaid) of their rights to make decisions concerning medical
care, including: the right to accept or refuse medical or surgical treatment; the right
to execute a written power of attorney to make health care decisions; and the right

, to provide written instructions concerning health care. Institutions would also be re-
quired to inquire whether or not these patients had prepared a living will or dura-
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ble power of attorney, to document the treatment wishes of the patient and periodi-
cally review such wishes with the patient. The institutions would be required to
ensure that legally valid “advance directives” be implemented to the maximum
extent poss.ble under the relevant state law; arrange for the prompt and orderly
transfer of a patient to the care of others when as a matter of conscience the hospi-
tal cannot implement the wishes of the patient; and create an institutional ethics
committee to initiate educational programs for staff, patients, residents, and the
community. In addition, within six months of the date of enactment, the Secretary
would be required to develop and implement a national campaign to inform the
public of the option te execute “‘advance directives.”

There is strong support among physicians for the use of advance directives. We
believe that it is extremely important that the wishes of the patient be known to
the medical treatment team and that voluntary use of advance directives should be
strongly supported and encouraged by physicians. The AMA therefore strongly sup-
ports the goal of S. 1766, to increase the use of advance directives, and the educa-
tional program proposed. We are, however, concerned with many of the specifics
within the bill, including the major focus on institutions in pursuing advance direc-
tives at the time of admission and continued follow-up throughout the patient's
stay. The AMA does not believe that the hospital or nursing home is the most ap-
propriate place, nor admission to a facility the most appropriate time, for a patient
to consider inittally the issues of advance directives. These are issues that need care-
ful thought and advice from family, clergy, physicians and others whom the patient
wants to consult. These discussions should take place outside of the emotionally dif-
ficult time that immediately precedes or is concurrent with admission to a health
care facility

The AMA believes that there are appropriate roles for both health care providers
and the government to encourage the use of advance directives and we have devel-
oped the following principles as the basis for reviewing legislative initiatives in this
area:

¢ Support the use of advance directives including “living wills” or durable powers
of attorney for patients who wish to make known their desires about treatment,

* Support educational programs to hetter inform the public about advance direc-
tives, their benefits and uses.

* Government, both Federal and state, should be encouraged to financially sup-
port educational programs concerning advance directives.

* The Social Security Administration should be required to inform beneficiaries,
at the time they enroll for benefits, about advance directives, their benefits and
uses. -

* The Social Security Admimistration should be required to notify beneficiaries at
least once every 24 months, in the same envelope as the Social Security check or
other regular mailings, about advince directives, their benefits and uses.

* Hospitals and nursing homes, as a condition of participation in the Medicare
program, should be required to have procedures to determine, at admission, whether
a patient has executed a valid advance directive. [f such directive has been ~xecut-
ed, a procedure should be required to note that fact on the patient’s chart. Hospitals
and nursing homes should have available information and forms for patients who
want to execute advance directives.

These principles reflect an appropriate approach towards greater use of advance
directives in medical care.

We understand that Senator Danforth, the sponsor of 8. 1766, is developing some
modifications to the bill. One proposed modification would specifically require that
HHS develop informational materials on advance directives to be made available to
Medicare and Medicaid providers and possible matlings of information to Social Se-
curity recipients. -

The AMA believes that the proposed modifications would improve S. 1766 and
make the bill more consistent with the principles we have adopted.

Even without a legislative impetus, the Association is committed to increasing
awareness among physicians and the patient population of advance medical direc-
tives and health care powers of attorney.

To this end, our Office of General Counsel is developing two brochures—one di-
rected at physicians and one intended for distribution to pie: well as a model “medi-
cal directive’' form. We also are exploring the possibility of offering our patient ma-
terial, to HCFA for distribution to Medicare and Medicaid beneficiaries.

In the meantime, we continue to refer those who call or write the AMA request-
ing an advance directives form to a-variety of sample advance medical directives
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including a form published on June 9, 1989 in JAMA, which also is attached to this
statement.

CONCLUSION

In conclusion Mr. Chairman, we commend you for holding a hearing on this im-
portant matter. Although there may be different ideas regarding the responsibilities
and logistics for promoting the development and use of advance directives, there is
no doubt that the patient, the patient’s family, the physician, providers and govern-
ment programs all berefit from the existence of a clear expression of the individ-
ual’s preferences regarding the provision of life-sustaining medical treatment tech-
nology in the event that the patient’s medical condition is such that he or she can
no longer express this intent directly. The AMA is eager to incorporate the informa-
tion and ideas developed by this Committee into our own projects and to work with
the Department of Health and Human Services to promote the use of mechanisms
for advance medical directives. Thank you, and I would be happy to answer any
questions you may have.

Attachment.
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The Medical Directive

A New Comprehensive Advance Care Document

LindaL Emanuei, MD, PhD, EzekielJ Emanue!, MD, PhD

Living wills have been strongly endorsed in principle. Unfortunately, existing
living wills are rarely used in clinical practice because they are vague and difficult
to apply To remedy this, we propose a new advance care document: the
Medical Directive. The Medical Directive deiineates lour paradigmalic scenari-
0s, def'ned by prognosis and disability of incompetent patients. In each scenar-
jo, patienls are to indicate their preferences regarding speciic ife-sustaining
interventions. The Medical Directive also prowides for the de signation of a proxy
1o maka decisions in circumslances where the patien's preferences are uncer-
tain. Finally, there is a section for a stalement of wishes regarding organ
donation. The Medical Direclive provides an opportunity lor significant improve-
ment in the documenlation of patienls preferences regarding Iife-sustaining
care in slales of ncompetence. As an expression of a patients wishes, the
Medical Directive should be honored by courts and should faciiitate physician-
palient discuss.ons of critical and terminal care options.

(JAMA 1389.25) 3288.32%0)

Medical Directive covers pieferred
treatment goals and specific treatment
preferences in several scenanos of in-
competence. [t also includes the splion
to designate a proxy decision maker cr
power of attorney for the event of in-
competience, the option to record a per-
sonal statement, and s place Lo desig-
" nate wishea for organ donation.

ENDORSEMENT
OF LIVING WILLS

Approval of living wills (advance care
documents should a person become un-
able to communicate his or her desires
shout medical care) had been urged,
with little success, since the 1960s. In
1976 the case of Karen Quinlan,' the
first case involving withdrawal of life-
sustaining technology from s perma-
nently incompetent adult, slerted the
country to the dilemmas of terminating
unwanted medical care. This case be-

OVER the last decade, hiving wills have
been strongly endorsed by courts, law-
yers, physicians, the President’s Com-
mission for the Study of Ethical Prob-
lems in Medicine and Biomedical and
Behavioral Research, and special public
interest groups. Deepite this, the use of
living wills is not widespread. We offer
some reasons and propose & new ad-
vance care document that physicians
~an recommend to Lheir patients to pro-
mote the inclusion of personal directives
in medical decisions. We propose it as a
model that courts, state legsiatures,
and Congresa may wish to adopt. The
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came a nidus arourd which the debate
concerning living wills crystallized, fos-
tering a strong consensus in their favor.

On January |, 1977, California's Nat-
ural Death Act became Lhe first law to
give legal force to living wills. In the
subsequent decade, more than three
fourths of the states passed similar “nat-
ural death” acle.” There has also been
Jrowing epproval by ph{sicians for ad-
vance care documenta.*! One survey of
physicians found 89 7% endorsed the le-
gal recognition of living wills." General-
ly, physicians view them as promoling
patient-physician communication, pro-
tecting patients’ nghts, and affording
legal security for physicians." ' Since liv-
ing wills provide patients with an exten-
sion of their self-determinatinn, many
ethicists have also supported theiwr
use*™ Similai'y, they have been en-
dorsed by many retigious authonties "*
Finally, as a recent opinion pol! showed,
there is strong piblic support for the
patients right to terminate life-sustain-
ing care.!

DESUETUDE OF LIYING WILLS

in the face of this wide and strong
endorsement, it is stnking how sarely
living wills are actually used in medical
practice. Nine percent of Americans
have made a lhiving will * Hoaever,
these documents sre apparently nnt
reaching physiciang ofTices or hospitals
Empirical data on the use of Living wihis
are not abundant One of the few stulies
surveyed Cabfornis physiciane specific
callyinvolved inthe care of terminaily 1l
sduits, and found that mare than «thrd
had no patients with & hvirg wi!l and
more than 70% had fewer than five ja-
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tients in their practice with living wills.’
In addition, a review of the medical re-
cords in a Massachusetts teaching hos-
pital of 113 consecutive patients with do
not resuscitate orders during a 3-month
period, and a1l 73 cases seen by an ethics
committee during a 10-year period, re-
vesled no mention of a living will or
advance care document." Despite a
broad social acceptance for living wills
in principle, there appears to be little
use of them in clinical practice.”

LIMITATIONS OF LIVING WILLS

Part of the explanation for this diver-
gence between pnnciple and practice
may inhere in the histoncal onging of
hving wills. Since living wills arose out
of & concern that people might have
their lives needlessly prolonged by
medical interventions, almast all exist-
ing hving wills focus on the patientd
desire to have medical treatments ter-
minated To many people, ncluding
physicians,’ living wailis seem to be for
the tejection of care —- possibly even for
accelerating death—rather than an op-
portunity for the patient to outiine :n
advance a full rarge of preferences
aboul medical care, including desires to
have specific types of tieatments
adnunistered *

Another part of the explanativn for
the tack of use of iving wilis may inhere
in their curient furmat snd desigu
Standardized hiving wills use vague ter-
minojugy, insiting protlems of nter-
pretation Une level of trus Lnguistic
vagueness concerns the patients condi
ton Thus, mast Lining wiils request ces
satiany of hfe sustaining care when
"there 13 no reas nable expectation of

recovery fiom extreme physical or
mertal disatulity 77 A second level of
this lipguistic vaguer.ess concerns the
types of interventiung tu be termnated
For example. the Concern for Dying
varg will " directs physicans to forego
artificial means and heruic measures
tithers request the terinination of “life
probrgnng procedures © Later Living
wlls have included some speaific guide-
Loes, [or instance, requesting the ter-
nanatian of surgery, ventilation, antiby
ctics, blood products, and uitensive care
utat services ' Nevertheless the most
umpartant operational terms - nu rea
sorable expectation of recusery,”
heroic measures,” " Lfe prolongng pro
cedures,” etc ~are open to nultiple 1n
terpretalicns on when t) act and un
what iaterventions the pateent wayld
Jes.re

Third by not taking scceunt of a
rarge ol puss.bie cliracal ¢ reamstances,
loving wiiis seem too inflleastie fur the
tdividual.sed directiun of care " Forex:
ample, many hying wiil laws permt the
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foregoing of interventions only if the
patient is terminally ill. In some cases,
terminal illneas is defined very restric-
tively, that is, that the patient will die
with or without medical care within 1
year.t"*** Ironically, restricting living
wills to terminal iliness does not sanc-
tion the removal of respirators from pa-
tients, such as Karen Quinlan, who suf-
fer from no terminal disease proceas but
are being sustained by medical technol-
ogy'-.

Finally, people often sign living wills
without discussing its terms and their
wishes with their physitans. This Limits
the iving wills efficacy, because it often
leaves the patienl's physician ignorant
of the existence of the living will and its
pruvisions, and because it does not pro-
vide physicians and patients the cppor-
tumity to commuricate and clanfy the
physicians understanding of the pa-
ticnt's wishes and the patient's under-
standing of how his or her wishes may
best be lranslated wto medicai dea-
siomsduring critical or terminal tliness

PROXY DECISION MAKERS

Such imitaticrs of wntten hving
wills have prompted many to alvocste
that patients Jesignate prory dec.sion
makers through durable power of attor-
ney laws ‘"™ All states have general
durabile power of attorney laws The
New Jersey Supreme Couurt recently
upheld the use uf such a genersl durable
power of stlorhey iaw to appoint
proxy with authe rity to make decisiuns
regasding the cessation of life sustain:
ing treatments ®* In addition, the leg-
islatured of 13 states have exphicitly su
thorized the use of Jdurable ,omers of
attorrey for termiration of iufe sustamn
ing treatments "

However, proxy deision makers pre-
sent 3 Lmited soiution In particalar,
while the pruxy may be a relative oz
close friend of the patient, be r she may
not have had an wpporturaty to Jiscuss
the patient’s preferesces fur critieal or
termunal care Even when proay dea
s1on makers have had such discussions
they are hkely to have made use of
vague terms and are therelure unikely
tocvercume the san bugu.ties ihat plagae
advance care documents Urnder suct,
crcumstances, provy Jdecision mak.r g
isiess an exerc.se #f the patientyauton
umeus Je&ision and more the proxys
decision for the patient * Suck provy
guessing 1s Lnuted, arecent survey™ of
ederly patients, ther physicians, and
their spouses revealed s sinnrgly poor
atuaty of eitber the spouse ur the p Ry s
clan tu guesy correctly the patientdy
wishes atuut resuscitaton  Further
nwre, the pruxy’y ethica and paveho
lugical burden may be uverwhe mirg

Trakisy 2l

Willingness to withdraw life-sustaining
treatments decreases from 0% to 46%
when the decision is not for onesell but
rather for s relative.” Finally, at least in
the case of paticnts with acquired immu-
nodeficiency syndrome, the choice of a
proxy appears to be less durable over
time than wishes specified 1n a living
wilt

THE MEDICAL DIRECTIVE:

A REMEDY

The problems of existing hving
wills —lack of accommodation for posi-
live requests for trestment, Linguistic
vagueness, inflexidility, and poor com-
mun:cation—can all be substantially re-
lieved by the use of the Medical Direc-
tive tFigurer The Medical Directive 1sa
specific and comprehensive advance
care Jocument for care at the end of hife
1t 18 divided into five parts (1) snintro-
duction, 12) & section contaning four
paradigmatic scenanos ¢f llness in
which preferences for medical care are
gven, (3)asect:on for the desigmation of
aproxy decision maker, (4) a section for
organ dorsticn, and 5) a personal
statement

The introduction

This section provides an expanation
of sdvance care docunents It engta
sizesthat the Jecisicnsinitare often fa
personal, phitosophical, and sporitual
nature and that the person may wish to
talk with his or her family, friends, cr
religrous mentor prior ta completing the
Medical Directive [t suggeststhatcon
sideration of perscnal values and g .aly
of treatment may be uaad iratiatly to
clarify 1n discussin with the physitan,
the patienty wishes and medical vaiues
It alse puinta out that advance care doc
uments should be piven to Lhe patiernts
physician and family or frend so that
they w.il be available whenreeded The
emphasia on prnor Jdiscussien and de
scnption of key questions around which
te articulate a patient’y sel f medical
vaues are essertial parts o f the
intruduction

Four Paradigmatic Scensrios

L this part, patients o1 cunsader ac
tual iiness aircumatances, chosen for
theur parad.gmatic nature, that ras
v ve thesr mental incun petence O
ubte types of ife sustar g medna
wlerventions commonly empioyed, an}
13 des.gnate thewr preferences aith re
spect to spwcific treatments The pre
sertation of lliness scenanus and Ly [es
of ntervertien provides s cortext for ar
exlensne explaration of 8 paienls
wiskesand how they refllect a particu'ar
view of ife and the prcess of dyirg
provodes punigue opporturuty forapry
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sician to educate the pstient on life-sus-
taining technology and how it can fit
with the patienty wishs. The use of
iliness scenarios and specified interven.
tions makes the directises both very
informative and \ievibla,

The four iliness scenarios are as fol-
lows: when the patient is in an irrevers-
ible coma or a persistent vegetative
state but with no terminalillness (situa-
tion A); when the patient is in a coma
with & small ard uncertain chance of
recovery (situation B), when the patient
has some brain damage causing mental
incompetence and 1s terminally il (situ-
ation C1, and when the patient has some
brain damage causing mental incompe-
Lence without suy terminal illness (situ-
s'1on DL

It s imporiant that the scenanos are
defined by disability and prognosis
Several dugnoses may be use for tllus-
trative purimses, but are not part of the
defimtion  Preserving the definition
free from individual diagnoses allows
fur generality without loss of speci-
fictly =

These fouriliness seenanus are para
digmatic 1~ two wavs First, they
ensompass the spectrum of types of
nertal incempetence  Second, they
represent the [ nnciple circumstances
snsing 1 medical practice that have
pronpted legal cases ' Fur instance,
the first sceran imituntion At has ains
eninrary egaicases such as Quinian,’
Heophy ' and J Ses® the thrd scenano
‘stiation ) Bay ansen n the case of
[hnnerstein®, and the [rurth scenano
cautuatien [hoas commeon for patients
with Alibemers dementia and v rganie
tra synfreme and has ansen in the
Ny -ng' g oy cass

Ireach fthese; araligrmat.cscenan
o the patiert v 'oundicate whether he
rabe would aantornot want interven
Coesan a2 tneatment categones, rarg

¥ (1 mresusotal nand ventiationte
art.foal foeding and simpie disgnostic
jrwedires 1Yese categones encum
jassthe typacal range of disgnostic and
trerajeutic interverdions for incompe-
tertpatients

e desirnated (plions permit not

criyrefusalofcare but slso affirmative
requests that certain .nterventi ns be
tefir tely adnaristered felinicalindica
tonswarrant them Iraddition, the op
teons do not force pat.ents to accept or
refuse each lreatment, bul recognite
that patienta rmght be unsure shout
their preferences for some interven:
tions or may defiritely demire some in-
terventions, albeit with speaific himits
cnhow lerg these treatments should be
continued Tnthis way, the specificity of
interventions should help reflect the nu-
ancesof patient preferences
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Thus, the scenarios provide patients
the opportunity to indicate how their
own values apply to medical care in the
event of their incompetence. [n particu-
lar, they permit patients to inform phy-
sicians if ard when they believe termi.
nation or limitation of their medical
interventions is justified. In this way,
the specificity of the scenanos will per-
mit more informed generalization to re-
lated situstions.

Lefttotheir own efforts, many people
wili be unable toimagine, delineate, and
articulate in precise terms the possible
chnical circumstances and range of med-
ical interventions in which an advance
care Jocument might be useful. Detail-
ing for patients specific iliness scenarios
and treatment optiuns ensures they
have the opporturity to express their
wishes as precisely as possible, regard.
less of their intellectual sb:lities *

Proxy Declslon Maker

The objective of this part of the Medi-
csl Directive 18 Lo pruvide the patient
with a chance to designate 8 proxy deci.
s1on maker or durable power of atter-
ney The proxy wou!d La cailed on for
directives 1n circumstances not Jelin.
eated inthe four paradigmatic scenanos
or where the patient exgresced uncer
tanty Itis expected that, initke former
case, the patient's responses tothe fiure
paradigmatic sceranos wil provide
substantial guidance to the j roxy

To pruside .7 the pessibitity of 8 dif
ference in interpretation of the Medca!
Ihirective by concerned parties or a dus
agreement between the patiert's wish.
es and the froxy s decision or belaeen
provies where more than vne had been
des:grnated, the Medical liirertive al
lows the patient to decgnate which par
ty should have the firal say

Inthe Medical Iurective, the chioncr of
A provy deciion maher is 6ot s substi
tute fir the patient’s cwrn a fvance care
deoument  Both are necessary and
therefire Lirked in the same dixu
mer.t “ Preferences specified inthe four
scenanas and the pers.ral stalement

~aresnexpression of the patient's views,
while the j-ruvy isto cuver the uncertain
and urexpected circumstances ans.nyg
nandidual cases Thus, a proxy sup-
plemertabutis not expectadto suppiant
the patients stated prefererces el ted
in the fuur iliness scenan.us

Organ Donation

There i3 a shart section dealing with
the patient’s preferences on urgan dona-
tion Inctuding organ donationin an ad
vance care document should increase
patient congideration of this matter
Thsa form will not substitute fur the fed-
erallaw of 1986 (the Umnibus Reconaili-
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ation Act) and state-required request
laws, which require that next of kin be
approached regardless of the patientd
expressed wishes. However, the organ
donation section of the Medical Direc-
tive will (1) spur communication of or-
gan donation preferences within a fam-
ily and with a phyvician before actuai
decisions have to be made, (2) provide
substantive indication of the patienty
preferences, ami (3} reduce the occa-
sions when organs were nut donated
simply because it was forgotten or the
patients wishes were unknown.

Psrsona! Statements

At the end of the document, provision
is made for a personal statement Inthe
introductory section of the Medical D
rective, it 1s indicated to the patient that
personal values concerning the imits of
Iife and guals of trectment in vanous
scenanos are the important guirhng
prnciples in making the Medical Direc-
tive Since personal gosls and salues
cannot be accurately translated ity
specific decisicns by anyone as well as
they can by the patient, these perscnal
statements should not stand 1n isila-
tion, but with the specific selectivns in
the scenanos

Tugether, these five paits make the
Medical Thrective s comprehensive dec.
laration, permuitting patier L8 to enpress
their viewson medical care dunng cnty
caliitness and at the end of life

PHYSICIANS AND
THE MEOICAL DIRECTIVE

It s important 1o emptasize several
areas of classical physician recporatit
ity that woald continue to fall o desipatily
so) on the shouliers of phycicane In
allitiontoperforma gthetashe [ fag
nous, only the phyaician can assesatte
nekeand benefits f possible irterven
tars, revommend cre oroa few ar |
udge prognosis Tranap ttirg the o
formation to and Jiscussing ot w ke
decud ng parties 9 the resjanatlty 7
trhephysician

Some early acquairtance a.th s ;2
Lient's oulion 1 often part of ajb .~
any agends Focussing thie cnre
ton on a dircusson of the Moo
Directive would be berefical -+
d.scuasions reveal that the par.oc-
wishes seemincumpatible aithtb e - v,
sician’y pnncples, t mght beado
geous toalert the patient tuthe g~
ity of seelung alterrative med.ca’ 1

OBJECTIONS

First, 1t may be nbjected 1
Medics! Directive does not eir o
the vagueness of cther alvarce 1o
documents [t 18 necessary to niarv 2
distinetion between medical vaguere <
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and linguistic vagueness. Medical
vagueness refers Lo the inherent and
irreducible uncertainty that occurs
when clinical knowledge is spplied to
specific patients. Medical knowledge
does not permit precise extrapolation
from clinical knowledge, which is often
probabilistic, to predications about the
course of an individual patient. Estima-
tion of prognosis and level of human
interaction will always be subject tolim-
ited certainty. Often the physician can
tell a competent patient or a proxy no
more than the fact that the patient hasa
“small and uncertain chance” of recov-
ery and cannot be more specific about a
patient’s duration of fife than the fact
that the patient is terminally ill. While
this uncertainty s frustrating, tt s irre-
ducible and forms the circumstances in
which many medicat decisions —includ-
ing hife-and deatl. ones — must be made.
The Medical Direclive makes use of ace-
nanos in which prognasis and level of
human interaction are defined a8 accu
rately as any real clinical situations
wauld permit

Conversely, inguistic vaguenesa re-
fers to the hinitations of verbal expres-
sion Here the Medical Directive avoids
most of the vag:eness of current hhving
w.ils, eubstituting 12 specific interven-
tumafor "her wc meacares” and four sce-
nanos from perastent vegetative state
to reversible coma far "extreme physi-
cal and mental dheabiiity " Similarly, in
situatiens Cant D, the Medical Direc-
tive suggeste certain mimple tests for
mental rapacit.es that many believe
constitutir e of a meaningful human hfe:
Can the patient correctly recognize
farmily s mhers or fr.ende? (Can the pa
tient communicace 1n mearangful lan-
guage? Wh'v even i the beat of circum:
stance< lar giage will alea be aubject to
uncertainty, the <o of multiple treat-
ment optinne 1n a defined scenario re-
stricta the nee | {or and scope of inter-
pretation of the patients meaning,
while providing a tangible expresaion of
the patient's wiches

Thus, both medical vagueneaa and
linguistic vagueress are pushed, within
the imits of practical reahty, virtually
to thewr it Clinical knowledge snd
personsl choices cannot be compietely
transparent, ever The use of scenancs
with types of intervention provides »
qualitative and quantitative smprove-
ment in physicians’ atihity to approxi-
mate the desal of complete definition of a
patient’s particular judgment incipcum-
stances when we are otherwise (ar re-
moved from them

Sccond, it might be objected that too
much medical know le<ige, time, or intel-
lectual concentration s required to com-
plete the Medical Directive The fuur
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scenarios do not require trained medical
knowledge to understand them. They
are descriptiona similar to ones s physi-
cian might normally use to explain situs-
tiona to patients or a patientd family.
Some knowledge of the types of inter-
ventions listed is required, but each
term is briefly described and examples
are given Most patients are exposed to
education afforded by the media and by
personal experience, and few people are
unable to provide the concentration
needed to consider life-and-desth mat-
ters such as these. In addition, if it be-
came necessary o explain anything in
the Medical Directive, this would also
provide an opporturity for the physi-
c1an to discharge his or her responsbil-
sty to discuss terminal care issues.’

Third, it might be objected that the
provision for requesting trestments will
force phymicians Lo provide useless care
The request for lreatments denves
from the fact that the Medical Iirective
does not deal only with terminal iliness
tul also cntical and chronic 1liness.
However, the patient’s nght to refuse
treatment does not imply a nght to de-
mand any interventisn [n particulsr, 8
patient does not have the nght to de-
mand interventinng that the physician
considers fetile *™* Recogmang this im-
portant point, the Medical Directive
makes all reqquests for treatments con-
diinnal, stating 1n each scenanin that
requestaapply only "if considered medi-
cally reasenalile

Fourth, 1t m ght be mure generally
chyected that the Medical Directive
lackslegal recogrition, lacke <tandingn
court, and m.ght expase physicians to
laasuits While there are legal differ-
ences between statutory and nonstaty-
tery forms, there should not be undue
cause for concern over Litigaten A pa-
tient’s nght to <elf determ.nation 1s 8
hasic principle of Amencan law Conse
quentiv, sume state courts have recog-
nized living wills as an expression of
seil determination in the absence of
state statules recogniung them "***%
Furthertnore, cour's hasve recognized
terbal statements as binding expres.

-sions of patients’ sell determination.

27" The Med:cal Directive would be
far stronger evidence of the patienty
wishesthanthis While complete insuls-
tion from hability cannot oceur, it would
seem unhkely that physicians would
face muccessful Litigation if they res-
pected the Medical Directive, and possi-
b'e for them to face Liigation if they did
not respect it " Hoapital attorneys will
be able to sdvise individuals on statu-
tory and case [aws of particular states

[t 18 slso importast to note that some
of the ambiguities that have under-
mined the use of Living wills are of great-

er legal than medical concern. The medi-
cal profession ability to promote s
patienth choice cf medica care so that it
i8 in concert with his or her particular
life outlook is likely to be much im-
proved by use of the Medica! Directive.
Legal concerns, while valid in them-
selves, should not undermine and dis-
tract physicians' atlempts to further
their patients’ medical interests by dis-
cussions of terminal and cnlical care
decisions.

Fifth, it mieht be objected that organ
donation preferences are & separate
considerstion that should not te in.
cluded in the document or perhaps ever
discussed with the physician ahead o’
time. In response, it should be noted
that in addition to sumulating advance
consideration and discussion of the issye
with next of kun, inclusion of the topicin
an advance care document makes more
palatable, and could in some cases obvi-
ate the need for, the current legal re-
quirement that phymcaians initizte dis-
cusston of organ donation with the rext
of kin of all potential donors U'se ¢f an
advance care document would reduce
the stress of facing the decitiun at the
time of newly discovered death

Finally, it might be objected that the
Medical Directive would not be wilaly
used This is rpen to physician int'a
tuve Medical Directives availabis in of-
fice waiting rooms or introdured i1 a
ruutine fashion to ail patients Junrg
office visits would rapudly alter the <.ty
stion [tinalsonpentothird party
er imtistive  Frr example, the thord
party nayer might provide a rre tine
reimbursement to physicians {ir earh
patient with whom they discussed the
Medical Directive This weuld be ore
way to shift from reimbursement f.r
procedures trward reimbursement {or
better physician patient commirnica
tion regarding medical decision makirg,
a change which 18 already Leing urged
by others ® [t might reduce the rieed {1
statutes such as those 1n Alaska anq
Texas, which use financial ditincer.tives
for ignonng patient preferences

CONCLUSION

We suggest that routine ava'at ly
of the Medical Directive in phy«.mang
offices and routine discussion «of treat-
ment options in the vanous scenancs
(emphasizng that sdvance care dwy-
ments are riot himiled to the relusai of
trestments! would prevent the most s&
rious drawbacks of iving witls Linguis
tic vagueness would be himited, irter.
pretation would be well guided bty
stated patient views; and spplicabirty
would be extended and clanfied Freiy
decisions would be available when ne
preferred sources were possibie s
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would be sided by the Megical Direc-
tive. A minimum of information com-
prehension by the patient would be ne¢-
essary to assess patient preferences
well and much of that information would
be available in the Medical Directive
itself. The special skills and judgment of
the physician would be a3 necessary as
ever, and their use would be enhanced.

We thank John Stoechle, MD, for hus continuing
inaights and support and Damiel Federman, MD,
Troyen Brennan, MO, JD, MPH. and George An-
nas, JD, MPH, for thewr cntical reviems of the
manuscnpt
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From the Office of the General Counse! mses——

Advance Medical Directives

SOCIETY has increasingly recognized the nght of patients to
refuse hife-sustaining care that merely prolongy the dying
process The Amencan Medical Association,' ethiaists,' and 8
presidential commission™ ™™ 4ll have sanctioned the with.
drawal of artificial ife supports from a terminally il or perma-
nently unconscious pstient if the patient had expressed Lhe
desire Lhat such treatments oot be used Moreover, the vast
majority of Amencans believes Lhat s person’s wishes regard-
ing the use of life support in the event of terminal illness or
permanent unconsciousncss should be honored (New York
Timea March 17, 1885, sect 1.38)

While the nght of palients to determine their own trest-
ment clearty has been recognuzed, problems anse when 1t
comes to invoking that nght This is because the 1ssue of either
utilizang or withdrawing artificial ife support generally does
nX anse until the patient has become unconscious of other-
wise mentally incompetent At that pownt, of course, the
patient will be unable to indicste hia ashes Moreover, Lthe
patient mught not have indicated before becoming incompe-
tent whether life-sustaining care should be used in the event of
terminal illness or permanent unconsciousness Even if the
patient did discuss the use of aruficial life supports, the pnor
statements wili often be discounted by the courts if they were
raade in general terms. in casual circumatances, as s sponta-
neous reaction to another persony medical treatment, or
while the patient was young and in excelient health ~e=~™
1n short, 3 person’s nght to decline artificial Life support can
be frustrated by s falure to leave sufficiently clear advance
directives

There are two important mechanisme by which an individ-
ual can clearly indicate in advance how<reatment decisions
will be made regarding the use of artuficial Life supports,
namely, through wntten directions (ie, 8 bning will) or ap-
pointment of a proxy to make heslth care decisions 1n the
event of incompetence Ar individual may also choose to
utilize both of these mechaniams in s complementary fashion.
For exampls, & patient may provide s proxy wnth wniten
directions regarding Lreatment in certan situstions, while
depending on e proxy to make all addibonal medical
decisions.’

In 8 recent report prepared by the Committee on Medico-
legal Problems, the Amencan Medical Association discuseed
the advantages and disadvantages of the different approsches
to sdvance medical directives.’ This article presents an ex-
panded version of the report.

JAMA Mey 21990 - Vol 263 Mo 1T

Living Wills

Forty-one states have passed living will statutes These
statutes provide that a person’ wnitlen, advance direclives
regarding the use of aruficial fe supports will be honored
Living wilis are executed while the individual 18 still compe-
tent to make medical decisions, and they become effective
when the individual loses that competence ™ The individual
may drafl the directions i1n her own langusge or use & model
wili that 18 printed in the statute *

Through a iving will, a person can specifically dictate the
kinds of life supports that should be used and the conditions
under whien they should be used For example, a person
might decline & ventilator but not medications if terminally 11l
Or & person might refuse a feeding tube if permanently uncon-
sci10us but not If termunally 1l

Living wills have nignuficant drawbacks, however Funst, a2
will drafted in specific language cannot provide guidance for
circumstances that were not snticipated when the will was
wrnitten [f, on the other hand, the will is wnitten in general
language to cover a broad range of posa:bie circumstances,
then 1ts terms may be ambiguous in partscular situations In
sddition, many statutes restnct the kiads of directions that
may be qiven in a Living will For example, hiving wili statutes
often spply only in the setting of 8 “termunal condition.” which
u generally defined as an ureversible condition that makes
death imaunent."® A Living will statute, then, may not appty
il the patient suffers from s persiatent vegetative state More-
over, in soma states, the Living will statute may not sapoly to
the mithdrawal of a feeding tube =*

Most of the courts that have addressed Lhe usaue of the
withdrawal of srtificial bfe supports have recognized that
individuals have 8 common law or constitutional nght to re-
fuse treatments in settings other than those covered by a
Living wall statute ' Consequently, if s patient expreased treat-
ment preferences in 8 bving wmil! for circumstances that went

the scope of the Lving will statute, the preferences
would Iikely be upheld under common or constitutional law
However, the limitations in a stated hiving will statute may
influence patients when they compose their wilis  fany pa
tents are bkely to use the model Lving wil form that s
published as part of the state) living will statute Insddition,
courts may be influenced by the scope of the Living wili statute
1n decrding the scope of s patientd common law or constitution-
al nght to refuse artficial Lfe supyorts.”
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The problems with a Lving wiil can often be sddressed by
designalion of a proxy to make health care decisions.

Appolntment of a Proxy Declsion Maker

The second mecharusm for & person to indicate i~ sdvance
whether artificial Life supporta should be used is by appointing
a farmily member, [riend, or other person as & “proxy” or
“agent” for making health care decisions The proxy decision
maker has the suthonty to make any medical decisions for the
patient that the patient would be entitied to make if he were
mentally competent The proxy reaches a decision by apply-
ing the patient’s pnor statements and persoras) salues to
deterrmine what the patient would want to have done under
the circumstances

There aretwo waystoappoint a proxy Inapprouimately 12
statea, the living wiil «tatuce includes a provision for the
appointment of & health care proxy ™7 * Ky sppainting a
proxy under aliving 4.l statute, anindinidua can avoid both
the ngnd.ty of specific directi- ns and the ambiguity ~f gene al
directions Howeuver, because the proxy wauthornity extendsno
further than the patient® authonty, if Lthe uving will stat te
limuta the kaireds of directions that the patient may give, thena
pruxy apg<antedin accordance with the provisions of a aate’s
livingwih statyte s imitedin the same way Thus ftheining
wall atatute applies only to terminal conditings, the proxy can
make heaith care decisi ns only in the setling of a terminal
condition While some courts may recogmize 8 lisirg witl that
Rrania a proevy more authonty than i permiited under the
slates Lyng wiistatuts others may imit the proxy s asthor-
1y o the anuta expresaly delineated by law

A methe] of appeintirg 8 proxy with mere flexible author-
ity s the rreation of & darable power of sttorney, " whichiea
specific type of power of atto ey A power of attorney s s
mears by ahich cne persan ithe “pnncgal™ ran auth nze
an ther perennathe "ageri™)to take legally bindirng sction o n
the j e ain behail * © The agent nemd not be alanyer, but
may he a [amily mernter, fniend emji yee, ur any «ther
legaliy competent aduit

tirdinary powers of 3t rney are usually inadequate in the
setting of teaith care decisions for the hepeiesaly i Thics
becaase the ordirnary power of attorney creales & provy s
thorty that as Limited 1n the same way aa the [nncipain
sathonty Hence when the jrncipal becomes legally incom-
petent, the pruxy 18 incompetent to act on her behail a
responae to this deficiency of the ordinary power of atteney,

ever) state has adopted a durable power of sttorne) statute
Under s durable puwer of attorney. the agent’s suthonty
rema.ns in effect (or, in sume cases, Lakes effect) when the
pnncipal becomes incompetent ™"

It 13 unciear whether dursble powers ofaltorney can be
used to grant suthonty to an agent to make health care
decisions TradiUonally, darsble powers of sttcrmey have been
used in connection with actions that involve the pnncipals
property or financial affure Consequently. 8 court mught find
Lhat the lequrlature did not enact Lhe dursble power of attor-
ney slatute with Lhe intent to permut its use for heaith care
decisiona The New Jersey Supreme Court, on Lhe other
hand. has interpreted the a’ated durable power of stlorney
slatute to encompass health care decisions ®

To avoid any uncertainly whether dursble powers of attor-
ne) can be used for heajth care. sl least 11 states have enacted
durable powers of attorney for health care.™ A durable power

308 LAMA Mey 2 1990 - vor 263 Mo 17

of sttorney for health care explicitly permits an individual to
delegate to an agent his right to accept or refuse heaith care.
The delegation may be a brosd one, permitting the agent to
make any medical decision that the principal could have made
if legally competent. Alternatively, the principal may choose
todelegate only the power to make certain medicaldecisions.®
Moreover, the principal can include in the delegation of power
statements regarding her trealment preferences for specific
situations.” For example, the principal may indicate that no
hfe-sustaining measures, including a feeding tube, should be
usedinthe event of permanent unconsciousness. Inany event,
the agent is obligated to act in accordance with the pnnaipals
desires and intents, whether expressed in the delegation of
power or in other ways by the principal before the principal
became incompetent ™™

Durable powers of attorney for heaith care have important
advantagesover iving wills. While Lving wils are often limut-
ed to treaiments in the setting of a terminal iliness where
deathis raminent, durable powers of attorney for health care
can generally be used to deiegate authonty for health care
decisions in all casea of patient incompetence Further, be-
cause the agent has legal authonty to make health care deci-
sicns, physiciar are shle torely on the agent's decisions even
when the patienty desires were not clearly expressed or 414
nat take into account unforeseen developments (Indeed, the
durable power statutes generally provide immunity from suit
for physicians who act on an agent's decision if the physician
believea in good faith that the decision is nct contrary to the
patients desires ®®) In other words, the agent 1a able to
resolve ambiguities or inconsistencies in the patienty pnor
wntten and cral statements when deciding what the patient
would want under the ercumatances Incontrast, there s no
one with legal authonty, other than a jusdge, to interpret the
terms of 8 Lving will in canes of Jisagreement or ambuguity
regarding the patients wishes (Consequently, with durable
jowers of attorney for health care, there should be less of a
reed or tendency to seek jud cial interventinn A Living wil
also sufferafrom the possibility that it may get iost or that the
phymician who treats the patient may not be made aware of ity
ewistence " There s less of & likelihoad that a proxy decision
n.aker would be loat or overlnoked

There are impertant disadvantages to the durable power of
attorney for heaith care For many people, there 11 no perscn
that they wouid be comfortable with as an agent to make all
heaith care decimors Inaddition of family members disagree
about the patientd desiures. decisions by the agent are subject
to chailenge aa not consistent with those desires Some com-
mentalors have argued that decisions of a proxy are less
representative of & patient® wishes than treatment prefer-
rnces expressed in a hving will. ™™ However, when a patient
designates another individusl ar the proxy decision maker,
Lhe palient 18 chueing to accept the proxy's understanding of
the patient’s prefe ~ences and to accept the proxy ¥ trestment
choices based on th understanding.

Incorporsting directions for certain trestment decisions
into durable power of atlorney documents may be the oplimal
method for ensuning that 2 patient’s wishes will be impiement.-
ed. A patientarould be able to provide specific ins ructions for
the course of Lrestment 1h many circumctances while main.
taning control over the decision-making grocess in unantici-
pated circumstances In addition, when making trealment
decusions in unanticipated circumstances, the proxy wouid
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have a greater sense of the patients general preferences for
treatment from the specific instructions included in the
document.

Thae Physlician’s Role In Implementing
Treatment Preferences

In 2 1988 pudlic opinion survey conducted by the the Ameri
can Medical Association, 66% of adults reported that they had
discussed with family members their treatment preferences
inthe event of a coma from which doctors believe that recovery
is not possible.® However, only 15% of the patients in the
study had filled out a living will. Other polling data yield
similar results; many more patients have trestment prefer-
ences regarding artificial life supports than have expressed
those preferences through a living will or appointment of a
proxy decision maker.®

Physiciana can serve & primary role in ensuring that pa-
tients give appropriate consideration to the issue of artificial
life support and that the treatment preferences of their pa-
tients are adequately documented.® Physicians can initiate
discussion and advise patients of possible treatment decisions
that might have to be made once the patient is no longer
competent and can supply the patient with pertinent medica!
information regarding terminal ilinesses and permanantty
unconscious conditions. [naddition, physicians can document
the patient’y wishes in the patient’s medical record, thereby
ensuring that there is sufficient evidence of the patients
preferences even if the patient does not write a living will or
sppoint s proxy decision maker.

Physicians should not wait until the onset of an illness or
disease Lo begin exploring a patienty treatment preferences.
As the Karen Quinlan™ and Nancy Cruzan' cases demon-
strate, even relatively young and healthy patients should be
encouraged to think about the issues that surround treatment
decisionas in the event of terminal iliness or permanent uncon-
sciousness. Becsuse a patients wishes may change with the
passage of time or with the progression of illness, s patients
treatment preferences should be periodically revisited. A
patients wishes may also change upon the occurrence of a
significant life event, such as having children or becoming
widowed.

While it is often difficult for people to discuss their own
deathin a concrete way, it is becoming increasingly important
for individuals to express their preferences regarding the use
of artificial life supports. For perhaps 70% of Americans, &
decision will be made whether to provide ife-sustaining medi-
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cal care when devastating illness becomes terminal or irrever-
sible.™"* Making these decisions in advance will ensure not
only that the patients wishes sre carried out but also that
family members and friends can act on the patient’s behalf
with the confidence that they are acting in the patient’s best
interests,

David Orentlicher, ¥D,JD
Ethics and Health Policy Counsel
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writing of this article.
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PREPARED STATEMENT OF SENATOR JOHN HEINZ

Mr. Chairman, along with the miracles of modern medicine come weighty deci-
sions on when to prolong life. The recent Supreme Court decision on the case of
Nancy Cruzan underscored the importance of having an advance directive to assure
th.a:‘ such decisions are not made haphazardly or without respect for the patient’s
wishes.

I applaud the efforts of Senator Danforth and Congressman Levin to assure that
all adult patients of hospitals, nursing homes, clinics and health maintenance orga-
nizations are provided with information about their rights under the applicable
State law to have a living will and/or assign a family member or other person dura-
ble power of attorney. Requiring institutional providers and HMOs to have written
policies and procedures concerning advance directives as a condition of participation
will encourage and assist individuals to make decisions now, while they are of sound
mind and body, for future health care events.

Patient education, however, is just one aspect of what is needed to assure that the
rights of individuals are respected in decisions to continue or terminate treatment.
A complimentary and equally important measure is required as well: institutional
protocols to direct professional staff in their actions when a patient is not able to
participate in decision making about their care. I am referring in particular to pro-
tocols regarding when to resuscitate a dying patient.

Institutional resuscitation policies and guidelines were strongly advocated in 1983
by the President’'s Commission for the Study of Ethical Problems in Medicine and
Biomedical and Behavioral Research, and the Joint Commission on the Accredita-
tion of Healthcare Organizations requires all accredited health care facilities to de-
velop resuscitation guidelines. Nonetheless, a report by the Office of Technology As-
sessment that I commissioned a few years ago during my tenure as the Chairman of
the Special Committee on Aging found that hundreds of hospitals and thousands of
nursing homes still have not developed or implemented such protocols. Of those that
have, only a small percentage include reference to other types of life sustaining
technologies, or to living wills and other advance directives.

When health care facilities do not have clear guidelines for their professional staff
to follow when the need for resuscitation arises, the results can be truly unaccept-
able, as was demonstrated by our committee's examination of specific case histories.
For example, in one case, that of Ms. Stevens, the lack of a policy led to her being
kept alive against her wishes. When Ms. Stevens was admitted to a nursing home in
Florida, in 1986, she and her son agreed that if she had a heart attack or stroke, she
did not want to be resuscitated. The nursing home, however, had no policy or proce-
dure for documenting or responding to Ms. Steven's request. Several months later,
when she suffered permanent and severe brain damage from a stroke, she was put
on a ventilator, despite her original request. Her son was forced to go to court to
ensure that his mother's original wishes were respected.

In another case, a decision was made not to resuscitate an 83-year-old woman in
New York, without any attempt to determine her wishes. This patient had been in
the hospital for several months battling pneumonia when she suffered a heart
attack. Because there was no written agreement between the patient, family or
doctor, no one knew whether or not this patient wanted to be resuscitated, so she
was not.

The OTA report, which I referenced earlier, recommended the adoption of formal
institutional guidelines for making decisions on whether to use or withdraw life sus-
taining treatment. The phrase "use or withdraw" is particularly important because
discussions regarding advance directives often presume that patient will choose to
have treatment withdrawn or withheld should they become medically incompetent,
when in fact there are patients that want to fight for life under any circumstance.
In developing public policy regarding advance directives, the right of individuals to
sustain their life must be respected as much as their right to die.

Last year, in response to the findings of OTA, 1 developed “The Life Sustaining
Treatments Act,” which was discussed in the Finance Committee during the budget
reconciliation, but not included as part of the final package. My proposal, which I
believe could be married to that of Senator Danforth quite readily, is to require
Medicare and Medicaid participating hospitals and skilled nursing homes to provide
24-hour staffing of at least one individual currently certified as competent to per-
form Basic Life Support Cardiopulmonary Resuscitation and to develop a written
protocol for resuscitative services. Such a protocol would assist each hospital pa-
tient, nursing home resident, and persons authorized under State law to act on their
behalf should they become incapacitated, in making decisions about whether and
when to withhold resuscitative services.
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The requirement that nursing homes have the capability to provide CPR at all
times is long overdue. Only 30 percent now have a staff person certified in CPR
available around the clock, and only half require their nurse to hold present certifi-
cations. Unless all nursing homes have staff capable of providing CPR 24 hours a
daiy, a resident’s wish to be resuscitated is a hollow one.

nstitutional protocols would be a significant step forward in helping patients ex-
ercise greater control of the end of their lives. These protocols also would provide
hospitals, nursing homes and their staffs with important protections by reducing the
risk of litigation and helping to settle disputes, should they occur. In addition, proto-
cols can protect the civil liberties of professional staff by allowing them to withdraw
from a case if they have moral objections to the requested treatment plan.

As envisioned by my proposal, each written protocol would be developed with
medical staff, nursing staff and other appropriate personnel and be approved and
adopted by the governing body of the facility. Among other things, the protocol
would describe the procedures by which an individual decision of whether or not to
withhold resuscitative services is to be reached and the procedures to be used in re-
solving potential family or other conflicts which may occur in the decision making
process. The protocol would require that appropriate orders be written by the physi-
cian primarily responsible for the patient, and that documentation of the orders is
included in the patient's medical record, if resuscitative services are to be withheld.

Mr. Chairman, the development and application of life-sustaining medical technol-
ogies has rapidly outpaced the development of any consensus by our society regard-
ing the moral, ethical, legal and financial ramifications of the use or non-use of
these technologies. What is clear from a growing compilation of case law is that pa-
tients have a right to control their destiny. We must support that right to the full-
est extent possible. | am convinced that if each prospective patient were provided
with a copy of the institution’s resuscitation protocol and information about their
rights concerning advance directives, and the presence of any such directive was
documented in the medical record. much of the confusion and trauma that current-
ly surrounds decisions regarding the application of life sustaining technology could
be prevented.

PREPARED STATEMENT OF SENATOR SANDER M. LEVIN

Mr. Chairman, | want to thank you for the opportunity to testify at this hearing.
I also want to commend Sen. Danforth and Sen. Moynihan for their leadership on
this important legislation.

Later today you will be hearing from several witnesses who will surely address
many of the technical issues relevant to the Self Determination Act, and, perhaps,
many issues that are not relevant to the bill. What 1I'd like to do this morning is to
make sure we don't lose the forest for the trees in our deliberations. The context for
these discussion can be summed up in three interests that underlie this legislation:
personal decision-making, clarity, and knowledge.

Last month’s Supreme Court decision in the ('ruzan case has brought the issue of
personal decision-making into sharp focus. Eight of the nine justices recognized that
we have a right to accept or refuse medical treatment. This right to determine the
medical treatments we prefer is rooted in the ethical principle of autonomy, and in
constitutional liberty interests. This is not to say that people may choose medical
care that is inappropriate, or that they should make these decisions in the absence
of consultation from family, health care professionals, religious advisors, or others.
Butdrespect for the integrity of the individual within society is part of cur American
tradition.

The Supreme Court reiterated a point that courts have been making for many
years, that the right to make decisions regarding one's own welfare choose does not
end should people become unable to communicate their preferences. Our second
major interest, clarity, comes into play at this point. The Court ruled that states
have the power to sct standards for how clear the prior wishes of an incapacitated
person must be in order to be honored. Although there was disagreement about
whether Missouri's standard was appropriate, the justices overwhelmingly agreed
on the validity and importance of advance directives—living wills and durable
gowers of attorney—in providing the clarity that is necessary in such difficult situa-
ions.

In the week or so following the Cruzan decision, it seemed that copies of livin
wills were published in every newspaper in the country. But advance directives di
not spring up overnight. They have evolved over the last 15 years, and contain nu-
merous safeguards to assure appropriate use of the directives, worked out after ex-
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tensive negotiations with various provider, patient, and religious groups at the state
level. Advance directives can help people implement their desire to have life-sus-
taining treatments withdrawn or withheld when these treatments only serve to pro-
long death. They can also articulate treatments that are desired; clarifying for pro-
viders what the patient feels is acceptable or preferable.

Booklets and pamphlets about advance directives, designed for the general public,
are currently being developed and distributed by many groups, including the Ameri-
can Bar Association, the Catholic Health Association, and various state medical as-
sociations, such as those in Illinois and California. In fact, a booklet entitled “A
Matter of Choice: Planning Ahead for Health Care Decisions,” was produced several
gears ago at the request of the Senate Special Committee on Aging, and distributed

y the American Association of Retired Persons.

Advance directives can significantly increase the clarity of all parties concerned
when dealing with stressful, traumatic situations in which difficult decisions need to
be made. People need not wait until it's too late, but can provide evidence of their
wishes in advance, when there is time to deliberate and plan. The fact is, however,
that only about 10% of the public have formulated advance directives. In addition,
studies show that physicians are not well-informed about the opportunities for ad-
;gnce directives provided by the state. And thus, our third major interest: knowl-

ge.

The major point of the bill is that better medical dacisions can be made if parties
involved in those decisions are well informed as to the options open to them. In all
of our discussions, nobody has seriously argued that it is desirable to withhold infor-
mation from people. Forty-seven states have passed advance directive legislation.
They did not pass this legislation hoping that nobody would find out. Our bill’s pur-
pose is to educate people, including health care professionals, about advance direc-
tives. -

Let us be very clear about what our bill does NOT do. It does not preempt state
law. It is clear that the power to make substantive policy regarding advance direc-
tives resides with the states. Many of the concerns that are expressed in relation to
the Self Determination Act are relevant to already crafted state law, such as provi-
sions regarding, witness constraints, pregnant women, and others. Qur bill main-
tains the state's jurisdiction to define the details of implementing advance direc-
tives. What we are doing is attempting to enhance people's knowledge of the oppor-
tunities the states have already provided them. I believe that such personal and im-
portant medical decisions should be made by individuals, families, and physicians.
They should not be made by judges, except in exceptional cases. The knowledge and
clarity produced by this bill will facilitate the achievement of that goal.

We take no position on what choices people make about their health care, nor do
we require that anvbody choose to fill out an advance directive. Part of the principle
of respect for autonomy is to respect a person’s decision NOT to formulate an ad-
vance directive. Indeed, our bill specifically prohibits providers from conditioning
the provision of care on the presence or absence of advance directives.

We are not seeking to penalize providers. We have made the requirements of our
bill a condition of participation for Medicare with the intent of demonstrating the
importance of the issues involved and the actions that need to be taken. But we cer-
tainly do not intend that providers will be expelled from Medicare simply because
they have forgotten to provide a brochure to a couple patients. We are well aware of
the reality that providers need to be "substantially out of compliance” with the con-
ditions of participation before action to exclude them will be taken.

I think it is important to note that the public is way ahead of us on this issue. As
we hold endless discussions about whether people will be frightened by being told of
their options to plan for their future, surveys public opinion show that the vast ma-
jority of Americans favor the concept of advance directives, and want to be told
about them. A recent survey in Michigan, done by Wayne State University, found
that 349% of the public feels that people ‘‘should be allowed to decide in advance
what means will or will not be used to keep them alive” in the event of a coma.
Another survey found that over two-thirds of a sample of elderly patients welcomes
the opportunity to discuss the question of life-sustaining treatments with their phy-
sicians, and 53% felt that the physician should raise the subject. In hearings in May
in the Health Subcommittee of Ways and Means, we heard testimony from a re-
searcher at Harvard who has found that both physicians and patients respond posi-
tively to discussions of advance directives.

. One writer, commenting in an August 1989 issue of Hospital Practice, put the
issue quite well: “Physician-patient communication should be more open, more fre-
quent, and better taught thar it has been in this era of intensive life-support tech-
nology.” Our bill is only a small step—the step of having patients and those caring
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for them have information available to them—that will facilitate the t.end toward
better communication and, as a result, better health care.

PREPARED STATEMENT OF RicHARD A. McCormick, S.dJ.

I am Richard A. McCormick a Jesuit priest and John A. O'Brien Professor of
Christian Ethics at the University of Notre Dame. I have been teaching Christian
ethics and writing in the field for 35 years. A subspeciality has been bioethics. In
that capacity I have been a member of the following committees: the Ethics Adviso-
ry Board of the former Department of Health, Education, and Weifare; the Ethics
Committee of the Catholic Health Association; the Ethics Committee of the Ameri-
can Hospital Association; the Ethics Committee of the American Fertility Society. I
speak for myself not for the Cathclic Church though my convictions are deeply in-
formed by the moral perspectives of that church. I do not speak for the Catholic
Health Association though I share virtually all of its sentiments pertaining to S.
1766. I agree with the Catholic Health Association’s endorsement of S. 1766. I
should like to explain why.

There is a basic human right of self-determination with regard to acceptance or
rejection of medical treatment. This is an implication of human dignity. If there is a
right to accept or reject medical treatment (self-determination), it seems to follow
that there is a corresponding obligation on someone to make the exercise of that
right practically operable and exercisable. This obligation has two overlapping
facets: (1} negative: not placing obstacles, removing obstacles; (2) positive: providing
facilitating measures. obviously these two facets overlap very extensively.

One of the greatest obstacles to the exercise of the right of self-determination in
this context is ignorance about the right itself and about the ways to exercise it.
This ignorance causes families great suffering at the time of crisis when they are
faced with treatment decisions. This ignorance also promotes the fear of malpractice
for physicians because they have no clear knowledge of the patient’s wishes. Simi-
larly, lack of knowledge and discussion about this right and its implementation
through advance directives leads to cases like Nancy Cruzan where the state has
refused to allow treatment to be terminated.

I can personally testify through my own work that ignorance about this right and
its implementation is widespread. Over and over again when I address the public on
care of the dying, people approach me to inquire about advance directives and the
durable power of attorney. In general 1 would say that the vast majority do not
know where to turn or what to do to state their personal preferences. S. 1766 is basi-
cally aimed at this serious lack of knowledge regarding the tools available to pa-
tients to express their views of life-sustaining treatment. In Section 2 of S. 1766 we
find a listing of the reasons for this legislation Here ! want to add two more rea-
sons which can strongly impede the exercise of self-determination.

The first dimension of health care that can support ignorance about self-determi-
nation is the increasing depersonalization of such care. When health care is deper-
sonalized things are done to patients. This can easily be an institutionalized form of
an older paternalism.

The depersonalization I refer to is by and large traceable to three factors:

Technology. Everything from diagnosis through acute care to billing is done these
days by computer. That is but a symbol of the massive presence of technology in
modern medicine. In saying that, | mean in no way to knock technology. Technology
quite simply makes possible the otherwise impossible. No one who has fought an
uneven battle with kidney stones will take careless shots at the lithotriptor. No one
who has been spared a stroke by carotid endoarterectomy will criticize the sono-
graphy and arteriograms that clinched the diagnosis. No one whose lesion was pin-
pointed by magnetic resonance imaging will belittle that wonderful technology.

Even after technology has been given its due, it remains true that the price of
efficiency can be a measure of depersonalization. This must give pause to a profes-
sion whose self-description is that of a healing ministry on a person-to-person level.

Cost containment. The cost of health care in the United States hovers around
eleven percent of the GNP. It has become routine to encounter descriptive phrases
such as “out of control” and ‘“skyrocketing” to paint the picture. The factors con-
tributing to the enormity of the health bill are well known: sophistication of serv-
ices, higher wages, more personnel, inflation, cost pass-along systems, the malprac-
tice system, unnecessary care, etc.

But there is a cost-containment revolution afoot. Diagnostic related irol::xgs (DRG)
are a symbol of this. Joseph A. Califano, Jr., former Secretary of Health, Education,
and Welfare (1977-79), puts it as follows:
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The spirited air of competition is for the first time swirling through the
health industry. Fed up with years of waste, the big buyers of care—govern-
ments, corporations and unions—are demanding the facts, changing the
way doctors, hospitals and other providers are used and paid, and reshaping
financial incentives that have encouraged patients to seek unnecessary
garg. And a host of new health care providers is scrambling to get their

usiness.

Califano points out some interesting facts that form the background for new cost-
containment efforts. Item. Some 20-25% of hospital admissions are unnecessary.
Item. There are erratic geographical variations in medical practice. For instance,
the rate of major cardiovascular surgery is twice as high in Des Moines as in lowa
City for patients with the same symptoms. Item. Patients of fee-for-service physi-
cians are twice as likely to have bypass surgery as those in health maintenance or-
ganizations. Item. A small number of patients accounts for a disproportionately
large proportion of health costs. for instance, more than 309% of Medicare's expendi-
tures goes to patients with less than a year to live. In 1984, 3.4% of Chrysler’s in-
sured accounted for 43.5% of the company’s health care payments.

Obviously, the new concern with cost containment will spawn many ethical prob-
lems. 1 wil{ not attempt to detail them here since I am chiefly concerned with the
emergence of the cost-containment factor itself and its impact on the depersonaliza-
tion of health care.

Public entities. 1 use this term to refer to the increasing presence of legislation
(e.g., Baby Doe rules), the courts and the legal profession in medical decision
making. ’l?he symbols of this presence: legislated living wills, Wade-Bolton, Quinlan,
Fohx. Storar, Dinnerstein, Conroy, Brophy, Chad Green, Nancy Cruzan, and a host of
others.

It is my thesis that these three factors rtechnology, cost containment, public enti-
ties) can affect the very matrix of the healing profession. This matrix is constituted
by the conviction that medical decision making best serves the interests of patients
when it is located within the triad of patient-physician-family. (By “physician’ here
I mean to include all members of the Lealth care team, e.g., nurses.) Decisions must
be tailor-made to the individual patient. They are like a glove fitting an individual
hand. They are personal decisions.

The three factors [ have listed are impersonal factors. They can easily have the
effect of preprogramming our treatment. And clearly this can result in depersonal-
ized treatment, a subtle form of oppression of the weak and dependent by the pow-
erful and healthy. This growing depersonalization of treatment has led George Cald-
well, former president of the Lutheran General Health Care System, to note that
what goes on in hospitals too often is "fixing” and not "healing.” Whatever the
case, idn a depersonalized atmosphere patient self-determination easily gets sub-
merged.

The second dimension of health care that can reinforce ignorance about self-deter-
mination is death as the ultimate enemy. The medical profession is committed to
curing disease and preserving life. That we take for granted. But this commitment
must be implemented within a healthy and realistic acknowledgment that we are
mortal. The point seems so obvious as to be trivial. In a sense it is.

But living it out is not. The attempt to walk a balanced middle path between
medico-moral optimism (which preserves life at any cost, with all means, regardless
of diagnosis, prognosis, family history, patient preferences, etc.) and medico-moral
pessimism (which takes life when it becomes onerous, boring, dysfunctional and
“hopeless’’} is not easy, especially in a highly litigious atmosphere. Symptoms of this
abound in the inflated statements we encounter on life-preservation. Let a few suf-
fice here. Worcester Hahnemann Hospital issued this policy directive. “No one, pa-
tient, family or physician, may consent to, direct or initiate the removal or with-
drawal of care or treatment which may be considered in any way to be life sustain-
ing to any J)atient, except as provided below.” The “provision below” was that the
patient be dead according to the so-called Harvard Criteria of Death and be declared
so by the attending physician. In other words, no withdrawal of any life-sustaining
technology unless the patient is dead!

Carol A. Smith, Assistant Attorney General of the State of Washington, gave this
opinion (1977) regarding the law with respect to withdrawing or withholding life
support from a dying patient: “Under the present law, an attempt to bring about
;l_ea:t:j by th,g removal of a life sustaining mechanism would constitute homicide,
irst degree.

Such attitudes also pervade the medical profession. In testimony before the Presi-
dent’s Commission for the Study of Eihical Problems in Medicine and Biomedical
and Behavioral Research, Dr. Marshall Brummer, a pulmonary specialist, was
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asked: “Is it the duty of the physician to do everything for that patient until that
patient is called to his or her reward?”’ The answer: ‘'Yes.”

Behind such assertions lies a kind of medical idolatry, the absolutization of physi-
cal existence. This idolatry takes concrete form in the conviction that the inability
to cure or prevent death is medical failure. The disturbing corollary of this: every-
thing that can be done must be done. When this attitude pervades the hospital set-
ting self-determination is crushed.

In combination the two dimensions of health care that 1 have mentioned act as
powerful obstacles to the notion of self-determination and of the tools of its imple-
mentation.

It has been my experience that most decisional problems touching acceptance or
rejection of treatment can be traced to lack of communication. For this reason I be-
lieve that the notion of advance directives can relieve this problem. Advance direc-
tives such as durable power of attorney and living wills encourage discussion and
documentation of views on sustaining treatment in advance. Thus the pain and
burden on families can be eased at the time of dying.

Like the Catholic Health Association, I strongly support proposed changes in the
language of the bill that require the Secretary of the Department of Health and
Human Services to conduct a public information campaign that includes develop-
ment or approval of materials that will be made available to Medicare and Medicaid

roviders to help them comply with the provisions of this bill. It is far better to
earn about health care decision making rights and advance directives prior to en-
tering the hospital.

I also support S. 1766's provision that the provider determine the existence of a
previously executed advance directive.

I should like to underline an aspect of S. 1766 that can easily be missed: stafl edu-
cation. [ would support alternate language in the bill that would allow facilities to
collaborate with each other on their educational efforts for both staff and communi-
ty. I much prefer this to requiring facilities to create institutional ethics committees
?slthc;g;*hicle for education. An ethics committee should arise spontaneously from a
elt need.

Finally, I agree with those who request that explicit language be added to the bill
that would exempt hospitals from applying the provisions of S. 1766 to emergency
room admissions until the patients are medically stabilized.

(Citations in this testimony may be found in my book The Critical Calling
Georgetown University Press, 1989

PREPARED STATEMENT OF SENATOR Daviv PRYOR

Mr. Chairman, | appreciate your holding today’s hearing on S. 1766, the patient
self-determination act. You, by chairing this hearing, and Senator Danforth, by in-
troducing S. 1766, are providing a great public service by focusing needed additional
public attention on the sensitive issue of the right of individuals to maintain control
over decisions about their personal health care treatment.

I recall Jack Danforth expressing his concern about this issue on numerous occa-
sions during last year's Finance Committee deliberations on the repeal of the Medi-
care Catastrophic Coverage Act. He deserves a great deal of credit for acting on his
concerns by introducing his bill and 1 am pleased to be a cosponsor of S. 1766.

Most of us here today are aware of the recent Supreme Court decision in the case
of Nancy Cruzan. While the Supreme Court did not grant the family of Ms. Cruzan
their wish to withdraw medical treatment from their permanently comatose daugh-
ter, it has put the spotlight on the importance of advance decision-making about our
own health care treatment. One of the most important messages to be drawn from
the Cruzan decision is that if we do not wish to continue our existence in a perma-
nent comatose etate or to be the subject of a legal drama excruciatingly painful to
our loved ones, as the Cruzans have experienced, then it is best that we express
clearly in advance our specific wishes.

Fortuns‘ely, most of the States have taken steps to make it ible for individ-
uals to do just that. Nearly all States have addressed the individual’s ability to con-
trol their autonomy in health care decision-making by enacting laws establishing
various forms of so<called advance directives. Most typically, these laws are known
as living wills and durable powers of attorney. while Nancy Cruzan did not have an
advance directive, most of us have the opportunity to do just that if we wish to-
maintain control over our health care treatment in the event we should become ter-
minally ill or otherwise severely incapacitated. Unfortunately, however, it seems
that far too many Americans remain unaware of their right to make these choices.
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Moreover, even when we execute an advance directive valid under State law, we
have no guarantee that our wishes will be honored by the hospital, nursing home,
other health care setting, or a physician, entrusted with our care.

I believe that legislation governing the enactment and provisions of these advance
directives is appropriately a matter for State jurisdiction. With few exceptions, the
States have exercised their responsibility on this matter. However, there is an ap-
propriate Federal role here. The Danforth legislation specifically addresses the re-
sponsibilities of health care providers who are the recipients of Federal funds.

In sum, the patient self-determination act requires that health care providers who
receive Medicare and Medicaid funds inform patients about advance directives, doc-
ument whether or not a patient has executed an advance directive, and honor the
wishes of the patient who has executed a legally valid advance directive. If the pro-
vider cannot, as a matter of conscience, honor the patient’s wishes, then the provid-
er would be obligated to “‘arrange for the prompt and orderly transfer” of the pa-
tient to another health care provider.

The Danforth bill is a responsible attempt to help individuals and their families
to avoid the tragedy that the Cruzan family, and others, such as the family of
Karen Anne Quinlan, experienced. It does it in a way that fully preserves the re-
sponsibility of the States in this area.

Today's hearing will enablc us to take a look at the full implications of the legis-
lation, particularly upon health care providers and the States. We have an excellent
array of witnesses beginning with Representative Levin, who has offered a similar
bill in the house, and Dr. Wilensky, Administrator of the Health Care Financing
administration.

I look forward to a full discussion today on this important matter so that we can
ensure that decisions concerning our health care are handled with the utmost digni-
ty, are consistent with our personal wishes, and are not burdensome to the health
care providers entrusted with our care.

PrREPARED STATEMENT OF PaulL C. Rerrnic

INTRODUCTION

I am Paul C. Rettig, Executive Vice-President of the American Hospital Associa-
tion (AHA). On behalf of AHA’s nearly 5500 member hospitals and almost 48,000
individual members, I welcome this opportunity to present AHA's views on S. 1766,
The Patient Self Determination Act 0191989‘

We aprlaud the Subcommittee for exploring the issue of advance directives and
living wills, and we commend Senator Danforth and Senator Moynihan for introduc-
ing this legislation. The bill addresses two major issues of primary concern te hOSfi-
tals: first, the development of a national educational campaign to educate the public
regarding the importance of self determination and the use of advance directives;
and second, the use of both living wills and durable powers of attorney as mecha-
nisms for exgressing patient treatment wishes. The more knowledgeable the public
becomes in the use of advance directives, the more frequently informed medical de-
cisions will be reached through collaboration between patients, families, physicians
and institutions. Senators Danforth and Moynihan propose, and hospitals whole-
heartedly agree, that competent adults should have the right to accept or decline
medical or surgical treatment, or appoint surrogates to make such decisions, in ad-
vance of the time they may be rendered incompetent by illness or accident. For
years AHA has played a leadership role in the ongoing debate concerning biomedi-
cal ethical issues. Through its Special Committee on Biomedical Ethics, the AHA
has published policies and positions addressing the role of patients, families, guard-
ians, physicians and hospitals involving the withholding and withdrawal of medical
treatment. Further, the AHAs bimonthly publication, ‘“Hospital Ethics,” offers a
forum for learned discussion of biomedical ethical issues. Most recently, the AHA
filed an amicus curiae brief before the United States Supreme Court in support of
the Cruzan family. The importance of advance directives to hospitals in eftectively
renderi(x)mg care cannot be overstated, as we confront the issue every day. Indeed, of
the 1,300,000 Americans who die each year in hospitals, seventy percent are in-
volved in a decision to forego life sustaining treatment.

NATIONAL EDUCATIONAL CAMPAIGN

. The proposed legislation mandates that the Secretary of Health and Human Serv-
ices develop and implement a national campaign to inform the public of the option
to execute advance directives and of a patient’s right to participate and direct
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health care decisions. We believe that this educational campaign is important and
necessary to achieving the legislation's goal because if living wills and durable
powers of attorney are to be executed before the need for them arises, individuals
must be educated prior to being admitted to a hospital. Hospitals fully accept their
role in educating patients concerning advance directives. In this regard, AHA recog-
nizes also the importance of the physician rcle in sharing advance directive infor-
mation with patients, and commends the American Medical Association and other
physician groups for their efforts to that end.

ONGOING ISSUES

The proposed legislation requires the Secretary of Heal:h and Human Services o
conduct a study and report to Congress with respect to the experience of providers,
practitioners, and regulators in complying with the Act, as well as the methods for
communicating treatment wishes when patients are transferred or discharged to
other health care settings. In addition, the Secretary must make recommendations
for further legislative efforts to carry out the purposes of the legislation.

Hospitals strongly support a Federal effort to gather evidence of the effects of the
legislation. All issues surrounding the use of advance directives will not be resolved
by the Patient Self Determination Act, although the legislation is an excellent first
step in addressing the issue. For example, the bill does not deal with one of the big-
gest problems hospitals face—that of incompetent or unconscious patients. Providers
need direction on how best to handle such patients where clear written advance di-
rectives do not exist, or where a patient arrives in an incompetent or unconscious
state and the hospital cannot determine whether directives exist.

We note that the recent Supreme Court decision in Cruzan v. Director, Missouri
Department of Health left to the states the question of incompetent patients who
have not executed advance directives. Unfortunately, there is a lack of consistency
between state laws. For example, states may limit the use of advance directives to
terminally ill patients, thereby offering no guidance for treatment of patients in a
persistent vegetative state, such as Nancy Cruzan. Or, states may define medical
treatment to exclude nutrition and hydration, so that even where advance directives
exist, they may be enforceable in some states, but not in others. The Cruzan deci-
sion affirmed states’ rights to establish laws and procedures for executing and im-
&lementing advance directives and honoring a patient’s wish to refuse treatment.

owever, to the extent that states define an individual's right to refuse treatment
differently, the Cruzan decision raises questions as to the extent of that right and
m’aﬁ‘ make the task of educating individuals more complicated. -

e requirement that HHS conduct a study on the effects of the Patient Self De-
termination Act acknowledges that the discussion on advance directives needs to
continue. AHA offers its support and assistance to ensure that the study will lead to
the clarification of these ongoing issues.

KEY PROVISIONS OF LEGISLATION

The Patient Self Determination Act requires providers to maintain policies and
procedures recognizing the ability of competent adults to make decisions to accept
or refuse medical or surgical treatment, and to designate an agent or surrogate
throufh a durable power of attorney to make health care decisions, should the indi-
vidual be unable to do so. The legislation sets forth provisions which must be includ-
ed in providers’ advance directive policies.

INFORM PATIENTS OF THEIR RIGHTS

Un-er this legislation, a health care institution must “inform"” patients of their
right to muke decisions about their own medical care, including the acceptance or
refusal of such treatment, and of their right under state law to execute a living will
or designate a durable power of attorney for health care decisions.

Requiring hosepitals to notify patients of their rights to make treatment choices
and to ask patients whether they have an advance directive seems reasonable and
can easily be incorporated into existing procedures for admitting and history-taking.
Making this inquiry during the taking of the patient’s history would assure that the
information i8 documen in the medical record, since hosepitals routinely comEly
with existing laws and accreditation standards requiring that a comprehensive phy-
sician assessment be completed within the first 24 hours of admission.

Hoepitals believe it is appropriate to play an active role in informing patients of
their rights concerning advance directives, although the requirement as stated in
the legislation raises a concern. A general requirement to inform psatients of their
rights under state law could inappropriately place hospitals in the porition of legal
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counsel, in that they would be required to interpret and communicate state statuto-
ry and common law. This information would typically be transmitted upon admis-
sion to the hospital, thus placing the burden upon hospital staff who may not be
qualified to advise patients concerning the law. Furthermore, hospitals are con-
cerned that this general obligation would expose them to liability risk based on
their transmission of information to patients.

AHA understands that Senator Danforth intends to revise the Patient Self Deter-
mination Act to address hospitals’ concerns about the informational requirement.
Specifically, we understand that the Secretary of Health and Human Services will
develop informational materials on individuals’ rights to refuse medical treatment,
and will make the materials available to providers. Each state would be required to
supplement the HHS materials to reflect state law on the use of advance directives.
Hospitals. nursing homes, and other providers would be responsible for distributing
the materials to ‘patients upon admission. This approach to hospitals’ obligation to
inform patients of their rights would alleviate hospitals’ concerns about communi-
cating the law. All individuals will receive accurate and uniform information on ad-
vance directives. AHA, on behalf of its members, acknowledges and appreciates Sen-
ator Danforth’s response to this issue. b ospitals, as part of our commitment to the
community, accept the responsibility to join with others in a collaborative effort to
educate the public on advance directives.

Finally. we note that the legislaticn does not address the issue of comatose or in-
competent patients who have nov executed living wills or durable powers of attor-
nev Therefore, we sugpest that the written information prepared by the Depart-
ment of Health and Human Services and the states address this issue. Not only pro-
viders, but family and friends, need to be informed as to how to make treatment
decrsions where no wnitten advance directive exists and the patient is incapable of
making such decisions Specific state information s essential, as state laws on surro-
pate decision making vary

DOCUMENTATION OF PATIENT TREATMENT WISHES

The legislation requires hospitals to document patients' treatment wishes and pe-
riodically revies those waishes with the patient This broad requirement may be
problematic Hospitals would be charged with interpreting the oral expressions of
treatient wishes, which coultd make accurate documentation difficult and give rise
to confusion when the wishes need te be implemented. In addition, an individual's
wirhes could change frequently depending on the circumstances, requiring constant
revision of the documentation

We understand that Senator Danforth intends to address this concern and clarify
the intent of the leaslation Hospitals would be required to ingquire upon admission
whether a written advance directive exists, and document the response in the pa-
tient's medical record The status of the patient’s advance directive documeantation
would be reviewed ot the patient 15 readmitted to the hospital at a later date. Hospi-
tals appreciate clarnitication of the documentaton requirement, and believe the revi-
ston would best accomplish the goal of this provision

TRANSFFRS WHERE WISHES CANNOT BE IMPLEMENTED AN A MATTER OF CONSCIENCE

Hospitals commend Senator Danforth for recognizing that providers for religious
or ethical reasons may not. in good conscience, be able to carry out a patient’s ad-
vance directive or treatment wishes. In this case. the legislation requires that the
hospital or provider transfer a patient to a provider who will carry out the patient's
treatment wishes, (s state law permits.

ETHICS COMMITTEES

The Patient Self Determination Act requires that, as a condition of participation
in the Medicare program, hospitals establish an institutional ethics committee to
initiate educational programs for staff, patients, residents, and the entire communi-
ty on ethical issues in health care. In addition, the committee would be required to
advise on particular ethical cases and serve as a forum for such issues. Hospitals
have two concerns regarding this requirement. First, AHA sees ethics committees as
one option for resolving biomedical ethics dilemmas, but believes that the decision
o establish such a should be left to \he discretion of each institution based
upon its needs. In its "5uidelines" on hospital biomedical ethics committees and in
Values in Conflict, the report of the AHA Committee on Biomedical Ethics, AHA
acknowledges the potential usefulness of ethics committees but does not endorse
their use in all hospitals. While hospitals believe that some form of an advisory
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forum is needed, an ethics committee may not be the appropriate forum for all hos-
pitals, particularly small and rural hospitals.

Second, the scope of functions suggested by the Act exceeds what is appropriate
for an ethics committee. Hospitals recognize ethics committees as one option for ad-
vising on individual cases, but not for achieving the Act's educational goals. In prac-
tice, ethics committees are most often used as internal forums for debate on ethical
issues raised by institutional policies or individual cases. They are typically used
primarily to advise patients and practitioners in working through difficult treat-
ment decisions. Ethics committees generally are not the proper instrument for initi-
ating public, or even staff and patient, education.

AHA understands that Senator Danforth intends to revise the legislation to
permit flexibility in the manner hospitals employ to address ethical issues and edu-
cate staff and patients on advance directives. The legislation will allow hospitals to
join with other institutions to fulfill their educational obligation, and will permit
each hospital to decide the most appropriate mechanism for advising on ethical
treatment decisions. We acknowledge and appreciate this response to hospitals’ con-
cerns.

MEDICARE CONDITIONS OF PARTICIPATION

While AHA strongly supports the goals of the Patient Self Determination Act and
believes that the legislation will accornplish those goals, we do not support its tie to
the Medicare Conditions of Participation. The requirements for participation in the
Medicare program are meant to provide Medicare beneficiaries with access to high
quality health care. Providers should not be at risk of termination from the Medi-
care program due to a requirement not related to fundamental delivery of care.

CONCLUSION

In summary, AHA strongly supports the goals of the Patient Self Determination
Act, and is especially pleased that the revised legislation is expected to address
many of our concerns. We will continue to work with the sponsors to resolve the
remaining issues so that the goals of the act may be fully realized. Thank you for
the opportunity to share our views on the proposed legislation.

PREPARED STATEMENT OF CHARLES P. SABATINOG

Mr. Chairman and Members of the Subcommittee: I am Charles P. Sabatino, As-
sistant Director of the American Bar Association's Commission on Legal Problems
of the Elderly. I submit these remarks as the designee of our President, L.. Stanley
Chauvin, Jr., and at the request of the Chair of our Commission on Legal Problems
of the Elderly, John H. Pickering, who could not be here today because of a prior
commitment. I want to thank the Subcommittee for the opportun'ietg' to appear today
to express the American Bar Association's support of the proposed Patient Self-De-
termination Act of 1990.

I would like to accomplish three tasks in my testimony today. First, I will explain
the nature of the ABA's support of the “Patient Self-Determination Act of 1990.”
Second, I will relate the relevance of this Act to the current state of the law. And
finally, I will offer some observations about the challenges and pitfalls we ought to
be aware of in the development of public policy in this sensitive area of health care
decision-making.

A. AMERICAN BAR ASSOCIATION'S SUPPORT OF PATIENT SELF-DETERMINATION

The ABA has addressed patient self determination in health care through three

licy enactments. First, in 1986, the ABA House of Delegates endorsed the ‘‘Uni-
orm Rights of the Terminally Il Act,” promulgated by the National Conference of
Commissioners on Uniform State Laws. The Uniform Act is intended to promote
uniform legislation for authorizing and implementing socalled “Living Wills.” -

Second, because of the limitations inherent in living wills, the ABA in 1989 adopt-
ed a policy statement encouraging the use and recognition of a broader and more
flexible form of advance directive, the health care power of attorney.

Finally, in Februaiy of this year, the ABA endorsed a resolution supporting the
ﬁrinciple that individuals have the right to consent to and to refuse suggested
ealth care interventions, and that apgropriate surrogates may exercise this right
on behalf of individuals who are incapable of making such decisions.

During the last three years, the A, particularly through the Commission on
Legal Problems of the Elderly, has exe considerable effort to educate both the
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public and the legal community about the nature and availability of advance direc-
tives, especially health care powers of attorney. The response to our efforts has un-
equivocally confirmed our belief that people want and need information and guid-
ance in planning shead for lifetime events in a way that ensures respect for their
personal autonomy. Ou: first educational effort consisted of a short video on the
topic of planning ahead for incapacity. Featuring actress Helen Hayes, this video
has been shown to community groups all over the country by bar associations, of-
fices on aging, private attorneys, public television, civic and church groups, health
care facilities, and others to introduce individuals to the legal planning tools for pre-
serving personal autonomy.

An outgrowth of this project was the development of a recently released booklet
on health care powers of attorney, containing a plainly written explanation about
Health Care Powers of Attorney—what they are, why they are useful, what to con-
sider in establishing one, and, most importantly, a do-it-yourself form and instruc-
tions to eneble readers to establish a health care power of attorney on their own.
The booklet also addresses when to seek individual counsel and the necessity of con-
sulting state law. Through the generosity of the American Association of Retired
Persol;)s and other contributors, single copies of this booklet are available free from
AARP.

The proposed Patient Self-Iv .ermination Act addresses a major aspect of health
care decision-making needs by requiring Medicare and Medicaid providers to take
some elementary but critical steps to inform patients of their decision-making
rights, to inquire and document whether patients have executed an advance direc-
tive, and to respect patients’ advance directives to the maximum extent permissible
under state law.

These steps are important for at least three reasons. First, most health care pro-
viders either do not have or do not communicate their policies concerning treatment
decision-making. Second, health care providers as well as patients and their families
too often fail to appreciate the importance of ascertaining patient wishes and prefer-
ences until it is too late to do so. And third, too few people are sufficiently aware of
the legal tools available to assure that one's wishes and values are respected. The
recent Supreme Court decision in the case of Nancy Cruzan poignantly underscores
the point that cur right to control health care decisions may depend on our docu-
menting our wishes while still alive. This legislation appropriately addresses these
needs through Medicare and Medicaid provider agreements.

The bill's additional requirements that the Secretary of Health and Human Serv-
ices evaluate the use of .ﬂwmce directives in health care decision-making and devel-
op a public education effort are especially important parts of this legislation. State
law and practice is developing in varied and fragmented ways, and serious national
research needs to be accomplished in order to provide better guidance for state and
national policy. For all these reasons, the ABA supports the aim and basic elements
of this proposed legislation.

B. CURRENT STATE OF THE LAW

The statutory law concerning advance directives has developed in two distinct
waves—the first being the development of living will legislation from the mid-1970’s
to the mid 1980's, and the second being the development of special health care
power of attorney legislation, starting with California in 1983 and continuin
through the preseni. Some 41 states plus the District of Columbia have enact
living will legislation. A growing awareness of the limitations of living will legisla-
tion has been one of the key factors spurring on a current surge in health care
power of attorney statutes. As of July, 1990, the following 32 jurisdictions had en-
acted health care power of attorney legislation:

HEALTH CARE POWER OF ATTORNEY LEGISLATION AS OF JULY 1990

Alaska (1988) ... . . ... .. .. ... ... .. .. lovisiana (1990)
Calfornia (1983) .. ... . . New York (1990) 1
Colorado (1983). .o oo e s e e e i e .. ONIO (1988)
Connectictl (1990) ... it s et s et e s Oregon (1989)
District of Columbia (1989) ... .. . . e Pennsytvania (1982)
FIO0A (1990 ..o+ e e Rhode Isiand (1985)
GEOTBIA {1990) . ... e eeneneeeeeone South Carolina (1990)

B3RO (198B) ...oooooerce e erssis s South Dakota (1990)
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HEALTH CARE POWER OF ATTORNEY LEGISLATION AS OF JULY 1930—Continued

ithnois (1987) . Tennessee (1990)
Indiana (1987} Texas (1939)
Kansas (1989) . Utah (1985)
Kentucky (1989) Yermont (1988)
Maine (19895) . . Virginia (1989)
Mississippi (1990) Washington (1933)
Nevada {1987) West Virginia (1590}
New Mexco (1989). Wisconsan (1950)

! Awaiting governor's sgnatur: as of 7 10 30

Twenty of these acts came into existence in just the last 18 months. Clearly, this
is an area of intense state legislative and public interest.

Absent special legislation creating DPAs for health care, other sources of state
law may directly or indirectly ackncwledge their validity, at least in certain con-
texts. In six states without specific health care DPA legislation, “Natural Death” or
“Living Will" statutes either authorize or at least make reference to proxy decision-
makers. Unfortunately, the purview of proxy decision-making under these statutes
may be limited to the same extent that statutory living wills are limited. These
states are:

Arkansas, Delaware, Hawaii, lowa, Minnesota, and Wyoming

Court cases in two other states—Arizona, and New Jersey—look favorably upon
the use of durable powers of attorney for health care. Finally, in the state of Mary-
land. an Attorney General's opinion states that durable powers of attorney specifi-
cally delegating medical decision-making authority are legally effective in that
state.

Thus, in the aggregate, at least 40 states and the District of Columbia have some
affirmative legislative, executive, or judicial recognition of durable powers for
health care as of today. In the other 10 states, express authority pro or con is lack-
ing Nevertheless, most authorities who have looked at the issue believe that exist-
ing durable power of attorney statutes are broad enough in principle to include
health care decision-making powers within their scope (tincluding the power to
permit withdrawal or withholding of life-sustaining treatinent). States have moved
ahead with legislation primarily in order to clarify the law, incorporate patient pro-
tections, and grant provider immunity.

C. CHALLENGES TO ADDRESS AND FITFALLS TO AVOID

In our testimony on this same legislation before the House Ways and Means Sub-
committee on Health on May 22, 1990, we highlighted certain challenges faced in
implementing this kind of legislation and some of the pitfalls that we ho it
v.ould avoid. The challenges concerned the need to overcome the increasing substan-
tive and procedural variability and confusion evident in state law, and the need to
pursue public education on this topic seriously. The main pitfall addressed was the
danger of allowing implementation of the act to descend to the level of mere paper
compliance. Those comments still reflect major concerns of the ABA, but instead of
repeating them here, we wish to focus on two concerns that have arisen in the
course of public discussion of this proposed act.

e Portability of Advance Directives

At the time this particular bill was conceived, a major concern was the lack of
legislation authorizing advance directives in many states. The legislative avalanche
in the last year and a half has greatly vitiated this concern. Consequently, the pro-
vision in the original version of this bill requiring states to enact advance directive
legislation is of minimal value. In its lac:ﬁras arisen concern over state law varia-
bility which raises doubt about whether a validly executed instrument from one
state will be recognized in another. Just this past Monday my office received a typi-
cal letter from an individual with this question. The gentleman wrote:

“I am retired and spend half each year in Lake Luzerne, N.Y. and half in
Palm Springs, CA. I can’t, naturally, be sure where I will be when and if I
need someone to act for me. So, do I need to a‘RPoint power of attorney to
two different people; one in NY and one in Calif.?”

37-339 0 - 91 -5



126

There may indred be some pragmatic reasons for having different surrogates in
different geog.aphic areas, but our concern here is the legal necessity to execute
two documents one in compliance with New York law and one in compliance with
California law.

Of the 32 existing health care power of attorney statutes, only six expressly grant
recognition to out-of-state Instruments that comply with the law of the other state
(D.C., Kansas, New York, Texas, Vermont, and West Virginia). This is the one area
that Federal action could make a dramatic difference in ensuring the rights of pa-
tients who by choice or by fate happen to cross state lines. Without advocating a
particular position on the proper extent of Federal involvement in setting a state
standard, let me suggest that tgg Congress could consider a range of possible options
for Federal leadership in promoting what we lawyers call comity among state stat-
utes. At the high end of intervention, this legislation could preempt state law by
requiring states to grant recognition to instruments executed in other states as a
condition of receiving Federal Medicare/Medicaid funding. A less forceful version of
this approach would be to impose the requirement but allow states to override it by
legislative action. This would effectively introduce a standard, and put the burden
on states to act if they want to change the standard.

Another alternative would be to require states at least to make clear their policy
on recognition of out-of-state advance directives through legislative or administra-
tive action. A clearly stated Federal policy in favor of the interstate portability of
advance directives would enhance this effort, and certainly have exhortatory value
in itself even in the absence of other Federal action. Our previous testimony also
suggested the option of creating a Federal .uodel advance directive form. While such
a model could ge directly binding only in Federal facilities, it would nevertheless
cxert considerable influence on the develcpment of state law. The ABA Commission
is willing and available to work with the Congress and the Secretary to refine and
implement any of these approaches.

* Impact of Advance Directives on the Poor and Isolated

The practical problem before us today is how to translate the individual’s right to
control health care decisions into policies and practices that ensure the effectuation
of this right in the face of incapacity. Clearly, both the public and providers need to
alter fundamentally both their thinking andy practices regarding the use of advance
directives. It is roughly estimated that only about 15 percent of the adult population
have executed any kind of written medical directive, and many health care facilities
have no policies or procedures recognizing their validity. Thus, initiatives such as
the Patient Self-Determination Act are especially propitious.

Looking ahead down the road, however, it is not hard to see some risk in pushing
the pendulum too far in the other direction. This could happen if hospitals an
nursing homes and other facilities become inappropriately involved in advising pa-
tients to execute advance directives that call for terminating treatments. Those with
loving family members, friends, and advisors will undoubtedly still make personall
authentic choices. However, indigent, poorly educated, and isolated individuals will
be vulnerable to facile execution of documents urged upon them by caretakers. The
inherent incentives for facilities do not always work in favor of the best interests of
these patients.

Consequently, it is important to confine the role of facilities to providing informa-
tion and education without presuming to undertake advocacy or individual counsel-
ing. The source of counsel and advice should be the family, attending physician, and
other confidants, counselors, or lawyers independent of the facility. We applaud sug-
gested changes in the bill which clarify this boundary of facilities’ role and whic
prohibit discrimination based on the presence or absence of an advance directive.
Additionally, the obligation of the Department of Health and Human Services to de-
velop informational materials further ensures an objective presentation of options.

In closing, let me again emphasize the American Bar Association’s basic support
for this legislation and offer our resources to assist both in fine-tuning the Act’s pro-
visions and ultimately in implementing the Act when it becomes law. Thank you.

PREPARED STATEMENT OF THOMAS J. ScuLLY

Mr. Chairman and Members of the Subcommittee, I am Doctor Thomas Scully of
Reno, Nevada, Co-Director of the Bioethics Program at the University of Nevada
School of Medicine.

I appreciate the opportunity to s(?eak in support of Senate Bill S 1766—“The Pa-
tient Self Determination Act of 1990 and thank the Subcommittee for its invitation.
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Although I am a member of several organizations endorsing and/or supporting this
bill, I speak as a private citizen.
I speak . ..

* as a physician who has cared for mentally incompetent and permanently uncon-
scious patients who never made known their wishes concerning medical treatment.

* as a bioethicist who has frequently consulted with families, both privately and
in the context of a hospital ethics committee, concerning decisions that had to be
made for loved ones who never made known their wishes concerning medical treat-
ment.

* as a teacher and medical educator who realizes how difficult it is to persuade
people, voung and old, to acknowledge their vulnerability and mortality, to confront
their denial of death, and to write down their wishes concerning medical treatment.

* as an authcr, who, with my wife, has interviewed hundreds of patients about
medical decision making (or more often lack of it) in their families, telling their sto-
ries, some tragic, some hopeful, and some joyful in our book “Making Medical Deci-
sions."’

¢ and I speak as a patient who has undergone major surge1y four times (including
a kidney transplant) has survived a myocardial infarction and has gratefully experi-
enced the benefits of “‘high tech” medicine provided by a multitude of knowledgea-
ble, skillful, caring physicians and nurses, most of whom were total strangers to me,
knowing little or nothing of my life's goals, aspirations, hopes, fears or anxiety—(not
to mention religious beliefs) or what I would wish to have happen to me should I be
unable to make medical decisions for myseif. :

Prior to undergoing the first of those surgeries, I executed a Durable Power of
Attorney for Health Care in order to spare my family the additional anguish and
heartache attendant to making difficult decisions to withhold or withdraw medical
treatment from me if, as a result of those surgeries or illnesses I had become perma-
nently unconscious or unable to make decisions for inyself.

From all these perspectives, | see the urgent need for a Patient Self Determination
Act, such as S. 1766, that will not only mandate all states to enact Advance Direc-
tive Legislation, but foster a highly visible and aggressive public education program
which stresses the importance of all adult citizens making their wishes concerning
medical treatment known, and (in light of the recent Supreme Court decision in the
Nancy Cruzan Case) making those wishes known in writing in the most ‘“clear and
convincing’' terms.

I will not elaborate on the present status of Advance Directive Legislation as
others will do that before this Committee or have already done so before the Ways
and Means Committee of the House on H.R. 1449,

Suffice to say that:

* 41 states and the District of Columbia have Living Will laws,

¢ 29 states have Durable Power of Attorney for Health Care laws, and

* another 11 states have case law or special legislation which indirectly acknowl-
edges the designation of a proxy for medical decision making.

With the exception of a few states, great advances have been made on the legisla-
tive front concerning Advance Directive Statutes. One could only wish that all
states adopted a uniform statute thereby assuring portability from s.ate to state.

Practical problems in effecting the changes envisioned in S. 1766 arise in the
areas of education and implementation.

Public and professional education, two sides of the same coin, are, in my view, the
most important parts of this Act.

A. Public Education:

“A national campaign to inform the public’” (Section 6) will hopefully increase
public awareness and create a demand to execute Advance Directives. But if the im-
plementation awaits the admission of mostly Medicare or Medicaid patients to hos-
pitals or nursing homes, then it will be too late for many, young and old, already
rendered decisionally incaﬁacitated by either the injury or disease that brought
them to the institution in the first place.

Public education should be directed to every citizen who

* subscribes to a Health Maintenance Organization or joins a Group Health In-
surance Program

* ig enrolled as a Medicare or Medicaid recipient

¢ is employed by the Federal Government

¢ is enrolled as a public employee in a public retirement program
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* enlists in any Federal Service or is discharged and becomes eligible for Veter-

ans’ Benefits
* registers to vote in a national election or completes a U.S. Census form.

But most importantly, public education should begin early:

¢ when every teenager takes a driver's education course or obtains a driver's li-
cense to drive on a federally funded highway. (Remember that a large number of
those in the persistent vegetative state and permanently unconscious are teenagers
and young agl‘ilts who survived serious automobile accidents which they never an-
ticipated and which occurred prior to their ever having made their wishes known in
a “clear and convincing’’ manner.)

¢ public education, regarding the need for Advance Directives should continue
each time a citizen renews his or her driver's license or registers an automobile.

B. Professional Education:

As public awareness concerning Advance Directives increases, health profession-
als must be ready, willing and able through prior education and training to inquire
about Advance Directives in a sensitive and caring way, facilitate the resultant com-
munication on the most sensitive of issues, namely death and disability and help
negotiate the execution of such directives.

The education and training of physicians, nurses, social workers, pastoral counsel-
ors and others working in hospitals and health care facilities are essential to the
successful implementation of this Act. If communication with patients is perfuncto-
ry, hurried, callous, ending up in legal formalities and paper pushing, then more
harm than good will result.

In this process, patients must be free to sign or not sign an Advance Directive,
free of coercion. They must also be reassured concerning the quality and type of
care to be provided so that the Advance Directives will not be misinterpreted as cut-
ting them off from beneficial care that they may want and should receive. Patients
must understand that, as their wishes to minimize, withhold or withdraw active
treatment are respected, they will still be cared for and not be abandoned.

C. Ethical Foundations:
Modern medical ethics is based on four principles; namely:

¢ Nonmaleficence; the duty or obligation not to cause harm to patients,

* Beneficence; the duty or obligation to do good and benefit others, that is, to help
patients further their own legitimate interests,

¢ Autonomy; the duty or obligation to respect persons and promote self determi-
nation of patients; and

* Justice; the duty or obligation to allocate social burdens and benefits fairly
among all persons.

In implementing this Act, the physician is essential. The doctor-patient relation-
ship is based on trust and it is the physician's responsibility not only to foster trust,
but, under the principles of autonomy and beneficence, to help patients further
their own legitimate ends.

Rooted in the principle of autonomy, Advance Directives serve to preserve a com-
petent person’s expression of health care preferences at a time when the person is
unable to make decisions. In fostering communication, discussion and dialogue with
patients, the physician should engage the patient in a process of shared decision
making, so appropriatel{ called for by the President’s Commission. In my view, ph{-
sicians and agpropriate y trained hospital personnel should routinely ask all adu
patients at the time of admission about the existence of Advance Directives as
called for in the Act. But most important is the inquiry about a surrogate decision
maker, proxy or Attorney in Fact.

A single page Living Will can easily be lost, misplaced or overlooked in the fast
paced, complex world of high tech, intensive care hospital medicine with its teams
of health care professionals. If a Living Will fets from the patient’s safe deposit box
or the physician’s office record to the hospital chart it may never be seen in a hoepi-
tal te(;hari: which expands exponentially with reports, consultations and progress
notes,

It is far more important, in my view, for each person to designate, in writing, a
surrogate decision maker, either as a proxy or Attorney in Fact in a Durable Power.
This should be done in addition to the Living Will. The surrogate can monitor the
progress of the patient’s care and be available to speak for the patient and interpret
what the patient had previously written down as his or her wishes. Such a surro-
gate should be able to assist the patient meaningfully in maintaining both dignity
and autonomy. Such a surrogate can help the patient review his or her records,



129

obtain a physician qualified to give a second opinion, delay procedures when in-
formed consent is in doubt, delay undesired discharge, and forbid any experimental
or teaching use of the patient without the patient’s permission or knowledge.

Such a person should be someone not likely to be intimidated in the health care
setting, someone well known to the patient, aware of the patient’s values, and not
afraid to speak up and be assertive for the sake of the patient. The proxy or surro-
gate decision maker must be comfortable abiding by the patient’s wishes, not their
own—particularly when there are issues concerning foregoing life-sustaining treat-
ment. Such a surrogate should be prepared to carry out the patient’s wishes and not
impose his or her views on the patient.

I served as a surrogate for my 86 year old mentally incompetent mother during
the last few years of her life I sat with her when she died quietly and peacefully, as
she wished, without any futile last minute attempts at resuscitation, or attached to
machines or tubes.

Physicians' attitudes toward Advance Directives have changed significantly in the
last 10 years as indicated in a recent study from the University of Arkansas where
80% of all primary care physician respondents expressed a positive attitude and
fewer than 29 expressed a negative attitude toward Advance Directives. More than
80% of the physicians in this study indicated that Advance Directives were an effec-
tive way for patients to influence their medical care should they lose competence,
help to reduce family discord and relieve patient worry about unwanted treatment
should they lose mental competency to make decisions for themselves. (It should be
noted out that Arkansas was one of the first states to pass Advance Directive legis-
lation in 1977 and now, following the model Bill of the National Conference of Com-
missioners of Uniform States, recognizes “‘proxy’ directives, the inclusion of perma-
nently unconscious as well as terminally ill and the authorization of surrogates to
speak for patients who have no advance directives.) From this study, one of the few
of its kind reported in the medical literature, it can be concluded that '“most of the
benefits claimed for Advance Directives—improved communication and trust, easier
and more confident treatment decisions, less stress and guilt, and promotion of pa-
tient autonomy’ —are true.

Another study from the Johns Hopkin University School of Hygiene and Public
Health indicated that although 67 of hospitals had a formal policy regarding Ad-
vance Directives, only 49 actively inquired about these documents, and, although
46% of the hospitals reported having an ethics committee, the presence of an ethics
committee was not significantly associated with the presence of a formal policy. S.
1766 calls for the establishment of institutional ethics committees with educational
responsibilities. It is not clear what the make up of these committees would be and
what would be their duties in terms of establishing policies for hospitals and seeing
that they are implemented. This portion of the Act needs to be strengthened if the
Johns Hopkin's Study is an indication of vhat actually happens in hospitals—and 1
believe it is! One suggestion is to assure that at least a few members of such com-
mittees are from the community .and are not employees of the institution or mem-
bers of its governing board or medical staff.

In conclusion, it is clear that competent adults have the absolute right to accept
or reject any and all medical treatment, consistent with their private values and
preferences; and that this right should continue through the mechanism of an Ad-
vance Directive to the time when they are decisionally incapacitated. It is equally
clear from the recent Supreme Court decision in the Nancy Cruzan case that there
is a need for every adult to write down his or her wishes and preferences in advance
of decisional incapacity; and, that they, as syndicated columnist Ellen Goodman
wrote in her July 1, 1990 Travelers' Advisory—"Don’t leave home without it.”

Thank you very much.

PREPARED STATEMENT OF GaAIL R. WILENSKY

Mr. Chairman and Members of the Subcommittee: I am pleased to be here today
to discuss advance directives, such as “living wills,” and their role in making per-
sonal health care decisions. The recent, highly publicized Cruzan decision by the
Unl)i]tgd Su:jtes Supreme Court has elevatedg the importance of living wills in the
public mind.

As we move into the 1990s, medical science and technology are performing life
saving and sustaining treatments that were unthinkable a few decades ago. Deci-
sions not necessary twenty years ago have now become commonplace in the hall-
ways of our hospitals and nursing homes. These health care decisions affect our
entire population, not just the elderly.
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The growing use of sophisticated medical services increases the likelihood that in-
dividuals will have to make difficult decisior.s about whether to prolong care. Pro-
viders of health care recognize that these decisions may place them in a troubling
rosition from an ethical and legal standpoint. In this health care environment,
iving wills and other advance directives assume an even greater importance.

BACKGROUND

Before the recent Supreme Court decision, the importance of living wills was
slowly being acknowledged across the nation. Most States recognize living wills, du-
rable powers of attorney and other forms of advance directives as valid written doc-
uments expressing an individual's fundamental right to make choices about health
care. A living will is a written document that instructs physicians to withhold or
withdraw care that would prolong the dying process. A durable power of attorney
gives another person the authority to make health care decisions if an individual is
unable to do so. Over 40 states have laws or court rulings that acknowledge advance
directives and define parameters for refusing treatment.

I commend Senator Danforth and the Subcommittee for raising this complex issue
for discussion. Decisions regarding the quality of life and death are not easy to deal
with. A recent Harvard study revealed that only 15 percent of the patients surveyed
had made formal planning arrangements and only 9 percent ss an advance di-
rective. The study also found that when patients are informed of advance directives
by their doctor or other health professional they generally receive the material fa-
vorably and initiate formal planning.

PROPOSED LEGISLATION

Senate Bill 1766, the “Patient Self Determination Act of 1989,” represents an am-
bitious effort to highlight the importance of advance directives, and to inform and
educate the public about such directives. We share these goals.

I follow a guiding principle: the more knowledge people have about their health
care options, the better able they will be to make informed choices.

Your goal of educating health care consumers about living wills is entirely con-
sistent with this principle. Even so, we need to ask questions:

¢ How can we best advance yourgoal of informing the public, and
* What role should the Federal Government play in promoting public awareness
of living wills?

S. 1766 would rely on the Medicare Conditions of Participation for health care
providers to achieve these goals. We are concerned that this woula manipulate the
conditions to a purpose significantly removed from their primary objective of ensur-
ing that quality care is rendered in a safe environment. We also have serious con-
cerns sbout the adequacy of patient protections and the role of States and State
laws regarding living wil{s. Let me provide a little more detail about our concerns.

MEDICARE CONDITIONS OF PARTICIPATION

The Medicare Conditions of Participation serve the primary purpose of ensuring
that health care facilities provide care that meets professionally recognized quality
standards. The health and safety requirements emgodied in the Conditions require

roviders to meet prescribed standards for the health care services they furnish and
or the physical environment where they are delivered.

The bill would accomplish its objectives by imposing additional Federal regulation
and oversight of Medicare and Medicaid providers of iealth care. Specifically, to en-
force the bill's requirements, we would have to publish regulations amending the
Conditions of Participation for providers of care. The new Conditions would describe
the procedures and documentation necessary to assure that facilities are in compli-
ance with the requirements relating to advance directives.

_ Enforcing these Conditions would place the Federal Government in a position of
Judging how adequately providers inform and educate patients about advance direc-
tives and their right to make treatment decisions; whether providers properly im-
plement_ advance directives within the limits of State law; and whether providers
apﬁro‘rnate_ly advise patients and staff on ethical issues.

nder this scenario, the Medicare and Medicaid Conditions of Participation would
be used to regulate an activity which does not directly relate to the Conditions’ im-
mediate goal of assuring quality care. Our enforcement of the Conditions would also
be diminished by turning the focus away from the actual care furnished to _paper-
work documentation. This would be a risky precedent and could encourage further
use of Medicare's Conditions to accomplish other unrelated objectives.
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Let's be clear about this. The living will issue is too important to do otherwise. If
the Congress believes that society will be better served by knowing about living
wills, then let’s find a way to provide that information directly. We should not ob-
scure the issue by including it in a regulatory process that deliberately stays at
arm'’s length from medical decision-making.

PATIENT PROTECTIONS

Our most important concern is for patients. The bill would require providers of
care to inform patients of their rights to have advance directives and to document
their treatment wishes. We are concerned that the bill does not provide adequate
safeguards for poor and vulnerable patients. Providers should not be given incen-
tives to limit possible financial losses by pressuring indigent patients into making
hasty decisions about living wills, or by implementing these wills too quickly.

A sick person may be unable to properly consider information about living wills
while in a hospital or other facility, at a time of physical and psychological stress.
Indeed, a patient could believe that his care might be compromised unless he gives
specific treatment instructions. The bill's requirements place an unnecessary
burden not only on the patient, but also on the health facility that is required to
provide the information.

Conventional record-keeping requirements and Federal survey processes cannot
effectively ensure that patient rights are protected under these circumstances.

A living will or other advance directive needs to be considered calmly and logical-
ly. A person needs time to think through the implications of such a decision and to
obtain any necessary advice and assistance. A discussion of living wills at a time
when medical treatment is being sought may only serve to confuse patients or to
create anxiety.

There must be better ways to inform people about living wills than through pro-
viders of health care. We should look at other avenues to provide information.

THE STATE ROLE

The bill would also require States to enact legislation regarding living wills as a
condition for Medicaid funding. If a State does not does not comply, financial assist-
ance critical to the medical care of the poor could be jeopardized.

Further, the bill would require the Secretary to conduct a national, public infor-
mation campaign. It is true that a general campaign could increase the public's
awareness of the value of living wills. However, such a campaign could not be fully
effective without describing the varying legal requirements in each State. But 1
don’t think the States would want the Secretary to interpret their laws. And. be-
cause of the diversity of State laws, the Secretary could not assure that an accurate
and consistent message on living wills would be delivered from State to State.

States are better equipped than the Federal Government to effectively inform
their citizens about advance directives. States know the scope of their laws; they can
best interpret these laws, and they can provide better oversight of the laws’ imple-
mentation.

Unless potentially more effective means of educating the public about living wills
have been exhausted, we do not think the intrusive, cumbersome Federal regulatory
rgle the bill would require is appropriate. Other options could better advance the
objective.

OTHER OPTIONS

Improved public awareness about living wills could be better accomplished with-
out linking it to a Federal requirement. The government, at the Federal, State, and
local levels, funds other educational programs that are not tied to a regulatory en-.
forcement scheme. Why should education about living wills be singled out as a com-
pliance issue?

We need to develop a coordinated package of informational activities that will ef-
fe}::tively inform the public about living wills, outside of a forced or coercive atmos-
phere.

For example, we could consider establishing a national 800 number where people
coutlgi get answers to general questions and be directed to more specific State infor-
mation.

States could provide information at various' points of contact with their citizens.
One that comes immediately to mind is when people apply for drivers’ licenses,
similar to what is being done for the organ donor program. Such a program could
also refer individuals to the 800 number for more explanation.

BEST AVAILABLE COPY
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In fact, States that want to elevate the importance of living wills could mandate
that providers conduct information and educational activities as a requirement for
State licensure.

We could also work with professional groups like the American Hospital Associa-
tion and the American Medical Association to encourage voluntary efforts by hospi-
tals and physicians. Informational material could be made available in waiting
rooms, again, with a reference to the 800 number. Physicians could participate in
continuing medical education seminars to encourage informed discussion of advance
directives with their patients.

Community and advocacy groups can be enlisted to spread the word on living
wills. These groups, along with trade associations, union organizations, professional
associations, and senior groups publish regular newsletters which can target specific
information to their constituencies.

Since the Supreme Court decision, we have seen many such organizations distrib-
uting information and providing assistance on living wills. We would hope these vol-
untary efforts would continue and would certainly lend our support and assistance
wherever possible.

I intend to see that HCFA does its part by providing informational materials to
our beneficiaries. The next updaie of the Medicare Handbook will contain informa-
tion on advance directives. I will also see that our new beneficiary education cam-
paign addresses this important issue. Further, we will consider other informational
tactics, such as “‘check stuffers,” which we often include in Social Security checks to
provide important information to our beneficiaries.

We can also work with other Federal agencies such as the Administration on
Aging and the Department of Veterans Affairs, to tap into their routine lines of
communication with the people they serve.

The options are endless. It will take a mutual commitment to develop an informa-
tional strategy that works, and HCFA will contribute its share to the effort.

CONCLUSION

I want to reiterate my strong support for making the public more aware of the
importance of advance directives.

However, given the sensitivity of the life and death decisions made through ad-
vance directives, action by the Federal Government regarding their use should be
carefully and cautiously considered. Any Federal requirement to advise and inform
should not result in a tension or pressure that is inappropriate in personal treat-
ment decisions. We can, however, work together to fashion cooperative programs
thet educate the public about living wills.

I thank you for the opportunity to discuss this important issue and would be
happy to answer any questions you may have.



COMMUNICATIONS

STATEMENT OF THE AMERICAN ASSOCIATION OF CRITICAL-CARE NURSES AND AMERICAN
NURSES ASSOCIATION

On behalf of the American Association of Critical-Care Nurses (AACN) and its
70,000 members and the American Nurses Association (ANA) and the 200,000 mem-
bers of its 53 constituent state and territorial associations, we would like to present
our views on S. 1766 the, ‘‘Patient Self-Determination Act of 1900.”" The ANA com-
mends the sponsors and this committee’s timely discussion of this issue. The AACN
and ANA have long supported patient autonomy and self-determination in health
care decisions. We also support the ethical standards of the nursing profession.

Recently, the American Association of Critical-Care Nurses and the American
Nurses Association joined The American Association of Nurse Attorneys (TAANA)
in an amicus brief before the Supreme Court in support of the petitioners, Mr. and
Mrs. Cruzan. They were joined by the New Jersey State Nurses Association, the
Missouri State Nurses Association, and the Emergency Nurses Association. The
amicus brief focused on the right of an individual to accept or refuse medical treat-
ment and the nurses role as a patient advocate. Finally, the amicus brief stated that
the nurse will be required to violate his/her role as the patient advocate if instead
of respecting the patient’s right to self-determination, the nurse is required to con-
tinue treatment no matter what the patient would have wanted so that they could
end their life with dignity.

ANA’s Social Policy Statement establishes that nurses have the highest regard for
self-determination, independence and choice in decision-making in matters of
health. Nursing is committed to the respect of individuals unaltered by the social,
educational, economic, cultural, racial, religious, or other specific attributes of those
receiving care, including the nature and duration of disease and iliness. Our Code
for Nurses (Addendum No. 1) reiterates those principles.

The American Association of Critical-Care Nurses adopted a position statement on
the Role of the Critical-Care Nurse as Patient Advocate in August 1989. (Addendum
No. 2) It defines advocacy as respecting and supporting the basic values, rights, and
beliefs of critically ill patient. The critical-care nurse is obligated to support the de-
cisions of the patient or the patient’s designated surrogate or transfer care to an
equally qualified critical-care nurse.

A recent survey of approximately 5000 critical-care nurses was conducted by
AACN and will be published soon as the ““1990 Critical Choices Survey.” The re-
spondents indicated that 70 percent of critical-care nurses are involved in withdraw-
al or withholding of life support decisions several times a month. Another 25 per-
cent participate in such decision making several times a week. Our findings show 90
percent of all critical-care nurses deal with such health care/ethical issues daily and
are comfortable with their involvement and level of knowls.dge.

We believe that a competent patient has the right to refuse treatment. A compe-
tent patient is someone who can make an informed decision. This includes the right
to accept or to refuse health. An individual should have the freedom to make deci-
sions with respect to his/her own life as long as that decision does not interfere
with the self-determination of others. We recognize the role of the nurse as a pa-
tient advocate. (See Addendum #2). The nurse advocate assists the patient so that a
knowledgeable decision can be made. The level of understanding needs to be ascer-
tanl)eg to determine whether the patient comprehends exaétly what his/her decision
includes.

However, when a patient is incompetent, he cannot participate in such decisions.
Living wills and durable power of attorney have been legislated to assist with re-
solving this problem. The living will and durable power of attorney for health care
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are vital to ensure the rights and patient care wishes of those who are incapacitat-

Unfortunately, in general, people do not anticipate a situation arising that will
render them unable to make decisiuns. When such an incident occurs and no ad-
vanctiddirective exists, a dilemma results related to what the patient would have
wanted.

When an incompetent paticat has not executed an advanced directive, the nurse
as the patient advocate may be placed in the middle, between what is best for the
patient and what the famiry or physician may want. Too many times nurses are
caught between the patient’s wishes, the family's desires and the provider facility's
policies Nurses must implement physicians’ prescriptions and nursing care based
on the goals set by the patient and the health care team including the family. The
nurse’s duty is to provide quality care to his/her patients and to promote the qual-
ity of their life.

A dilemma exists whenever a person is in an incapacitated state due to illness. If
certain care is terminated or refused a person with a potentially curable disease
may die. If certain life sustaining measures are taken, there is the risk of prolong-
ing the provision of care to someone who wished otherwise or who would have op-
posed existence in a vegetative state. Keeping someone alive by artificial means can
be viewed as prolonging life or the dying process. Death is inevitable for everyone.
The quality of the dying process itself is the issue.

We believe that an individual given the opportunity to make an informed decision
should have his/her wishes carried out. A physician, family member or even the
nurse’s own wishes should not be substituted in the place of the patients. ANA and
AACN have adopted position statements on the Withholding and/or Withdrawing
or Life Sustaining Treatment (addendum 113 and 4) because of the nurses signifi-
cant role in these decisions and their implementation.

These other interested parties may be motivated by personal feelings to support
their values or beliefs for the patient’s decision. The patient’s family members may
not want to let go or may not understand the long-term effects on the patient. Pro-
viders may not feel comfortable discussing death or may not believe in withholding
treatment regardl.ss of whether the patient wants it or not. The incapacitated pa-
tient is unable to protect his or her self.

We believe that the patient’s establishment of a living will and/or durable power
of attorney for health will ensure the implementation of the patient's wishes for
treatment or termination of treatment. It may also facilitate the family and health
care provider's accegtance of the patient’s goals. Ideally, it will also prevent the su-
perimposing of another’s morals or values regarding health decisions.

As Justice Sandra O’Connor stated in her concurring opinion in the Nancy
Cruzan case, "The liberty guaranteed by the due process clause must protect, if it
protects anything, an individual deeply personal decision to reject medical treat-
ment, including the artificial delivery of food and water . . . “Whether a state must
also give the effect to the decisions of a surrogate decision-maker . . . may well be
constitutionally required to protect the patients liberty interest in refusing medical
treatment.”

The Patient Self-Determination Act addresses the issue by placing the decision in
the individual's control. It also encourages individuals to create advance directives.

The American Nurses Association and the American Association of Critical-Care
Nurses make the following observations and recommendations on S. 1766 based on
our past experience in the education of the public, health care providers and pa-
tients regarding organ donations and the st:bsequent state and Federal legislation to
implement required request programs in hospitals. We believe S. 1766 must address
these implementation and efficacy concerns to be beneficial in the health care set-

ting.
lgublic education is necessary before requiring organizations to comply with the
requirements of the Act. We helieve that Section 6, Public Education Demonstration
Project must be implemented broadly and initially to ensure success. Facilities
would be placed at a disadvantage if they were required to comply with Section 3(b)
by the effective dates in the bill, if public education has not been initiated. Facilities
cannot bear the burden of initial public education. Utilization of brochures and
pamphlets could be available for patients and families. However, people must be
educated before they enter a hospital. Such decisions require thought and discus-
sions with family and legal and spiritual advisers without the emotional pressure of
hospitalization.
e agree that public education be required to be implemented no later than six
months after the effective date. However, we recommend that facility programs be
phased in for design and implementation no later than six months after that; and
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that health care staff be required to be educated to the concepts of advanced direc-
tives and their professional and legal responsibilities before facilities initiate such
programs. Additionally, mechanisms must be put into place to ensure consistency
and minimize duplication of efforts regarding inquiries about advanced directives.
ANA believes that an educated public, as well as oriented and committed health
care providers and clear facility policies will ensure acceptance of the programs.

The public needs to be educated about advance directives; before they are asked if
they have one. Inquiry about advanced directives is beneficial if the patient is com-
petent. It will not assist patients like Nancy Cruzan who are incapacitated at their
initial contact with the health care system Surrogute decision-makers therefore are
important to guarantee the patient’s wishes in such instances During such health
care incidents, families are ofter in crisis and may lack full understanding of the
care or intervention eptions to be discussed Individuals need to be instructed on
what life support measures include and what happens when a person is resuscitat-
ed. A Do Not Resuscitate Order does not mean do not treat It means do not resusci-
tate.

Additionally, we must stress that authorization language must include an ade-
quate appropriation level for the operation of the public education project and the
assessment study  Existing health care programs cannot afford to finance this en-
deavor, notwithstaading its value

ANA und AACN urge the consideration of a provision to require states to enact
recognition of advance directives laws as prescribed in other states The bill does not
address recognition of such directives from one state to another We believe that an
institutional commitment must be demonstrated to address sues such as advanced
directives, one way is the establishment or utihization of an institutional ethics com-
mittee including representatives of the multidisciphimary health team including
nurses and consumers Hopefully, this will mimimize conflicts with patients health
care providers and institutions regarding the acceptance and implementation of the
patient’'s wishes. In addition, 1in the absence of state mandates, 8. 1766 does not
specify how to enforce institutional and physician comphiance with the advance di-
rectives. The patient’s family or provider may not recognize their validity. This is
especially true when the next of ki is apposed to the patient’s wishes. Patients may
have to consider transfer to a differeny health care facility or change to different
physicians This could prove disruptive for someone already i a stressful position.
The patient’'s care may be compromised when faced with a choice between a physi-
cian or institution and the right to refuse certain types of medical treatment.

Society may have misconceptions of what an advance directive entails. A terminal
illness does not have to exist for a person to have an advance directive Its existence
is merely a way for a person to let his "her health care decisions be known. A person
may believe that by signing an advance directive they will be forgoing treatment or
that they wall get less care. Patients must be assured that they will receive quality
care notwithstanding their health care decision-making.

Nurses as care givers, patient advocates, and health educators must be invelved
in this public education process; only then do we have a chance of ensuring that our
right to scif-determinetion survives even though we may become incapable of direct-
ly expressing decisions about our health care.

The experience of many of our members reflect the effect of advanced directives
and living wills or their absence can have on patient care. A recent experience of a
nurse in a skilled nursing facility during one eignt hour shift is such an illustration.

A newly admitted elderly nursing home resident who was alert and oriented
became congested and exhibited symptoms of respiratory distress. The physician
was contacted and the lack of a Do Not Resuscitate order was noted. The emergenc
response system (911) was called and the emergency response team proceeded wit
cardiopulmonary resuscitation and intubation and other emergency care when the
resident arrested. Ironically, the person appointed as power of attorney arrived
during the procedure and indicated that the resident did not want heroic measures.
The nurse indicated that this was not documented on the resident’s chart. The
daughter stated that he had made a living will but the wife would not honor it. The
resident subsequently died after admission to the emergency room.

The nurses’ and physicians’ actions were determined by the zbsence of an ad-
vanced directive. The family of the nursing home resident underwent the additional
psychological distress of seeing unwanted treatment inflicted upon someone for
whom they cared because his wishes were not documented and honored. There are
thousands of other examples like these. When nurses meet their discussions eventu-
ally turn to recounting such episodes. The issues are complex and frustrating to
}hose who care. A critical-care nurse has shared the following description of her
rustration.
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In many situations it seems that medical intervention only prolongs the
death of the patient. Sometimes it seems that therapy is instituted because
it is technically feasible but without much attention directed to the appro-
priateness of the outcome. The process of treatment selection seems to be a
response to a pre-programmed decision tree from which there is little or no
deviation.

In moments of crisis when decisions must be made about therapy, fami-
lies seem sadly willing to abdicate their responsibility with respect to the
choice of intervention to others. They seem unable to ask the necessary
questions and unwilling (9 make decisions. It has been a source of conflict
to us when families do not understand that a condition is irreversible. Fam-
ilies often indica*e what they want done but may not understand the scope
of that directive.

The financial costs of these decisions to the health care industry have to
be staggering the emotional costs to the patients and families must be
beyond measure. and {or the nurses who are caught in this emotional whirl-
pool the stresses have to lead to indifference, frustration, conflict and/or
resignation.

Another patient incident involved a 65 year old married male with two adult chil-
dren who was admitted to a cardiac critical care unit. He was placed cn life support
after a severe heart attack. He expericuccd multinle body system failures requiring
him to be placed on hemodialysis and a respirator. He remained unresponsive and
respirator dependent in the criticalcarc unit for two-and-a-half months, receiving
many transfusions and one-to-one care.

After another cardiac arrest and resuscitation the family indicated its
care decisions. The wife wanted her husband to be well again and one son
wanted his father to live. After an explanation regarding the intervention
options the wife remembered that her husband had zaid he did not ever
want to be useless. A Do Not Resuscitate order was requested.

In light of such experiences we have therefore endorsed The ‘‘Patient Self-Deter-
mination Act of 1990."

We hope that discussions around the passage of this bill and subsequent passage
of S. 1766 and H.R. 4449 will ensure the participation of patients at every level of
their health care treatment plan. We look forward to our continued work with you
to accomplish the right of self-determination of health care consumers. Thank you
for the opportunity to provide testimony on this important issue.
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CODE I'OR NURSES

The nmuase provides seivices with 1espect
tor human dignity and the uniqueness of
the dlient, unestricied by considerations of
soctal or economic statis, personal atti-
hutes, or the natme of health probles.,

Uhe mase saleguands the dient's vight o
provitey by udicionshy protectimg infonma-
ton of a conlidenual natwe.

T he mnse adts o saleguand the dieat and
the public when heaith Gue and satety e
alteared by the incompetem, nnethical, or
illegal practice ot any person.

T he nurse asstmes esponsibility aned
accountability lor imdiidual nuising judg-
mens and actons,

The mmse nunntuns competencee in
ni sy,

---G__Um.‘umsc exerencs anlonmed judgment

10

11

and uses individual competence and queal-
ihGittons as ceitetinin secking consultation,
accepring responsilnhnes, and delegaung
masing actvities o otherss.

The mose patiapates inactivities that
continbute to the ongang development of
the profession’s hody ol knowledye.

Fhe e ponacopaces e the prolession’s
cllortss o amplement and improve stan-
dds ol mmang

Lhe nuse partapaies e the protession’s
cHons o establishiand moantun conditions
ol cmplovment condudve to high qualiny
nurng G,

Fhe narse pactiiopates i the prolession’s
eltlont to protect the public from nisintoy -
wation and nnstepresentation and to
masnbun the stegrny ol sy,

I he nse collaborates with mcimbers ol
the health prolessions and other anzensan
OOty cormmnig and nanonasd cttorts
to mect the headth needs ol the public,



THE AMERICAN ASSOCIATION of Critical-Care
Nursea believes that patient sdvocacy is an integral com-
pobent of critical care nursing practics. Therefors, defi-
vitlons of advocacy and the bebsviors thet typify sdvo-
cady are essantisl.

WIHEREAS, the Code for Nurees (American Nurses’
Asbociation, 1985) requirvs that nurses safeguard the
patient and the public when bealth care and safoty are

d by the incompetant, unetbicsl, or llegal practics
of Any person, sad

\{VKEREAS. many definitions of advocacy exist, and

*JHEREAS, entical care nurses are confronted mith
sittations that requre them o act immediately on the
patient's behslf, and

WHEREAS, persona! and professionst neks are seso-
cistad with being s patient advocale, and

WHERFAS, state aurse practios scts mey requsre the
pufse to be a patiant sdvocate, aad

WHEREAS, the procsss of informed consent roan-
detss that the patient or the patient's surroguts be
infermed fully and give consent freely, and

WHEREAS, the contibuurm of advocscy 18 pot hmited
0 ®e 1adividual but may extend W socistal concerns,

THEREFORE. BE IT RESOLVED THAT the Amen.
can Assoaation of Cntical-Care Nurses beheves the
cridcal care nurse is a patient sdvocats,

AND THAT the Arnencan Assocation of Cntical Care
Nurees definae sdvocacy as respecticg sad supportug
the basic values, nghts, and beliefs of the cntically ill
patient.
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- AACN

Role of the Critical Care Nurse
as Patient Advocate -

BE IT FURTHER RESOLVED THAT the Americso
Association of Critical-Care Nurses believes that as @
patient advocate, the critical care nures shall dec the
following:

1. Respect and support the right of the patient or the
patient’s desigusted surrogile to sutonomeus in.
formed decision ~slong.

2. Intervene whea the beet intsrest of the patiect is in

question.

. Help the patient obtain nemesary care.

. Reepect the values, beliefs, and rights of the patient

. Provide education sod support Lo belp the patient or
the patient's desiguated surrogete make decinions.

8. Represent the patient in sccordance with the
patieat’s choices.

7. Support the decisions of the patient or the patient’s
dengnated surrogste or trunsfer care L an equally
qualified critical care gurve.

8 Intercede for patients who cappot spesk for them-
selves 1n aitustions thet require immediate sction

9. Moautor sad safeguard the quality of care the pa-
tient receives.

10. Act ws Laison between the patient, the patients
{smily, and beaits care professiopals.

(- /1

BE IT RESOLVED THAT the Amencan Association of
Cntical -Care Nurses recognices that bealth care instity.
tons are iastrumental in providing an eavirvninent in
which patient advocacy 13 sapwted and supported

ALSO, BF. IT FURTHER RESOLVED THAT as pa-
tieut advocate, eritical care nurves 1nitinte And promote
actions to upprove the health care of the entically i1l
through social change.

REPERENCE

Aences Nurees' Aseor ‘oo (i988) Code for murses with
Ipwerpretve slatamenus Kansas City, NO Author.

Adopted by AACN Board of Directors, August, 1989

AMERICAN ASSOCIATION

OF CRITICAL -.CARE NURSES
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| Withholding and/or Withdrawing
! Life-Sustaining Treatment

ADYANCES IN HEALTHCARE technology have dra-
matically increased the ability to prolong life. Because
of these advances, ethical and legel dilemmas ariss
when complex therapy is instituted L switain vital
fundtions, even when there is no hope of reversing the
disehse processes.

{

The American Association of Critical-Care Nurses
rocokl\hu that critica) care nurses have a significant
role/in supporting a patient’s preferences and beliefs

undmg treatmants of th * type.

.bo‘illEREPORE, AACN resolves that when choices
t withholding and/or withdra winglife-sustaining
tres}ments are being considered, critical care nurses
sho )d collaborate with individual patients or their

tes, physicians and other healtheare provid-
en "This should happen in an stmosphere that pro-
motes ressoned deliberation and communication of o
patiént's preferences and best interests.

Té support this resolution, AACN believes that the
follofring elements are essential for nursing practice:
* Ctitical care nurses will participste i ongoing as-

sessment of a patient’s ability Lo make decisions

t their own healthcare.
o Ctitical care nurses will participate in discussions
loring the patient’s beliefs about end of Life care
st/the earliest appropriate ime. The best time for
discussions and decision -making sbout withhold-
int and/or withdrawal of life sustaining trestment
is before entry into the healthcare system.
* When patients cannot make decisions for thew.
u}vn. their preferences may be determined from
need directives (such as living willy or durable
9o er of attorney for health care), previous spoken
itten inforroation and personal Lifestyle.
* CrjUcal care nurses, as patient advocates, will ini-
tiske and promote the decision-making process and

i

assure that nursing care goals are consistent with
patient preferences or best interests.

¢ In the event that life-sustaining trestment is with.
held or withdrawn, critical care nurses will partici-
pate in planning, implerenting, and evaluating
supportive care, Supportive careincludes providing
comfort, hygiene, safe surroundings and emotionasl
support for patients and the family.

Thus AACN believes that healtheare institutions
must have policies that direct a process to withhold
and/or withdraw life-sustaining treatment. Thess
policies should include:

* Aprocess for ongoing review of treatment goals and
inlerventions. The scope of the care the patient wall
receive should be specified in writing.

A process for designating e surrogate when the pa-
tient does not have decision-roeking capacity.

A process for dispule resolution among patients,
surrogates, and health care team members when
there is disagreement about the decision-making
process.

A procass for transferring care of & patient to an-
other qualified critical care nurse, when & decision
o withhold and/or withdraw life-sustaining treat:
ment conflicts with the nurse’s personal beliefs and
values.

This position on withholding and/or withdrawing
life-sustaining treatment is based on these beliefs and
ethical principles:

1. Individuals have a moral and lenl right and re-
sponsibility to make decisions about their
healithcare and the use of life-sustaining treat
ment.

2. Thereis no moral or legal difference between with-
holding and withdrawing treatment. Considers.
tions thst justify not initiating treatment ales jus-
tify withdrawing trestment

(Continued)

AMERICAN ASSOCIATION
OF CRITICAL-CARE NURSES

ONE QVIC LAZA NEWPORT JEACH, CA 92440
0800 BIIO/PAR 710 440 AP0/ TV X 30407 10/ iy
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i A person’s capacity to make decisions is shown by
their ability to: understand relevant information,
reason, and deliberata about choices, reflect on in-
formation according to their individual values and
preferences, and communicate their decision o
| healthcare providers.

4. The process for decision-making on behalf of inca-
pacitated patisnts should be directed by the estab-
lished standards of substituted judgment or best
interests.

ﬂﬁnlh‘om

vance Directives: A document in which s person
ﬁfu sdvanca directions about medical care or desig-
nates who shcald make medical decisions on their
behalf if they should lose decision.making capacity.
There are two types of advance directives; trestment
ditectives, such as living wills, and proxy directives,
suth as durable power of altorney for health care.

Beut Interest N:andard: Thisstandard gives prionty o
the protection of the patient’s welfare. In these cases
the designeted surrogate tries to make a choice on the
patient's behalf that seeks toiroplement whatisinthe

patient’s bept inlerests by reference to more objective,
societally shared criteria

Substituted Judgment: The doctrine of substituted
judgment requires thatthe surrogate attempttoresch
the decision that the incapacitated person would make
if he/she were able to choose. This standard preserves
the patient's interest in self-determination.

Bidliegrephy
American Asscciation of Critical.Care Nurses (1989).

Role of the crinical core nuree as @ potient advocate.
Newport Beach, CA: Author. ~

American Nurses’ Asscciation (1988). Code for nurees
WAtA {nterpretive statements. Kansas City, MO: Author.

President’s Commission for the Study of Ethical Problemas in
Medicine ond Biomedicol end Behavioral Reseorch
(March 1983). Washington, DC: Government Printing
Office.

The Hastings Cantar (1987). Guidelines on the fermination
of hife-sustaining treatment ond the care of the dying.
Briarchff Manor, NY. Author.

Adopted by AACN Board of Directors, February 1990
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AMERICAN NURSES' ASSOCIATION

Committee ob Ethics
Guidclines oa Withdrawiag or Withholdiog Food and Fluid

Is it morally permissible to withhold or withdraw food or fluid from sick pmcnu-md sbould nurses ever be
involved in doing 507 The answer 2o these two related questions is No, under most circumstaaces, and Yes, in
a few iastances. The focus of these guidelines, therefore, is upon the circumstances voder which it is morally
permissidle to withhold food and fluid.

The starting point for our understanding of what ourses ought to do is based on the geoeral moral coascasus
of civilized societies, religions, and generatioas tegarding the usual obligation to provide food and fluid to the
peedy, sick, and dcpendcnl wbo can be belped by it. Such an obligation is ceotral 1o 1he common
undemmdmg of ourses’ professiooal and moral dutics.

Ax aspect of nursing care, as carried oul regularly and routincly by all bedside nurses, is the provision of
some form of food and fluid. Patieats oced food and fluid i order to feel bettez, physically, and emotioadlly.
The benefits of life and bealth from receiving food and Nuid are 5o clear that, espec-ally for those in the
health professions (and perhaps most especially for nurses), there is a geaerally unambiguous moral duty to
provide them. Thus, under most circumstanoss, it is no¢ morally permissible 1o witbhold or withdraw food or
fluid from persons in their care, and aurses sbould o do $0.

The most frequent instance when it is morally permissible, indeed obligatory, for nurses to withbold feedings
are those occasions when patients would clearly be more barmaed by receiving thaa by withboldieg fecoing
Cluwical examples include patients prepariog for or just recovering from surgery, infants with such conditions
as tracheo-esopbageat fistula or anal atresiy, and certaia overeating disorders. These circumstances are
temporary and usually involve substitute provisioa of specified nutnieats. The goal is to provide proper
nutrition later, when it 15 safe and beneficial. Marm, as used 0 thus woral reasoning, is aot simply synohsnous
with hurt, pas, or discomfort, though it may lavolve cach Tt refers rather to serious dumage, ofico
irrepavable, and involving the loss of valued capacities or pleasuses There are occasions whea the provia 1
of food and fluid 1s both painful and bencficial and (ke jusufication for the temporary impositon of some
short-terro discomfort (rom bunges and thirss.

Thus far, we bave ideatificd the two most cthically clearcut and commnon instances. Fust, nurses should
«imost always provide (ood 2nd Nuid decause 1t is almost always an essential, Life-presenaag, bealth-gnuiog
benelit. Second, aurses should temporarily withbold food and fluid whea theur very provisioa cleasly ¢auscs
hron

Erhical dufficulties anise wheo 1t is unclear whether food and fluid are more beoeficial or barmful Stoce 1hey
are esseatial for life, this uacertainty ultimately leads to quesnions about whetber Life, uader ceriac
conditions, might be a greater harm thaa deatb. Determination ¢f becefit and barm are further compl.cated
by questions about whose evaluation of benefit and barm should be decisive. Sbould the evaluation by the
paticat, the famsly, the professional caregver, a rebgzious advisor, or that of society, through the <ourt,
predominate? Theee are 2lso questions aboul whetber possible barms and benefits to otbers, 1o .. [dinen to
the patient, sbould be coasidered

Since competent, reflective adults are generally in the best position to evsluate various barms aad heactts to
themscives ia the context of their own values, Ife projects, and tolerance of pais, their acceptance of refusal
of food a8d fluid should usually be respected. This ethical judgruent 1s sow well established kgmy through
vanous ¢ases affiraung the right of competent patsats to refuse treatment, including food and fiwd. It is
morally, as well as legally, permissible for nurses to booor the refusal of food and fiuid by competeat patictls
in their care The Code for Nurses”, the historical evolution of ourses” professional responubilitics as paticnt
advocates, and the general moral prisciple of respect for persons, sometunes refesred to as the priociple of
autonomy, supports this view

Itis important, bowever, 1o guard «gainst the possibility that respect for a competent palicat’s nght to sefuse

food aed flurd could lead 1o 1ndilference or a musplaced respect for paiient autonomy. The dasger, 1n this

instance, resuits in nurses’ fastuze Lo interest themselves in a8 patieat’s reason for exercising the' presumed

nght It is the patient’s reasons which established the right aod which, therefore, are pivotal it Jelerminiag

what the nurse sthould do Moreover, because such serious harms to the paticot are associated with the refusal
- '
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of food and fluid (initial discomfort from bunger and thirgt, illness, physical wasting, aad ultimately, death), it
is ot enough simply to (ulfill the obligation to respect the wisbes of competeat persoas. Obligations to
prevent barm and bring benelit also require that surses seek to understand the patient’s reasons for refusal.

First, it is importaot to establish clearly the patienr’s abifity to uaderstand ber oc his situation, the alternatives,
acd the associated harms and benefits. The refusal of food and Buid, bawerves, is aci itself evidence of
iacompetence. Paticals who refuse based oa their evaluatioa of Life with severe physical coastraints, ot with
intractable paia, or as a choice about way and time to dio in the face of an cventually fatal illoess, or as & last
resort to draw atteatioa to important social causes® will usually have weighed cazefully the various barms and
heoefits associated with their refusal, in the light of their own values and capacities. Such sed reflection
should be respeeted by nurses. Thus, in the case of competeat patieats with good reasoas, “the patieat” is the
answer (0 Questions about whose evaluation of beaefit and barm should be decisive.

This answer should Bot, however, be taken automatically to apply to all circumstances of competent refusal.
Competent patients can refuse for iscongruous reasons. They may oot bave as accurate picture of the facts o
they despair for teasoas that are reversible, though they may aot preseatly think this is true. These paticots
should receive special, sympathetic atreation from nurses. Nurses should make every effoct (o correct
inaccurate views, (o modify superficially held beliefs and overly dramatic gestures, and to restore hope where
there is reason to bope.

In certaia instances, when a paticat is 0o longer <. > eteat but it is possible to establish with certainty the
patiest’s projected refusal, thesame respect for a patieat's values is indicated. Documents such a3 a liviag
will, or other writtea or well-established verbal Advance Directives, oc the legal astignmeot of 8 Durable
Power of Attoraey” for bealiheare, can be takeo as aids in discerning the patient’s view. The application of a
previously stated refusal will, of aecessity, require the judgroent — both clinical and moral - of ourses and
other carcgivers as to whetber the current situatioa ks ooe (o which the patieot inteaded ber o¢ his cefusal to
apply. Ta geoeral, Advance Directives, even those iavolving the withboldiag or withdrawing of food and fluid
sbould carry great weight in caregivers' discussions with the paticot’s family or surrogate. It is imperstive, ia
this process, that aurses ot substitute their own views about which lives are worth savisg and Liviag for the
views of their competeat or formerly competeat paticats.

la circumstances where the patient never has beea competent (including infants, children, many meatally
retarded persons, and 1be bever competent mentally ill), ourses aloag with others have the moral and
professizaal responsibility to decide whether provision of food and fluid is ia the paticat's best interest. The
same moral and professional respoasibility falls (0 caregivers in the situation of a patieat who is not pow
competent, and whese the patieat’s views, while competeat, canoot be discovered. Paticots who are
incompeteat make an exceedingly vulneradle population dependent upos caregivers for caseful thought and
<Ompassionate action, including the provisioa of autratioa,

The withboldwg of food and fluid might be indicated oaly whea feeding is futile because of uaderlying,
incorrectable absorption peobleans; when it is itself severely burdeasome 16 the patiest or sustains tife oaly
long ¢oough 10 dic of other more painful causes. Only uader very special circumstances is it morally
permissible to withbold teeding o¢ give less than adequate fecdiog 10 those who cannot speak for themselves
In such circumstances, the nurse's responsibility fof care coatiaues and special atteation should be gvea to
raouth acd skin case, aad other forms of compassioaate touch.

I withbolding food aod Nuid appears more harmlul than expected, or if the patient’s condition changes asd
hydratioo or outrition appears potentially beneficial, the giving of food 20d fluid sbould be reinstituted. The
views and o oral seasibilies of caregiving family members should be influeatial ia decisions for such paticats
ualess there is clear indicatioa that the family docs oot wish (o be wavolved in decision-making or is oot
compeleal, or substitules theie own interests for those of the paticat.

{o alinost all cases the provisioa of food and Buid is in the patient’s best interest. For some, it is one of life's
ccotral pleasures. Rarely is feeding more burdensome than beaeficial. In addition, the oursc's ubiigation (o
fulfil the duties of her office or profession and remaia faithlul o ber patienis includes the geaeral role
promise tbat the nurse wall engage in activities that are aunturative, evea when such care is aot clearly
beneficial 30 long as it is not harmful.

Ceatral 1o the beaefit of Life itself is the benefit of nourishmeal which sustaias physical being and provides
psychological or emosional comfort. Thus, even in circumstances wheee food and Ruid does not provide

2

w
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adequate aourishmenl, it should be continued if it provides comfort. For example, infants with irreversible
absorption problems still enjoy sucking and mouthing food, or older adults who have refused further renat
dialysis may still derive pleasure from sips of fluid or bits of food despite their impending death. Feeding
should not be continued or forced, however, whea it is futile and whea it inflicts sulfering or bare that is ao
outweighed by an importast long-term beaefit.

The nursisg profession believes that the social and economic respoasibilities which result from this position
should be shared by sll citizeas, aot solely those with a family maember in nced of oursing. We further belicve
that the good coascicace, security, and sense of well-being among citizens rests ia part on the knowledge that
the vulaerable will be nourished und that carefully considered tefusals of food and fluid will be respected.

D — . L . . .
Nelsoo, Lawreace J., "The Law, Professional Responsidility and Decisioas 1o Fotego Treatment,” Quality
Review Bullerin, Joint Commission 0a Accreditation of Hospitals, January, 1986, p. 8.

*Graat, Edward R. and Forsythe, Clark, *A Plight of tbe Last Frizad: Legal lisues for Physicians acd Nurses
in Providing Nutrition and Hydratioa,” lssues in Law and Medicine, Vol. 2, No. 4, January 1987, p. 279-299.

American Nurses' Association. Code for Nurses with Inwrpredive Statements. Kantas City, Mo.: The
Association, 198S.

Suicide attempis as a prima facie refusal of life itself should not be taken as unquestionsbly eotailing a
refusal of food and fluid. lotcrvention to halt or reverse suicide rightly includes the ermergency provisioa of
food and fluid until the patient's reasoas for the suicide attempt can be ascertaised.

A durable power of altorney is an wndividual’s written designation of another person to act oo his or ber
bebalf, whea the designation is authorized by a state’s dassble power of attoraey statute. Under state law, a
power of attoracy terminates whea the designating individual Joses decision maling capacity, whereas a
durable power of artorney does not.

*The Hastiogs Center. Guidelines on the Terminadon of Life-Susiaining Treatment and the Care of the Dying,
New York: The Hastings Center, 1987, p. 57.
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ADDENDUM #5

We strongly recommend that people take one or more of the following actions.
Only then do we have a chance of ensuring that our right to self-decernination
survives even though we may become incapable of directly expressing decisions

about our health care.

1. Contact an attorney or health care advocacy group to discuss whether a
'Dgrable Power of Attorney for Health Care~ {s available. Through such a
document, you can appoint someone to make health care decisions for you in the
event you become unable to express your own wishes. You can also state

specifically what those decisions should be {n given clrcumstances.

2. Check your state’s Living Wills laws. Different states have different
restrictions on the power of these documents. A Living Will must be made while

a8 person (s competent.

3. Talk to your health ci.e providers--nurses and physicians. Make your
treataent wishes known to them in advance of the need for treatment and ask then

to document the wishes in your medical records.

4. Comaunicate your viewpoint to your state lawmakers. The Supreme Court has
sald it {i{s up to the states to develop procedures for recognizing and
{aplenenting a person’s directives about health care, so they need to hear from

their constituents.

5. Communicate your viewpoint on this {ssue to your U.S. Senators and
Representatives. A national uniform effort is needed to educate pcople about

exercising their right to determine their own health care.

6. Tell those close to you--family, friends, spiritual advisers how you feel
about 1life-sustaining trestment in various situations. There are some
jurisdictions where, in specific circumstances, families may still act as
substitute decision-makers for an incompetent patient, and may consent or refuse

héealth care on behalf of the patient.
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ADDENDUM #6

The following scenarios appeared in an article written by Gerri Kobren for The
Sunday Baltimore Sun on July 8, 1990 about the scope of living wills. The

incidents were intended to educate readers about the effect of such documents.

Linda, 32, like Nancy Cruzan, has been unconscious for
seven years. She breathes on her own, but she cannot
eat or drink. Food and fluids drip through a tube
inserted in her stomach.

Her parents believe she would not want to live this way
and have asked that the tube be removed so she can die
naturally.

Linda, like Ms. Cruzan, had never made known what she
would want {n such a clircumstance.

No case llke Linda’s--which, llke other scenarios {in
this article, {s hypothetical--has been argued in
Maryland courts, local legal experts say.
Theoretically, however, the family of any person in a
vegetative state would have to go through the same
process as the Cruzan family, according to Mr. Schwartz:

o They would have to go to court to have someone
declared Linda’s guardian.

o The court would appoint a lawyer to act on Linda’s
behalf.

o The guardian would nhave to get a lawyer.

o Fhysicians would have to determine LlLinda’s
condition.

o The guardian would then have to petition tor
withdrawal of life-sustaining measures and
artificial feeding and hydration The case would
be argued by the two lawyers and perhaps even a
third representing a hospital or nursing honme

o The «court would either accept or deny the
petition.

“The only way a person can be sure their wishes will be
carried out...is to preparc a durable power of attornev
form,” Mr. Schwartz sald. ~“A living will would not do {t.~

When Bill was in his 20s, he sat down and wrote: ~I do not
want to be kept alive bv artificial means. If I am ever
in a persistent vegetative state and unable to communicate
ny wishes, 1 want my wife to children or doctor to end
artificial life support for me.” He signed and dated it.

Then one day when Bill was 45, a car accident left him
comatose. His wife found the paper he had signed 20
years earlier and presented it to Bill’s doctors.



147

Documentation that {s less formal and less specific may
not be as effective, Maryland lawyers say.

Even with a statement written years before, family
menbers are “not going to walk into a nursing home with
{t and have them say, *“Fine,” said attorney Jack
Tranter, former chairman of the Maryland Bar
Association’s health care law division.

“The family would have to go to court to have a guardian
appointed, who would then go to the nursing home and
make decisions based on the fact that you had clearly
expressed what you wanted. It’s better than nothing,
but you are clearly better off if you have the durable
power of attorney for health care.”

A regular durable power of attorney for legal and
financial matters is not sufficient. A Baltimore woman
discovered this vhen she objected to insertion of a
naso-gastric feeding tube for her husband, an
institutionalized Alzhefmer’'s disease patient.

Although she had a power of attorney form that empowered
her to make decisfons {f her husband were terminally
{11, nursing home authorities told her that did not give
them the authority to allow him to starve to death.

“1 was given the alternatives of making a court case or
transferring him out of the home,” said the woman, who
asked that her name not be used. Even though she agrecd
to allow use of the tube, her husband died three days
later.

Joseph, 85, was in the hospital being kept alive oy
machines. He had a massive stroke and multiple organ
failure.

He was alive, but he was unconscious and worsening. His
fanily thought {t was time to let hiz go. He had not
completed a living will, n:vy 4¢4 he have a durable power
of attorney.

For terminal patients, a decisfon by family and doctors
to stop treatment omat indeed by ~legally appropriate~,
Mr. Schwvartz said.

"If a person is dying and hasn’t done & living will or
durable power of attorney, and the family {s in
agreement that the proper course...is to stop the life-
sustaining treataent, and {f the treating physicians and
the [hospital] ethics comaittee agree, that {s a proper
way for a decision to be amade.”

The article cnded with this observation, “But whether
this kind of decision-making works in all terminal cases
remains doubtful.”
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STATEMENT OF THE AMERICAN ASSOCIATION OF NURSE ATTORNEYS, INC.

“The Patient Self-Determination Act of 1989,” S. 1766 and ‘“The Patient Self-De-
termination Act of 1990,” H.R. 4449 seek to ensure that a person’s right to deter-
mine his or her own health care future is respected. The proposed bills address
those situations in which competent individuals specify in advance what kind of
treatment they do or do not want—or who should make those decisions—should
they become unable to do so. The legislation is intended to help individuals establish
advance directives by educating health care providers as well as patients’ and by
requiring that health care institutions have written policies and procedures to
ensure their use.

Until recently, Federal oversight on decisions to withhold or withdraw medical
treatment from adults was relatively nonexistent. The development of the law has
been a function of statutes and case law at the state level. These state laws and
decisions vary greatly from state to state. Defining a proper role for Federal Govern-
ment intervention in this very emotionally charged area of health care decision-
making involves at 1 minimum balancing individual rights, provider responsibil-
ities, ethical standards and societal norms (as expressed in the state statutory
scheme and precedents). In this controversial area, preservation of the right of indi-
vidua! self-determination appears to bc emerging as the dominant consideration.
The established Federal position of ‘no role’ in health care decision-making for
adults may be altered in the near future if pending legislation which supports great-
er usio of advance directive mechanisms in health care institutions becomes enacted
into law.

SUMMARY OF THE LEGISLATION

“The Patient Self-Determination Act of 1989, S. 1766 was introduced on October
17, 1989, by Senators John Danforth (R-MO) and Daniel Moynihan (D-NY). A com-
panion bill, “The Patient Self-Determination Act of 1990, H.R. 4449 was introduced
in the House of Representatives on April 3. 1990, by Representative Sander Levin
(D-MD. The proposed legislation is based on the principle that competent adults
have a right to contro! the medical decisions that affect their lives. The bills were
motivated by concerns that patients, in the absence of clear directives regarding
their views of life-sustaining treatment, do not have their preferences respected
when they become incapacitated. Under current standings, the bills would seek to
enhance patient participation in health care decision-making by educating people
about the options of executing a living will and for appointing a proxy through a
durable power of attorney to represent their wishes should they become unable to
do so themselves.

Both S. 1766 and H.R. 4449 affect all certified Medicare and Medicaid providers
through amendments to the Social Security Act. These amendments add new re-
quirements to Medicare provider agreements and Medicaid state plan requirements.
The House bill goes further to explicitly include health maintenance organizations
which operate under a deficient authorizing section of the Medicare statute. Other
health care providers over which the Federal Government has jurisdiction such as
the Veterans Administration, Department of Defense and other Federal institutions
are not within the scope of the legislation.

Under the propused legislation. providers must establish written policies to ensure
that patients are informed of their rights to direct medical treatment decisions, to
advise patients of documents they can execute to make sure their wishes are carried
out, and to record and periodically review preferences for intensity of medical care
with the patient. There is no explicit requirement mandating that Medicare and
Medicaid certified providers honor patients’ wishes.

The legislation shifts the burden of production for advance directives from the pa-
tient to the provider. Under current law, Medicare and Medicaid providers are
under no obligation to ask if a person has executed any advance directives. The
burden is on the patient or his surrogate to produce information about the existence
of any directives and bring it to the attention of the providers of care. "The Paticent
Self-Determination Act” requires Medicare and Medicaid certified providers to in-
quire as to the existence of these directives, ideally upon admission. However, under
no circumstances can admission (initial treatment) be denied based on the existence
or lack of advance directives.

Legally valid advance directives are to be implemented under the proposed bills to
the maximum extent permissible under state law. Where the provider is unable to
implement the patient’s wishes as a matter of conscience, arrangements for prompt
and orderly transfer must be made. The Senate bill would also require the creation
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of an institutional ethics committee to provide education and to advise on particular

cases.

S. 1766 further requires that as a condition of Medicaid state plan approval, states
enact legislation authorizing the use of advance directives if they have not already
done so. According to the Senate bill's sponsors, six states would be required to
enact legislation to comply with the law. Failure to do so within a reasonable time
would lead to temporary loss of Medicaid funds. The House bill contains no such

requirement. -
ANALYSIS !

The introduction of Federa! legislation which wnuld seek to enhance patient par-
ticipation in health care decisions through greater use of advance directives raises
at least the following issues:

1. Whether Federal legislation is necessary and/or appropriate to protect and pro-
moie_ an individual’s right of self-determination in matters of medica! decision-
making.

2. Whether the provisions of the proposed legislation will affect the stated pur-

poses.
3. Whether the legislative process of public attention, debate and enactment wili

?ltlisfactorily address the substantive and procedural issues raised in the proposed
ills.

The assumption underlying S. 1766 is that a patient’s right to self-determination
and right to refuse treatment is of little value if not supported in clinical practice.
Therefore, the bill attempts to address the problem by mandating procedural as-
pects of the use of advance directives for health care decision-making. The proposals
are limited to specified providers under the Medicare and Medicaid programs. The
legislation does not affect other Federal medical providers such as the Veterans Ad-
ministration or the Department of Defense. A

By requiring written policies and procedures to inform all patients of their rights
to make decisions, accept or refuse treatment, appoint a surrogate and/or provide
written instructions to the provider, S. 1776 and H.R. 4449 appear to endorse the
use of advance directives but do not explicitly require that they be honored by the
provider. Both on an individual provider busis and institutionally, there are no
methods to monitor compliance aod no meaningful enforcement provisions. In
theory, Medicare certification or Medicaid state plan approva! could be at stake for
a potential “violation.”

he use of the term “provider’” may cause unintended conflicts where multiple
providers are involved. This is particularly true in the case of an individual attend-
ing physician and an institutional provider such as a nursing home where policies,
personal ethics or interpretation of state law may differ.

In addition, the Act places the responsibility for determination and implementa-
tion of the patient’s wishes upon the "provider’” and the “entity.” This is contrary
to the current common law which places the responsibility for obtaining a patient's
informed consent for treatment decisions upun the physician, not the health facility.

The lack of national standards in the development of state legislation regarding
living wiils and durable powers of attorney, and inconsistencies in case law an
precedent in this area of the law make determinations of patients' rights and the
validity of an express wish or a written document purporting to be an advance di-
rective subject to question. Providers may see the requirement of informing patients
of their rights under state law as burdens-me and inappropriate because of their
lack of knowledge of the law and the inconsistencies that exist in the law.

Very few state statutes recognize the validity of an advance directive executed in
another state. This lack of portability and the lack of minimum national standards
may be a source of confusion and uncertainty to patient and provider alike. The pro-
vider is not capable of opining on the legal validity of a document purporting to be a
living will. The law does not provide guidance to resolve conflicts among family
members and the patient and does not address the difficul? clinical and ethical ques-
tion of decisionally incompetent patients who have never exer:ited an advance direc-
tive.

Many state laws contain ambiguities in definition or restrictions in application
that may in fact restrict a patient’s right to self-determination in matters of medical
decision-making. Definitions of terminal illness, statutory requirements that death

! The foreguing analysis was benefited by the research done by the Office of Technology As-
sessment and Alan Meisel in his book Right To Die.
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be imminent, and the issue of artificially supplied nutrition and hydration are some
of the most problematic areas. Therefore, deferral to state law may not always en-
hance individual rights. Most state courts have not had occasion to interpret their
state statutes authorizing living wills. Furthermore, the case law, where it has de-
veloped, has tended to be very fact-specific and generally unpredictable as courts
themselves struggle with these decisions. The purposes of the law might be more
easily realized if the Congress considered the alternative of mandating Federal min-
imum standards for state legislation euthorizing advance directives. However, oppo-
nents of such a requirement would lizely see such a mandate as an infringement of
states’ rights to legislate under theic parens patriae power.

Providers may also feel the recordkeeping and policy generating requirements are
more burdensome than beneficial. Neither bill requires providers to honor the pa-
tient's directives. Rather, merely having policies and procedures in place will satisfy
the statute. Thus, there is no meaningful enforcement or compliance action possible.
Furthermore, those who believe in supporting life at any cost, or who are skeptical
of Federal involvement in medical decision-making, may see the bills as unwarrant-
ed intrusion on the physician's prerogative and infringement on the confidentiality
of the doctor-patient relationship.

Interjecting institutional providers between the doctor and the patient may also
cause confusion and conflict with state laws. Confusion may be the result of multi-
ple persons, including the attending physician inquiring as to the existence of ad-
vance directives Someone may try to influence the substance of a patient’s decision
by lobbying for or against a particular objective. By assigning responsibility to all
providers, in addition to the attending physician. these provisions may also be in
direct contlict with state law provisions that assign responsibility for advance direc-
tives solely to tae attending physician, and those that place the burden of produc-
tion on the patient rather than the provider

Mandatory transter provisjons raize potential issues in areas where there are lim-
tted alternative placements or where the patients chamge their minds about treat-
ment preferences after the provider undertakes to care for them The legislation
does not otherwise tuke the ethical positions of the provider into account except in
the transter requirement

There i at most oy an oimphct requirement tor intormed deciston-making by
the patient. but no express procedural sateguards to ensure that the patient s n-
tormed. o1 that he or she evaluates and or understands the imphication of his or her
chowes to torego further treatment Requiramge providers to sohicit this information
muay tesaltan the transnns<ion of the provider’s biases to the patient under stressful
circumstances such as adnission to a hospital emergeney room or nursimg home
Rorsing: the issue of preferences regardmg intensity of medical treatment with a pa-
tent also feaves open the opportunity to request all manner of extraordinary treat-
ment Does the ledislation which tmphies the nght to retuse treatment also carry an
imphied rycht to any and Gl medical treatment” Could o chronie aleoholie, for exam-
ple, request o liver transplant as an exercise of his right of self-deternunation” If
not. why not” From a cymcal perspective, the specter of rationing and the high cost
of dving may cause opponents of this legislation to claim that it as purely budpet
driven

Methods are needed to educate people who want to document their treatment
preferences in advance of future incapacity. In fact, just the process of debate and
lepslative consideration leading to enactment may cncourage more competent
adults to consider and document their treatment preferences Additional consider-
ation of the legal. ethical and practical issues associated with decisions to withhold
or withdraw medical treatment is warranted. Both the Senate and the House ver-
sions of the proposed legislation give some consideration to this objective by requir-
ing studies and demonstration projects to be conducted by the Department of Health
and Human Services. More analysis would appear to be indicated in areas where
serious legal uncertainties exist because there is no relevant jurisdiction, because
laws differ greatly in the different jurisdictions and because the law is changing
rapidly. Existing legal precedent does not offer clear guidance to providers; there-
fore, research, demonstration projects and public education aspects of the legislation
may be more appropriate for enactment at this time.

STATEMENT OF THE AMERICAN JEWISH CONGRESS

The American Jewish Congress welcomes this opgortunity to present testimony in
support of the patient Self-Determination Act of 1990 (S. 1766).

BEST AVAILABLE COPY
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For over 70 years. the AJCongress, a membership organization of 50,000 American
Jews nationwide, has fought to defend the individual rights of Jews and all Ameri-
cans, particularly those rights of free exercise of religion and separation of church
and state enshrined in the First Amendment to .he United States Constitution.

Because the complex ethical legal and public policy issues created by advance-
ments in medical technology have profound significance both for religious observ-
ance and cultural pluralism, matters of particular concern to the organization, the
American Jewish congress in 1988 created a Bio-Ethics Task Force. The marndate of
this Task Force is to make recommendations to the governing bodies of the AJCon-

on the position it should take with respect to legislative initiatives and court
ecisions involving bio-ethical issues. This Task Force, composed of prominent bio-
ethicists, medical doctors, patients, Rabbis, and other individuals learned in this
field, in turn, created a subcommittee which evaluated the issues involved in deci-
sionmaking with respect to life-sustaining treatment. This subcommittee after more
than a year of study submitted a report which in May 1989 was approved by the
Governing Council of the AJCongress. That report entitled Decisions to Forgo Life-
Sustaining Treatment, unreservedly supported the general right of patients to de-
termir.e for themselves whether to forgo life-sustaining treatment, and also support-
ed the right of patients to write advance directives or appoint health care agents to
implement their wishes about what type of treatment they would want in their last

days.

{'he Report concluded that providing individuals with the opportunity to deter-
mine their medical future when they still retain decisionmaking capacity would
“reduce suffering, bring comfort and restore dignity to patients and their families.”
Further, the report noted, this policy of preserving the autonomy of the individual
through use of such devices as the advance directive or health care agent "simulta-
neously respects the diversity of religious and ethical views within the American
community and contributes to the protection of freedom of conscience! and religion
and the pluraiism which has for so long been a source of our society’s strength.”

As an arm of a Jewish organization, the American Jewish Congress Bio-Ethics
Task Force in its report recognized that there might be differences among the three
branches of Judaism on issues relating to refusal of treatment. For example. it
noted that some representatives of the Orthodox Jewish tradition teach that preser-
vation of life is a paramount value and that virtually all other values are rendered
subservient to this overriding concern. However, it pointed out that other Jewish
;‘_t}ligious theologians and writers take a less absolutist approach to preservation of
ife.

The AJCongress Task Force concluded, however, that since legislation authorizing
use of advance directives did not command any particular course of conduct with
respect to the use of medical technology, and left it to the individual to determine
the issue for him or herself according to his own religious or ethical tradition, such
legislation because it advanced free exercise of religion and religious values should
be supported.

In the light of this firm and carefully considered commitment to the importance
of a patient’s decision-making. AJCongress welcomes the introduction of S. 1766, S.
1766 requires that as a condition of participation in Medicare and Medicaid, health
care institutions must inform adult patients of their rights under state law with re-
spect to sKecifying their treatment wishes as well as about the institution’'s own
ﬁolicy with respect to withdrawal of treatment. It requires hospitals and nursing

omes to maintain written policies and procedures to determine whether Medicare
and Medicaid beneficiaries, at the time of admission, have prepared an advance di-
rective and to document the treatment wishes of the patier:t and periodically review
such wishes with the patient. The institutions would be required to ensure that le-
gally valid advance directives be implemented to the maximum extent possible
under the relevant state law; arrange for the prompt transfer of a patient to the
care of others when, as a matter of conscience, the hospital cannot implement the
patient’s wishes; and create an institutional ethics committee to initiate educational
programs on ethical issues in health care for staff, patients, residents and the com-
munity. Also, within 6 months of the date of enactment, the Secretary of the De-
partment »f Health and Human Services would be required to develop and imple-
ment a national campaign to inform the public of the option to execute advance di-
rectives and of a patient’s right to participate in and direct health care decisions.

' The AJCo Report recognized that the religious moral views of a health care agency
may be o to such decision and in these circumstances took the position that the institu.
tion should be given an opportunity to transfer the patient. We are happy to note that S. 1766
also respects the institutional conscience in this way.
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We believe S. 1766 will go far to increase knowledge about and use of advance
directives and health care proxies. This bill becomes of even greater importance in
the light of the Cruzan case. In that case, the United States Supreme Court recog-
nized a competent person’s constitutional liberty interest in refusing medical treat-
ment. However, at the same time, the Court held that a state could require a very
high standard of proof concerning the patient’s wishes regarding withdrawal or re-
fusal of life-sustaining treatment and could reject efforts by third parties to take
action on the patient’s behalf in the absence of such proof. The Missouri Supreme
Court in that case did not specifically define what kind of evidence would suffice.
However, as a dissenting Justice of the United States Supreme Court noted, ‘its
general discussion suggests that only a living will or equivalently formal directive
from the patient when competent would meet this standard.” ?

However, surveys show that the overwhelming majority of Americans have not
executed such written instructions.®> On the other hand, surveys also reveal that
most Americans would not want, for example, to have their lives maintained with
artificial nutritior. and hydration if they were in Nancy Cruzan's situation.*

These two facts that an overwhelming majority of Americans would want to have
treatment withdrawn under certain circumstances, and that few individuals have
provided the formai directives which the Supreme Court has held a state could
demand before it would honor an individual's wishes suggest that any measures to
educate patients about advance directives fill a serious need, S. 1766 by giving indi-
viduals an opportunity to learn about advice directives, discuss their treatment
wishes with health professionals and to execute such directives while they are still
competent, goes far to meet that need and increase patient autonomy and self deter-
mination. While taking no position in what decisions individuals should make or
even whether they should execute an advance directive at all. S 1766 by increasing
knowledge enhances patient participation in health care, a requirement of ethical
decision-making.

Turning to the particulars of the bill itself. AJCongress supports the requirement
that a durable power of attorney for health care or a living will, be made part of the
patient’s medical record for the treatment care team and suggests further that the
bill require that copies of the document also be filed in the health cars institution’s
central files We would also join those who urge that the public information cam.
paign to be developed by the secretary include preparation or approval of materials
that will be made available to Medicare and Medicaid providers to help them
comply with the provisions of this bill and that such educatior not await the admis-
sion of Medicare or Medicaid patients to hospitals or nursing homes

As Thomas J Scully, M D of the Program 1n Bio-Ethics, University of Nevada,
pointed out-

If the implementation awaits the admission of mostly Medicare or Medic-
aid patients to hospitals or nursing homes, then it will be too late for many,
young and old, already rendered decisional incapacitated by either the
injury or disease that brought them to the institution in the-first place.

Public Education should be directed to every citizen who subscribes to a
Health Maintenance Organization or joins a Group Health Insurance Pro-
gram, is enrolled as a Medicare or Medicaid recipient, is employed by the
Federal Government, is enrolled as a public employee in a pu[vnlic retire-
ment program, enlists in any Federal Service or is discharged and becomes
eligible for Veterans' Benefits, registers to vote in a national election or
completes a U.S. Census form.

But most importantly, public education should begin early when every
teenager takes a diver s education course or obtains a driver's license to
drive on a federally funded highuay. (Remember that a lurge number of
those in the persistent vegetative state and permanently unconscious are
teenagers and young adults who survived serious automobile accidents
which they never anticipated and which occurred prior to their ever having
made their wishes known in a ‘‘clear and convincing’’ manner), public edu-
cation, regarding the need for Advance Directives should continue each
time a citizen renews his or her driver’s license or registers an automobile.

* Opinion of Justice Brennan, dissenting in Cruzan v. Missouri Dept. of Health, 58 US.LW.
4916, 4932 (June 25, 1990).
3 Id. at n2l, pointing to various surveys indicating only 9% to 23% of those questioned said
that they had executed advance directives or living wills or put their treatment instructions in

writing.
4 Id. at 4929.
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We also join with the American Bar Association in urging the Committee to study
the problem of portability from state to state of advance directives. The variability
and complexity of the various state living will and durable power of attorney stat-
utes suggest that some measures are necessary to ensure that patients who happen
to fall ill in states other than the state in which they have executed an advance
directive will have their interests protected.

Finally, we wholly reject the view of Gail Wilensky, Administrator of the Health
Care Financing Administration, thet the Medicare and Medicaid Conditions of Par-
ticipation should not be used to regulate concerning advance directives an activity
which she argues “does not directly relate to the Conditions' immediate goal of as-
suring quality care.”

We at the American Jewish Congress believe that the shared decision-making be-
tween the patient, his family, and his health care provider which would be encour-
aged by S. 1766 is an essential aspect of 'quality medical care” and, in fact, such
care cannot be delivered without it.

Passage of S. 1766 will go far to eliminate the depersonalization and tyvranny of
technology from which patient care has long suffered and which deprives many pa-
tients of the dignity and autonomy they wish nnd need in their last days. We urge
its enactment.

STATEMENT 0F THE CATHOLIC HEALTH ASSOCIATION OF THE UNITED STATES

The Catholic Health Association of the United States {CHA) 1s the national serv-
ice organization comprising Catholic hospitals and long term care facilities, their
sponsoring organmizations and systems, and other health and related agencies and
services operated as Catholic For 75 yvears, the Catholic healthcare ministry has re-
sponded to the call to participate in the healing mission of Christ

S 1766, The Patient Self Determination Act, sponsored by Senators John C Dan-
forth (R-MO) and Daniel P Moynihan (D-NY!, would require providers of services
under Medicare and Medicaid to ensure that individuals who receive their services
be given information about their rights to participate 1n healthcare decisions that
affect them The bill also would require that providers be educators on issues con-
cerning advance directives for their own staff and communities

Respect for human dignity requires that any healthcare system nurture the au-
tonomy of individuals by building in as much opportunity for personal choice as pos-
sible One of the central themes of Catholic soctal teaching s that human digmity is
manifest 1n our ability to reason and understand. in our freedom to shape our own
lives and the hife of our communities Within the ministry, we have assumed the
responsibility to help the sick, the elderly. the indigent, and the dying give concrete
expression to their personal dignity by developing and offering them ways to exer-
cise self-determination

The recent interest 1n living will legislation and proxy healthcare deciston making
reflects. in part, the worry many persons have about not being given the opportuni-
ty to participate in healthcare decisions being made about them. Many fear boirgg
kept alive on life-suppert systems without their consent. Many are just as concern
that healthcare professionals may assume unjustifiably and without consulting
them that they are “too old” or "'too sick” to receive a certain treatment.

These legislative initiatives and the set of moral issues that such legislation at-
tempts to address are of particular interest to the Church. The Catholic tradition
looks on life as a gift of God that human beings hold in trust. It motivates us to
support laws that protect persons’ rights to participate in their treatment decisions
and that provide a way for them to make their wishes known in advance should
they become incompetent or permanently comatose at the end of life. Likewise, our
tradition inclines us to actively oppose legislation that would legalize euthanasia or
assisted suicide.

The concept of advance directives is one that CHA believes can enhance better
communication among patients, families, physicians and care givers. Advance direc-
tives such as durable power of attorney for healthcare and living wills encourage
discussion and documentation of views on life-sustaining treatment in advance. The
pain and burden placed upon families of patients can be eased at the time of dying
when the patient’s own wishes are known in advance. In that way, the patient’s
participation in his own healthcare decision making is not lost if the patient be-
comes unable to make decisions.

With S. 1766, the protection of a person’s right to self-determination in healthcare
decisions is taken cne step further. The bill would require hospitals, long term care
facilities and other healthcare providers to provide ierﬂormation to individuals about
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their rights under State law to make healthcare decisions and document in the med-
ical record whether or not a patient has executed an advance directive.

Some hospital personnel worry that patients will be {rightened if they are asked
about advance directives on admission. The specific concern is that patients will see
this request as ar indication that there are additional, unexplained risks involved in
the hospital stay. We are aware of no evidence of this sensitivity from hospital per-
sonnel who routinely ask all or some specific groups of patients about whether they
had completed an advance directive.

Consistent with our belief in a person’s right to self-determination in healthcare
decisions, CHA supports S. 1766 which would ensure that the existence of previously
expressed wishes of a patient, as written in a durable power of attorney for health-
care or a living will, would be made part of the medical record for the treatment
care team.

CHA strongly supports proposed changes in the language of the bill that require
the Secretary of the Department of Health and Human Services to conduct a public
information campaign that includes development or approval of materials that will
be made available to Medicare and Medicaid providers to help them comply with
the provisions of this bill. Since it is better to learn about healthcare decision
making rights and advance directives prior to entering the hospital, the public edu-
cation campaign will be able to target persons who are now healthy and not under
the stress of an impending hospital or other facility admission. The informational
materials are vital to providers so they can ensure consistency and accuracy of in-
formation being provided to patients on the sensitive subjects of the right to accept
or refuse medical or suryical treatment and the existence of advance directives.
Likewise, CHA also supports the bill's requirement for states to develop or approve
state-specific informational materials regarding advance directives.

This proposed legislation is not a “‘right to die” bill. or a "living will” law. The
lepislation takes no stand on what particular decisions individuais should make, nor
does 1t require individuals to execute advance directives. The Federal and state in-
formational materials to be developed must give equal importance to the patient’s
right to choose to sustain, as well 1s to terminate, treatment. Because of the serious
lack of knowledye regarding the tools available to patients to formally express their
views of hife-sustaming treatment, this legislation attempts to enhance patient par-
ticipation in healthcare decisions, which is a requirement for sound ethical decision-
making.

In support of respect tor patients” preferences, CHA is in agreement with S, 1766's
provision that the provider determine the existence of a previously executed ad-
vance directive Hospitals and other healthcare providers have a moral obligation to
act in their patients” best interest by inquiring about a valid document that not only
15 expressly drafted to be used and known in such a situation, but which facilitates
difficult treatment decisions. The hospital or other healthcare provider may also
benefit from patients” having or being asked about advance directives. Healthcare
professionals can often accept decisions with which they disagree if they are assured
that the decision represents the patient's preferences. The idvance directive can
provide that reassuring information.

If healthcare facilities are to be the providers of information about advance direc-
tives, first they will have to be sure that they themselves understand both the legal
and ethical import of the advance directive. S. 1766 requires that staff education be
conducted to accomplish that understanding. CHA supports new language in the bill
that would allow facilities to collaborate with each other on their educational efforts
for both staff and community. This approach is much preferred over requiring facili-
ties to implement institutional ethics committees and to use the committees as the
conduit for education. While there is increasing recognition of the role and value of
such committees, there is a serious question as to whether they should be mandated.
If the committee does not arise from a felt need of the institution, it is doubtful that
it will be effective.

While CHA agrees that the patient’s right to make healthcare decisions can be
asserted without the execution of legal documents, in the present legal and health-
care climate there exists a need for public education on the issue of advance direc-
tives, and good legislation could be helpful in that process. The public education
campaign that is required as a part of this bill will be an iinportant tool. The study
to assess implementation of directed healthcare decisions to be undertaken by the
Secretary of the Department of Health and Human Services will evaluate the expe-
rience of practitioners, providers, and government regulators in complying with pro-
visions of the act. CHA suggests that the experience of those for whom the act is
most dedicated—patients ang residents—be included in the evaluation.
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CHA also requests that explicit lang. age be added to the bill that would exempt
hospitals from applying the provisions S. 1766 to emergency room admissions until
the patients are medically stabilized.

The Patient Self-Determination Act is an important piece of legislation to which
The Catholic Health Association is pleased to lend its support. Community service
and education are a vital part of the hcalthcare minisgiy for Catholic providers.
Through such efforts, the right of patients to control medical decisions that affect
their lives can be protected.

CENTRAL CONFERENCE OF AMERICAN RABBIS,
Youngstown, OH, July 12, 1990.

To: Senate Finance Subcommittee on Health
Re: The Moynihan-Danforth Patient Self-Determination Act
From: Committee on Judaism and Health, Central Conference of American Rabbis

As chairperson of the CCAR Committee on Judaism and Health, 1 want to share
with you our committee’s support for the earliest possible passage of the Patient
Self-Determination Act. At our meeting held in Seattle on gune 26, 1990, we sub-
scribed to the following:

(1) Whereas the morning's newspapers reported the decision of the United States
Supreme Court in the case of Nancy Cruzan of Missouri;

(2) And whereas the Court appears to instruct lower courts to attend carefully to
the clearly expressed wishes of each individual regarding his/her own treatment or
non-treatment;

(3) And whereas the purpose and effect of the Moynihan-Danforth Patient Self-
Determination Act is to enable patients to make their wishes known in a clear
;_'orm, if they wish to do so and have not previously done so in a currently accessible
orm;

Therefore, be it resolved that this committee endorses and repeats the support ex-
ressed on our behalf at the press conference held by S¢nators Moynihan and Dan-
orth at the Russell Office Building in October, 1989, and recorded in the Congres-

stonal Record,

And be it further resolved that this committee urges the passage of this Act with

all deliberate speed, to address to some extent the concerns of the United States Su-
preme Court, expressed in the decision in the Cruzan case.

Respectfully,
RaBBil JONATHAN M. BROWN,
Chairperson, CCAR Committee,
Judaism and Health.

PREPARED STATEMENT OF JOAN BRIDGERS DINAPOLI
EDUCATION AND DIALOGUE ARE IMPERATIVE TO PATIENT SELF-DETERMINATION

Individuals have a right to make their own healthcare decisions and a right to
designate, in advance, someone to make these decisions in the event they are ever
judged incompetent or cannot communicate their own decisions. These rights are
not new. But, as the emotional and financial cost of healthcare rise, the impact of
ignorance of these rights becomes critical.

Recently, the United States Supreme Court reaffirmed these individual rights. In
the Cruzan Case, the Court affirmed the constitutional right of a competent person
to refuse life-sustaining treatment, including artificially administered nutrition and
hydration. However, the Justices upheld the state’s right to require clear and con-
vincing evidence of the patient’s desire to refuse treatment when that patient
cannot communicate a decision or has been judged incompetent.

This ruling underscores the importance for people of all ages to consider and
make their healthcare choices known before they are no longer able to make their
own decisions. Yet, estimates given to Congress during hearing testimony and floor
proceedings reveal how few people have living wills and durable power o/‘ atto
or even recognize the importance of these legal tools. When there are no living wills
and durable power of attorneys that document the patients’ desires, families, health-
care providers, healthcare institutions and attorneys face the potential of unneces-
sary conflicts, dilemmas and costs.
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Recognizing these problems and the need to prevent them, The Duke Endowment
and the National Endowment for the Humanities, through the Medicine and Society
Program of the North Carolina Humanities Committee, joined in coalition with the
following North Carolina organizations to support and fund the development of a
tool to educate and facilitate dialogue about difficult healthcare decisions among in-
dividuals, families and healthcare providers: North Carolina Association For Home
Care, North Carolina Association of Long Term Care Providers, North Carolina Di-
vision of Aging, North Carolina Health Care Facilities Association, North Carolina
Homes for the Aging Foundation, Wake Area Health Education Center, an affiliate
of Wake Medical Center and the University of North Carolina at Chapel Hill Area
Health Education Centers.

The project was initiated and guided by a steering committee that represented the
sponsoring organizations. The author and co-author, in consultation with an inter-
disciplinary committee and review panel, evolved the format and content of A Prac-
tical Guide to Life & Death Decisions: Questions to Ask . . . Actions to Take . . . .*
The process of making healthcare decisions is viewed from the vantage points of the
individual, family and healthcare provider.

The contents of this tool highlight the unique interdisciplinary perspectives that
medicine, nursing, health administration, ethics, psychology, education, religion, law
and the consumer bring to these complex healthcare decisions. Although the sam-
ples of a living will and a durable power of attorney at the end of the text are based
on North Carolina law, the contents address issues, processes and legal rights that
reflect Federal statutes and United States Supreme Court holdings.

This guide focuses attention on the medical-legal-ethical factors surrounding the
right to make healthcare decisions and discusses the use of a durable power of attor-
nev and a hewng will to clarify personal decisions. Rarely do perfect choices exist or
the situation demand only one difficult decision. Usually a series of complex health-
care decisions are required. Hence, the guide focuses on a process individuals can
usc to work their way through possible choices to reach their own personal deci-
sions It informs them that a heing wildl and a durable power of attorney are two
legal tools to clarify personal choices.

The proposed Patient Self-Determination Act appears to be a positive and impor-
tant step toward enhancing patient involvement in their healthcare decisions, af-
firming the principle of informed consent and extending patient self-determination
through living wills and durable powers of attornes. But, 1t should not be viewed as
complete solution to patient involvement in their own healthcare. Being informed
that they have the right to consent to or refuse diagnostic and treatment regimes
does not automatically equate with know:ing how to sort through confusing choices
to make these very personal decisions

The public can be misled by whot appears to be a simple solution There may be
the tendency to consent to treatment without really understanding they have the
right to refuse They may complete hiving will and durable power of attorney forms
without knowing their purpose. himits, implications and consequences Important
healthcare decisions merit more attention than just filling in the blanks of stand-
ardized forms of a ficing will and a durable power of attornes. First, there are ques.
tions to ask vourself, vour family, doctors, attorney and others Then, actions you
can to take to clarifv and document vour decisions.

Therefore, the educational and accountability requirements in the Patient Self-De-
termination Act are essential elements of this legislation. Through the education
provisions, consumers and healthcare providers can become aware of medical-legal-
ethical issues they need to consider, identify questions to ask about risks, benefits,
limits and consequences of their options. and recognize actions they should take to
inform others of their decisions. Then, the balancing healthcare provider account.
ability provisions, which reinforce their current legal responsibilities, increase the
probabiﬁty that only wanted healthcare wiil be delivered.

Healthcare decisions are some of the most important decisions many people will
have to make for themselves or others. Interdisciplinary tools, such as A Practical
Guide to Life & Death Decisions: Questions to Ask . . . Actions to Take . . . ,* can
assist patients and healthcare providers to clarify these complex issues while facili-
tating the imperative dialogue among individuals, families and healthcare provid-
ers.

Information and ongoing dialogue are essential prerequisites to informed consent
and the subsequent ability of an individual to maintain control of their increasingly

* For information on availability and cost of A Practical Guide to Life & Death Decisions:
Questions to Ask . . . Actions to Take . . ., send inquiries to Consultation & Research, Inc., PO
Box 3202, Durham, NC 27715, Fax # 1-919-383-3934.
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complicated healthcare. The Patient Self-Determination Act's requirement that pa-
tients be informed of their right to consent to and refuse medical procedures and
treatments reinforce the legal mandate that individual and institutional healthcare
providers now have to obtain informed consent prior to intervention.

The proposed Patient Self-Determination Act can be giant step toward enhancing
patient involvement in their healthcare decisions. By affirming the principle of in-
formed consent and facilitating patient self-determination beyond competency and
the ability to communicate, it can also assist individuals to control their emotional
2:51 financial healthcare cost by decreasing unwanted diagnostic and treatment pro-

ures.

STATEMENT OF THE MINNESOTA CoMMISSIONER OF HUMAN SERVICES

The State of Minnesota is pleased to provide testimony regarding i :nator Dan-
forth’s propcsal to require Medicare and Medicaid providers to make available to
their patients information about living wills and to ask their patients whether they
have executed living wills.

While the intent of the proposal—to encourage people Lo execute living wills—is
co;nmendable. it has the potential to exacerbate problems with Medicaid provider
relations.

In order for a provider to obtain reimbursement from the Minnesota Medical As-
sistance Program (Medicaid), he/she must comply with a myriad of state and Feder-
al rules, regulations and administrative policies. Although they are necessary for
the administration of the Program and the health and well-being of Program recipi-
ents, these requirements can be quite burdensome.

In Minnesota, access to health care is becoming an increasingly significant prob-
lem in some areas. We are finding that some providers choose to end their participa-
tion in the Program simply because they are no longer willing to take on the admin-
istrative burden. In an effort to reduce this effect, we are attempting to keep new
administrative requirements to a minimum.

This new proposal would impose a new administrative responsibility on a provider
community that has fewer than ever incentives to participate in Medicaid. Also,
there may be providers who are philosophically opposed to the concept of a living
will and other advance directives, and who would be forced to discontinue their par-
ticipation in the Program. Finally, this is a requirement that would be extremely
gifﬁdcult to enforce. Therefore, only the most conscientious providers would bear the

urden.

Again, although advance planning for incapacitation should be encouraged, it
should not be mandated at the expense of access to quality health care, nor should
it be required only of those persons who use public funding for their health care
needs. Perhaps the goal of this legislation could be better accomplished by promo-
tion of living wills among the general population.

STATEMENT OF THE NATIONAL ASSOCIATION FOR HOME CARE

The National Association for Home Care (NAHC) is the nation’s largest profes-
sional association representing the interests of nearly 6,000 home health care pro-
viders, homemaker-home health aide organizations and hospices, who care for mil-
lions of Medicare beneficiaries. As such, NAHC strongly supports the intent of the
Patient Self-Determination Act (S. 1766). The recent Supreme Court ruling in the
Cruzan case makes it particularly important for patients to be made aware of their
rights under State law to issue advance directives.

It should be noted that home care providers have long been engaged in activities
that echo the intent of this bill. For example, the Home Care Patient’s Bill of Rights
(see attached) which is distributed to home care patients, stresses the importance of
patient participation in the development of the care plan. The Bill of Rights states:
‘Clients have the right: to be fully informed in advance about the care and treat-
ment to be provided by the agency, to be fully informed in advance of any changes
in the care or treatment to be provided by the agency that may affect the individ-
ual's well-being, and (except with respect to an individual adjudged incomyetent) to
participate in planning care and treatment or changes in care or treatment.’

Furthermore, providers as a matter of course follow patients’ wishes regarding
“do _not resuscitate” (DNR) orders—for example, orders that no efforts should be
made to resuscitate the patient if he or she should go into cardiac arrest. In many

37-339 0 - 91 - 6



158

instances, the patient’s physician makes the patient’'s wishes known to the home
care agency prior to admission into home care.

NAHC does, however, question whether it is appropriate to use home care agency
s‘aff to communicate information regarding advance directives to the patient. Al-
thourh home care providers would not be responsible for actually drafting the mate-
rials ihat would be distributed, the bill would make the visiting staff responsible for
giving patients these materials. If, as seems likely, patients would have questions
about this information, nurses, homemaker-home health aides and therapists would
be put in the position of trying to explain complex provisions of state law.

Moreover, the provision of these materials could be expected to raise questions in
the patient's mind about the state of their health which would call for reassurance.
In order to allay these concerns, the home care staff could be placed in the awkward
position of trying to respond to questions about the patient's medical prognosis that
should be properly handled by a physician.

Further, under the current provisions in the legislation, there is a strong possibili-
ty of patient confusion. By the time a patient reaches the home care setting, he or
she will, in the majority of cases, already have been presented with the same infor-
mation, but with varying explanations, at least once already as the result of previ-
ous stays in a hospital or skilled nursing facility. NAHC would recommend that one
entity have central responsibility for disseminating advance directive information.

One option would be to make the patient's primary care physician responsible for
providing the appropriate information. Primary care physicians typically have life-
long involvements with their patients. Advance directives should, of course, be
issued at a relatively early age if the individual is to be covered when, without
warning, he or she is incapacitated by some traumatic event—an auto accident, for
example. The primary care physician could reach these people before they become
incapacitated, for example by providing the necessary informetion as part of routine
physical examinations.

NAHC would also suggest that states take the lead in conducting educational
campaigns to inform people of their rights under their respective laws. In this
regard, we strongly support the provision in this bill that requires all states to enact
legislation on this issue. NAHC would further recommend that states develop model
“living wills."" State laws on this issue are enormously complex, and in constant flux
because of the growing body of case law. Thus, it is appropriate for states to play an
active role in explaining their statutes and disseminating accurate information. To
assure that this information is brought to people's atter tion at an early age, states
could provide it in conjunction with awarding driver’s iicenses, analogous to organ
donor information.

Last, NAHC would urge that the Department of Health and Human Services be
encouraged in its efforts to develop materials on this issue, and that the subject be
covered by the handbook which is distributed to all Medicare beneficiaries.

NAHC applauds Senators Danforth and Moynihan for introducing this important
legislation and stands ready to assist the Committee in its efforts to address this
issue. .
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BILL OF RIGHTS'

Hoine care consumers (clients) have a right to be notified in writing of their rights and obligations
before treatment is begun. The client's family or guardian may exercise the client's rights when
the client has been judged incompetent. Home care providers have an obligation to protect and
promote the rights of their clients, including the following rights.

Clients and Providers Have a Right to Dignity and Respect

Home care clients and their formal caregivers have a right to mutual respect and dignity.
Carcgivers are prohibited from accepting personal gifts and borrowing from clients,

Clients have the right:

* to have relationships with home care providers that are based on honesty and cthical standards
of conduct:

s tobe informed of the procedure they can follow to lodge complaints with the home care provider
about the care that is, or fails to be, furnished, and regarding a lack of respect for preperty (1o
lodge complaints with us call _ )

* to know about the disposition of such mmp!.unl\

s to voice their grievances without fear of discnmination or reprisal for having done so; and

« to be advised of the telephone number and hours of operation of the state’s home health “hot
line." The hours are ____ andthe numberis L

Decisionmaking

Clicnts have the right: i

¢ tobe notified inwriting of the care thatis to be furnished, the ty pes tdinaiphinesyof the caregivers
who will furnish the care and the frequency of the visits that are proposed to be furnished.

¢ to be advised of any change in the plan of care before the change is made;

s to participate in the planming of the care and in planning changes in the care, and to be advised
that they have the night to do so; and

* to refuse services or request a change in caregiver without fear of reprisal or discrimination.

The home care provider or the client’s physician may be forced torefer the chentioanother source
of care if the client’s refusal to comply with the plan of care threatens to compromise the
provider’s commitment to quality care.

* In 1982, the Nauonal Association for Home Care adopied a comprencnsive Code of Ethics w which ali members subsenbed.
Among the clements in this Code was achents” Bill of Rights similar to the nghts outlined 1a this dovument. In 1987, Congress
enxcted a proviaon requinng home care agencies 10 inform clicnts of these nghts.
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Privacy

Clients have the right:

* to confidentiality with regard to information about their health, social and financial circum-
stances and about what takes place in the home; and

* to expect the home care provider to release information only as required by law or authorized
by the client.

Financial Information

Clients have the right:

* to be informed of the extent to which payment may be expected from Me=dicare, Medicaid or
any other payor known to the home care provider;

* to be informed of the charges that will not be covered by Medicare;

+ to be informed of the charges for which the client may be liable;

* to receive this information, orally and in writing, within fifteen working days of the date the
home cere provider becomes aware of any changes in charges; and

* to have access, upon request, to all bills for service the client has received regardless of whether
they are pid out-of-pocket or by another party.

Quality of Care

Clients have the right:

* to receive care of the highest quality;

* in general, to be admitted by a home care provider only if it has the resources needed to provide
the care safely, and at the required level of intensity, asdetermined by a professwnal assessment;
however, aprovider with less than optimal resources may nevertheless admit the cllentif amore
appropriate provider is not available, but only after fully informing the client of its limitations
and the lack of suitable alterative arrangements; and

* 10 be told what to do in the case uf an emergency.

Quality of Care

The home care provider shall assure that:

« allmedically related home care is provided in accordance with physicians' orders and thata plan
of care specifies the services to be provided and their frequency and duration; and

+ all medically related personal care is provided by an appropriately trained homemaker-home
heatth aide who is supervised by a nurse or other qualified home care professional.

© 1990 Navvanal Amacucon for Howe Care
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STATEMENT OF THE NATIONAL LEGAL CENTER FOR THE MEDICALLY DEPENDENT &
DisaBLED, INC.

This testimony is made upon the raquest of Senator David Durenberger for the
National Legal Center for the Med:cally Dependent and Disabled to comment on
“advance directives’’ and on S."1766, the “Patient Self Determination Act of 1989,”
proposed legislation now before this Committee.

The National Legal Center is funded as a support center by the Legal Services
Corporation to provide legal assistance to attorneys representing indigent persons in
need of lLife-sustaining treatment or care. As such, we have participated directly or
indirectly in every major termination of treatment or ‘‘right to die" case since our
inception. We are particularly concerned that persons with disabilities and others
who may depend upon medical attention not be discriminatorily deprived of the
care necessary to sustain their lives or well-being.

It is our understanding that S. 1766 will be amended to delete any requirement
that states enact “living will” or durable power of attorney for health care legisla-
tion as a condition for receiving Federal health care funds. Three matters remain,
however, that particularly concern us with regard to S. 1776: (1) general reserva-
tions over “living wills’ and durable powers of attornev for health care, the use of
which would inevitably be encouraged should S. 1776 become law; (2) specific reser-
vations over the process by which states would be compelled to develop or to articu-
late their policies regarding the withholding or withdrawing of life-sustair ng treat-
mgnt or care; (3) concern over the conscience rights of patients and health care pro-
viders.

1. RESERVATIONS REGARDING ADVANCE DIRECTIVES

We presume that the concept of an ‘‘advance directive” includes both ‘“living
wills” and durable powers of attorney for health care. Forty-one states and the Dis-
trict of Columbia now have some fo¥m of living will legislation. Twenty-two have
some form of legislation specifically authorizing execution of durable powers of at-
torney for health care. Four states have construed their general durable powers of
attorney statutes to authorize appointment of surrogate health care decisionmakers.
All 50 states have general durable power of attorney statutes.

. There are certain difficulties in both the living will and durable power approaches
that should inspire a degree of caution and skepticism toward either.

A. "Living Wills"

First. living wills may violate the usual requirement for “informed consent’ that
the affected person be specifically informed of the nature and consequences of medi-
cal treatment or care in the context of a specific disease or injury. “Living wills”
are typically directed toward an abstract future set of general circumstances and
therapies. They obviate the need to seek, and discourage the health care provider
from seeking, consent to forego specific forms of life-sustaining treatment in specific
circumstances. This may be particularly problematic because many may change
their minds over time regarding the nature and scope of trevtment they may desire.

Second, living wills are often so general in their terms that they simply grant
health care providers immunity. that blankets discretionary decisions made under
the guise of honoring patient autonomy. Thus, the operative terms in living wills
typically provide that “life-sustaining’’ or “‘heroic”’ treatment may be foregone if the
patient has a “‘terminal condition.” The health care provider will determine what
these terms may mean—often with little or no specific guidance from the living will
itself or from the legislation that authorizes execution of such a document.

Third, it is true that living will laws typically provide the opportunity to identify
specific forms of treatment that the person may wish to forego in specific circum-
stances. But because most living wills are not executed in contemplation of a specif-
ic condition or specific circumstances, and because the multiplicity of possibilities
cannot be fully anticipated in any case, specific instructions will often prove irrele-
vant or even perhaps defeat the true intent of the person.

Fourth, the living will laws of almost all the states and the living will forms that
follow from them are almost all strongly ratcheted in favor of forgoing treatment—
they certainly do not impartially suggest that the person may require treatment
through the use of such a document, even if this is technically possible. Such an
unbalanced approach belies the asserted purpose of such laws: to protect patient au-
tonomy. It is especially troublesome because the presumption that to be ap-
plied in the abeence of an advance directive—that ive treatment should
always be provided—has significantly eroded and, indm toward a presump-
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tion against treatment for certain classes of people, especially older people and
people with disabilities.

B. Durable Powers of Attorney for Health Care

Durable powers of attorney for health care permit an individual to appoint a sur-
rogate health care decisionmaker. As such, their use avoids some of the gdifficulties
associated with the use of “living wills”"—in particular, the very real prospect that
the living will might be overly general or overly specific.

On the other hand, this approach contemplates process even further removed
from the informed consent of the affected person than does the living will. And the
presence of a health care surrogate by no means guarantees that a decision will in
fact be made for a person that the person would have made for himself or herself,
as recent research shows. Diamond, Decision-Making Ability and Advance Directive
Preferences in Nursing Home Patients and Proxies, 29 Gerontologist 622 (1989); Zwei-
bel, Treatment at the End of Life: A Comparison of Decisions by Older Patients and
Their Physician-Selected Proxies, 29 Gerontologist 615 (1989).

Most disturbing, durable power of attorney statutes place no substantial restric-
tions on the authority of the surrogate to make any health care decision for the ap-
pointing principal—they simply would impute or “trade off’ to the surrogate the
same authority over the treatment of the person that the person himself or herself
would possess if competent. Since the patient may have the authority to refuse any
and all kinds of treatment or care—no matter how beneficial or minimally burden-
some, and irrespective of whether the patient has a terminal or any other condi-
tion—the authority bestowed upon the surrogate is broad indeed.

There is little or no assurance that the appointing principal will fully appreciate
the scope of authority that he or she grants to another through use of a durable
power of attorney for health care. Moreover, the fact that one individual is bestowed
with the authority to withhold or withdraw even beneficial or minimally burden-
some treatment or care from another individual should heighten social and, hence,
legal concern. Thus, for example, suicide is in itself now nowhere in the United
States a criminal act, although it is hardly a “right.” But suicide cannot be safely
”ﬁm’ by another, and homicide by omission is universally punished by the crimi-
nal law.

Il. DEVELOPMENT OF STATE LAW AND POLICY

Our stated general reservations over the use of “living wills' or durable powers of
attorney for heaith care are underscored in the context of S. 1760,

S. 1766 would require both Medicare and Medicaid providers to maintain written
policies and procedures to assure: (1) that the patient is informed of the patient's
“right to make decisions concerning such patient’s medical care, including the right
to accept or refuse medical or surgical treatment, the right to appoint an agent or
surrogate through a written power of attorney to make health care decisions on
behalf of such individuals, and the right of such patient to provide to such provider
written instructions concerning the patient's heafth care, including instructions for
the disposition of pat'ent’s organs . . . ;" (2) that an inquiry is made whether or not
the patient had executed an advance directive; (3) that the patient’s “treatment
wishes' are documented and periodically reviewed; and (4) that advance directives
will be implemented ‘‘to the maximum extent permissible under State law.” See S.
1776 at §3(ax3d) (p. 3, lines 21-25; p. 4, lines 1-21; §4(aX2) (p. 6, lines 3-25).

The inevitable, no doubt intended consequence of these Provisions would be to en-
coura?e patient medical treatment decisionmaking to the “maximum extent’’ under
state law and policy. Assuming the preference for the near-absolute patient auton-
omy that underlies S. 1766 is correct and desirable, S. 1766 nevertheless does not
gg ress the process by which state law and policy is to be formulated and articulat-

Courts and legislatures have, over the t 15 years, n to grapple with the
difficult and conflicting legal, ethical, and medical issues that encompass decisions
to forgo life-sustaining treatment or care. But no state has developed a comprehen-
sive body of law to govern such decisions; only a few states have developed anything
more than partial answers to the questions raised by such decisions; most states
have lit'le or no law on the matter.

S. 1766 would, however, require hasty and perhaps precipitous articulation and
development of law and policy in this area in order to assure continued receipt of
Federal funds—regardless of the degree to which law and policy is settled or clear
in an individual state. What entity is to articulate state law and pulicy? Health care
providers? State health bureaucracies? Attorney or medical associations? Legisla-
tures? Courts? The {1.S. Department of Health and Human Services?
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Oversight to insure compliance with S. 1766 would require, at the ve:y least, that
Federal regulators be employed to judge whether the law and policy articulated by
an individual state or health care provider reflects, for example, implementation of
state living will statutes “to the maximum extent permissible under State law.” Se-
rious questions relating to the system of federalism are raised when states’ interpre-
tations of their own laws and policies may be so easily questioned by the Federal
bureaucracy.

S. 1766 assumes, both in its expressed “Purpose” and in its substantive provisions,
a “right” to refuse medical treatment or care unbalanced by any countervailing
state interest in the preservation of human life, in Erevention of suicide, in protec-
tion of innocent third parties, or in preservation of the ethical integrity of the medi-
cal professions—the state interests recognized by courts that have considered the
matter. It seems to assume that patient “treatment wishes” should be honored, re-
gardless of patient competence or irrationality. Yet those who are a ‘“danger to
themselves''—which is clearly the case when patients refuse care or treatment nec-
essary to sustain life—may be subject to possible therapeutic evaluation for compe-
tence in all 50 states. See. e.g. Mo. Ann. Stat. §§632.3553), 632.0059xa) (Vernon
Supp. 1985); Minn Sta.. Ann. gzszmm subd. 17tax1xi) (West 19821

. 1766 thus neglects concerns and interests that may be balanced against any as-
serted right to refuse treatment or care. Yet because law and policy that governs
foregoing treatment or care is underdevelo in almost all the states, whatever
statement of law or policy developed in order to comply with S. 1766 is likely to
reflect the imbalance inherent in this proposed law in order to assure the continued
flow of Federal funds.

We recommend, therefore, that S. 1766 be amended to:

(1) State specifically how the process by which the nature of state law and policy
on foregcing and receiving life-sustaining treatment or care is to be formulated and
articulated. with due regard for the limitations imposed by the Federal system:

(2) Recognize various state interests in the “Purpose’” of S. 1766 that might be bal-
anced against any asserted "right’ or “liberty interest” in refusal of life-sustaining
treatment or care. including the right and obligation of the state to inquire into
whether or not decisions to refuse such treatment or care are competent and volun-
tary.

IV. "CONSCIENCE' PROVISIONS

Sections draxid and drandip 4, lines 10-11, p 6, hines 15-161 of S. 1766 both state
that providers must ascertain from patients whether or not they have executed a
“living will"" or a durable power of attorney for health care, “while under no cir-
cumstances denying a patient admission based on presence or absence of such docu-
ments. . v

I' is entirely conceivable, however, that forms of discrimination other than denial
of admission may result from failure to execute such a document. Hence, we suggest
amendments that would broaden the protective scope of these provisions:

Amend §§3ax3) tp. 4, lines 11) and §4ax3di (p. 6, lines 15-16) by deleting
“denving a patient admission” and replacing it with “discriminating
against a patient.”

Sections 3(ax3) and 4ax3i (p. 4, lines 22-24; p. 5, line 1; p 7, linex 1-4) both state
that the health care provider must "arrange ﬁ)r prompt and orderiy transfer of a
tient to the care oFothers when as a matter of conscience the provider cannot
implement the wishes of such patient . ..."”
is i8 a necessary and desirable provision in view of the substantive require-
ments of S. 1766 and the unfortunate tendency of some courts to compel health care
grovidem to act against their ethical pn'nciﬁle& See, e_.lg.. In re Requena, 213 N.J.
uper. 475 A.2d 886 (Ch. Div. 1986); Gray v. Romero, 697 F. Supp. 580 (D. R.I. 1988).
Nevertheless, we believe that S. 1766 is unclear as to whether or not it would
permit agents of providers (e.g, nurses) to assert conscientious objections and on
whether or not providers would be compelled to carry out objectionable patient
wishes if they are unable to effect transfers. We thus suggest the following amend-
ments:

Amend §3(aX3) (p. 4, lines 22-24; p. 5 line 1) and §4(aX3) (p. 7, lines 1-4) as
follows: '. . . arrange for the prompt and orderly transfer of a patient, if
possible, to the care of others when, as a matter of conscience, the provider
or its agent cannot implement the wishes of such patient while under no
circumstance requiring the provider or its agent to act against conscience by
Jailing to provide necessary treatment or care to the patient; .. .."
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We thank this Committee for providing us with the vi.portunity to aid in its delib-
erations on this important matter.

STATEMENT OF THE OLDER WOMEN'S LEAGUE

The Older Women's League, OWL is pleased to lend its support to S. 1766, the
Patient Self-Determination Act. %ve commend Senator John Danforth’s courageous
leadership in sponsoring legislation on this very sensitive but timeiy issue.

Death and dying are very much older women's concerns and staying in control
until the end of life has long been a vital concern of OWL. In 1985, our organization
sponsored a forum in the Dirksen Auditorium entitled ‘‘Taking Charge of the End of
Your Life: A Forum on Living Wills and Other Advarce Directives.” Tish Sommers,
co-founder of OWL, and former Senator Jacob Javits, both of whom were terminally
ill at the time, addressed the assembled group. This forum provided .he opportunity
to discuss the proper Federal role in assuring that a patient's wishes are carried
out. A fundamental assumption at this session was that every individual has the
right to make advance plans for his or her own health care that should be followed
at the end of life, regardless of contrary wishes of health care professionals.

There is a tremendous disparity between how people would like to be treated
when they are dying and what actually happens. The failure to communicate ones
desire about dying all too often results in tragic consequences. This was sadly rein-
forced by the recent Supreme Court decision in Cruzan v. Director, Misscuri Depart-
ment of Health when the court refused family members the right to intervene in the
treatment of their loved one because of the absence of ‘‘clear and convincing evi-
dence of the patient's wishes.”

The vast majority of Americans have not taken any affirmative action to express
their wishes in advance concerning their desires about treatment in the event of
incompetence at least in part because they are not aware of their rights in this
regard and ignoran! of the consequences of failing to do so. Too many surrender
their rights to control their own destinies because they do not know tha: they may
provide advance direction to family members and health care providers.

Two fundamental realities cause issues surrounding death and dying to be of cru-
cial importance to women. First, because approximately 85S¢ of surviving spouses
and the majority of family caregivers are women, the burden and frustration of pos-
sibly not being able to carry out the wishes of a loved one falls primarily on them.
Secondly, because women tend to outlive their spouses they are more likely to die in
a nursirng home or other institution where the probable absence of advance direc-
tives results in the possibility of institutional interference in matters of personal
preference at the time near death or incapacitating illness.

The Patient Self-Determination Act will help to addresses these concerns by re-
quiring Medicare and Medicaid providers to establish procedures which will provide
information to program beneficiaries which will enable them to participate in the
decisions affecting their own care.

The key concepts in S. 1766 are basic and straight forward: information, self-deter-
mination and documentation.

Information is empowering. There are huge gaps between what is currently legal-
ly permissible and what is generally known and understood by the public. It is note-
worthy that the proposed bill does not establish new rights. It merely establishes
structures and procedures which will assure that necessary information is dissemi-
nated to those who can act on it.

Self-determination means staying in control of one's own destiny. By requiring
providers to make available information about living wills, durable powers of attor-
ney, and organ donation, patients will have the opportunity to make their wishes
known so that when the time comes to make treatment decisions there will be no
doubt about what course of action the patient wants taken.

Documentation m~ans accountability. The legislation would require providers to
inquire about and document the existence of advance directives, as weli as any
treatment preferences and to review these periodically with the patient. Presum-
ably, such documentation would be accessible Lo appropriate providers so that a pa-
tient’s directions could be easily implemented.

The contemplation of one’s own mortality is not easy. But we all eventually must
face the inexorableness of death. To be able to do so in the context of staying in
control and knowing that our personal desires will be followed allows us to face
death with dignity and at least some degree of comfort. The Older Women's League
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has long supported the objectives contained in the Patients’s Self-Determination Act
and we look forward to its swift passage.

STATEMENT OF PROFESSOR GEORGE P. SLMITH, II, CaTHOLIC UNIVERSITY SCHOOL OF
: AW

Mr. Chairman. As a teacher, research scholar,! international lecturer and Editor
of The Journal of Contemporary Health Law and Policy, as well as an individual
who has studied the field of Health Law for twenty-five years, 1 appreciate the op-
portunity to present my views regarding SENATE BILL 1766, The Patient Self-De-
termination Act of 1989. 1 support strongly this proposal and urge its adogtion.

Norman Cousins observed recently that ‘‘no one gets out of this world alive, and
few people come through life without at least one serious illness.”? A recent poll
conducted by the newspaper, USA TODAY, reflects the opinion that if and wggn
fatal illness does occur, Americans should be allowed to conclude their lives and,
fv‘.:rtheratshat medical facilities should be made available to them in order to achieve
that end.

A poll sponsored by the American Medical Association, the results of which were
released in November, 1986, showed that nearly 3 of 4 Americans or 73% of the
1,510 respondents in this survey, favor "“with-drawing life support systems, including
food and water, from hopelessly ill or irreversibly comatose patients if they or their
family request it.”” Fifteen percent of the respondents opposed this option, and 12%
expressed uncertainty. Interestingly, 75% of those younger than sixty-five favored
the proposal, as did 64% of those sixty-five or older. Twenty percent of the older
group said they were unsure—compared with 10% of the younger group. The with-

rawal of life support systems was more likely to be favored by individual respond-
ents having at least a high school education as well as by those respondents whose
annual income was more than $10,000.4

When Americans died in 1950, the majority died at home with their families and
local physicians in attendance. Today, death has become ‘‘medicalized,” with the
result that human interventions replace natural processes, thereby prolonging life
in one form or other. With a growing array of higﬁ-powered life support techniques
and so-called “miracle” drugs, death is simply another matter of human choice and
one laden with ethical complexities. Presently, of the approximately 5,500 Ameri-
cans who dic each day, 80% do so wired and insulated in an institution where the
expensive technology is arrayed and controlled by specialists who likely know little
about the patient beyond the medical problem.*

In classical Greece, medicine had three roles: to alleviate the sufferings of the
sick; to lessen the violence of diseases that afflicted them; or to refuse "to treat
those who (were) overmastered by their diseases, realizing that in such cases medi-
cine is powerless.” Indeed, the most common duty of alf Greco-Roman physicians
was "'to help, or at least to do no harm.” Whether a hopeless case was taken by a
physician was purely a matter of discretion. This prevailing sentiment of physicians
in this period of civilization found strong precedent in Egyptian and Assyro-Babylo-
nian medicine. As a medical sentiment, in fact, it continued in vitality throughcut
the Middle Ages. In the late sixteenth and early seventeenth centuries, Francis
Bacon is commonly thought to have advanced the conclusion that medicine should
seek to prolong life and expand longevity, and the notion has grown in an exagger-
ated the misdirected manner since that time.

Thus, while a physicians socalled duty to prolong life qua life has no classical
roots, the idea of “‘respect for life"” does have a rich tradition of orservance. Howev-
er, even though physicians did not actively seek to terminate a life either by abor-
tion or euthanasia, they neither sought to actively prolong life, itsell. With the rise
of (‘hristianity. abortion, suicide, and euthanasia {;ecame sins, even though the pro-
longation of life never became a virtue or a duty.®

In 1983, the President’s Commission for the Study of Ethical Problems in Medi-
cine and Biomedical and Behavioral Research concluded that artificial feeding
should be regarded as a treatment decision and not mandated except when the ben-
efits of its use outweigh the burdens. In 1986, the American Medical Associations
Council on Ethical and Judicial Affairs announced its conclusion that all means of
life-proionging treatment—including food as well as water—could be withdrawn
from patients in an irreversible state or those in a terminal condition.?

A so-called “living will” is an instrument that indicates its maker’s preference not
to be started or maintained on a course of extraordinary treatment in the event of
accidental or debilitating illness. The biggest uncertainty surrounding living wills
and their subsequent administration is related to whether health care providers are

-



166

required—under pain of civil or criminal sanction—to execute the terms of the will,
An interlinkinf concern is whether those particii)ants charged with fulfilling the
will’s terms will be assured of immunity from civil or criminal prosecution. eth-
er refusing life-sustaining therapies would constitute a suicide largely remains an-
other vexatious and unresolved 1ssue. Regardless of these great uncertainties, some

thirty-eight states and the District of Columbia have passed living will lﬁjslation.‘
di

_Those jurisdictions izing living wills still address the types of medical tech-
niques that are “extraordinary’” and the type of circumstances that will ‘‘demon-
strate that the person’s previously expr desire to forego treatment continued

up to the time immediately prior to his or her medical disability.” Without legisla-
tive decisions that tackle these issues with clarity, the courts will be faced with a
case-by-case determination of the parameters of life.®

To correct some of the weaknesses and uncertainties of living will legislation,
more and more states are enacting Natural Death Acts.!© In actual practice, there
is evidence to suggest that a patient's wish to be kept off life-sustaining treatment
may be ignored in states where Natural Death legislation exists. If attending physi-
cians and health care providers view such legislation as the sole means for both ini-
tiating and implementing a decision to forego treatment, and if they believe that
the decision cannot be made by a surrogate on behalf of the patient but only in
strict accordance with an advance directive that has been properly executed, dying
patients may in fact be subject to treatment which is neither requested nor benefi-
cial. As an additional fear, an improper inference may be drawn that a patient does
not want life-sustaining treatment ended under any and all circumstances unless a
directive has properly been executed. The truth of the matter might well reveal that
a directive was not executed because of either ignorance of its legislative existence,
an unawareness of its importance, or even uncertainty regarding how it should be
composed.'!

Generally, the right to die, or natural death acte, apply only to ‘‘competent
adults,” with children and mental incompetents being excluded. Yet, some jurisdic-
tions have made provision for proxy consent. In North Carolina, the controlling stat-
ute allows proxy consent for an irreversibly comatose patient who has not previous-
ly executed a living will. Consent may be given~by a spouse, legal guardian, or a
majority of the relatives of the first degree. No reference is made in the statute to
any other type of incompetent patient. Virginia does not expressly allude to the
rights of patients with inadequate decision making capacity and refers only to com-
petent adults. New Mexico provides for proxy consent for minors, although not for
ir:jcolmpetent adults. Arkansas, however, covers both minors and incompetent
adults.'?

As a consequence of the numerous weaknesses encountered with living will legis-
lation and Natural Death Acts, additional safeguards should be utili for imple-
menting advance directions on life-sustaining modalities of treatment. Specitically,
adoption of proxy directives through durable powers of & 'torney statutes would go
far toward assuring an individual's desires regarding treaiment. A sizable majority
of states authorize durable powers of attorney that enable the appointment of a
proxy to act after a person becomes incompetent. The language of these statutes is
usually broad enough to accommodate the appointment oF a surrogate to facilitate
problems which involve health care for the incompetent. However, the statutes were
not enacted for remedying these specific problems of incompetence.!$

Since the usual power of attorney ceases when the principal becomes incapacitat-
ed, some states have created specific durable powers of attorney whereby an agent's
authority continues after a degfl?tating event happens to the princijpal. n this way,
the power may create an “advance proxy directive’’ allowing an individual to nomi-
nate another to make all decisions regarding healtn care in the event the principal
becomes incagacitated. This mechanism greatly advances the efficiency and fairness
of the whole decision making process for incapacitated persons.!*

As durable power of attorney statutes are adapted and applied to areas that they
were not originally designed to accommodate, care and study must be undertaken to
make certain that these original procedures—initially enacted to ‘“avoid the expense
of full guardianship or conservatorship proceedings when dealing with small proper-
ty interests'' —are not abused burdens of decision making and in allowing the courts
to respect individual and familial privacy.!?®

In August, 1985, the National Conference of Commissioners of Uniform State
Laws approved and recommended for enactment in all states a Uniform Rights of
The Terminally Ill Act. This Act authorizes an adult to execute a declaration to his
thsicians and health care facilities directing the withholding or withdrawing of
Jeeustaininﬁ treatment in the event he is in a terminal condition of health and
thereby unable to participate in decisions concerning medical treatment. The scope
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of the Act is quite narrow in that it provides only one way for the wishes of a termi-
nally ill person to be fulfilled. It is designed to avoid inconsistency in approach to
decision making, which has continued to plague living will statutes, by providi
that tllle effectiveness of a patient’s directive will be executed uniformly in al
states.!®

Section Three of The Patient Self-Determination Act of 1989 is the crucial mecha-
nism for assuring autonomy and self-determination in health care decisions. The
provisions that mandate Medical Provider Agreements be executed and, as such,
state in writing the policies and procedures concerning patient medical care—and
the right to accept or to refuse medical or surgical treatment—are quite correct and,
indeeg. proper. Allowance for periodic review of the wishes of the patient as to his
or her course of treatment is also very sound and commendable. All of these policies
are, in turn, both advanced and strengthened by the provisions within this tion,
that Living Wills and written Durable Powers of Attorney—when legally validated
within each state--be implemented. This proposed legislation, which I support vigor-
ously and urge its passage, tracks well with the initiative in this area of concern
seen recently in New York and—as observed—in popular polls, throughout the
country, itself, by a majority of Americans. On July 1, 1990, the New York state
legislature approved legislation allowing incoming hospital patients the right to des-
ignate friends or relatives as proxy decision makers to order cessation of life-support
systems (that, in turn, may or may not include artificial nutrition and hydration)
should they become terminally ill.}7

On June 25, 1989, the United States Supreme Court held in the case of Cruzan v.
Drrector of the Missount Department of Health, that it was proper for the state of
Missouri to apply a clear and convincing standard of evidentiary proof in determin-
ing the extent of an incompetent patients right there, a thirty-two-year-old-woman
named Nancy Cruzan'—exercised through her parental guardians—to discontinue
nutrition and hydration when “living” in a persistent vegetative state!'® Ms.
Cruzan has, cince a 1953 automobile collision, been surviving in a coma provided
artificially with food and water. Capable of living, with artificial assistance, for
some thirty or more years, the state of Missouri is paying presently $130,000.00 a
month to maintain her tragic existence. Perhaps the only option open presently for
Ms. Cruzan’s guardians to effect her death with dignity is to move her to another
state v;hvr(- the right to refuse food and water. as medical treatment, is recog-
nized !

The practical effect of this "s d” and “devastating” deaision by the High Court is
that it may prompt very ill people to consider suicide before they lose physical and
mental control of their faculties 20 A salutary effect of the decision, however, on the
ninety-five percent of those Americans who do not have living wills will be to force
them to deal with the eventuality of their own death and to think through very
carefully the manner in which they wish to die under controlled medical conditions
Hopefully, such thoughtful re-evaluations will in turn prompt more citizens to exe-
cute hiving wills and. when appropriate, durable powers of attorney authorizing sur-
rogate decision makers to implement final life-threatening medical decisions for
them The Patient Self-Determunation Act of 1959 would go a long way toward ad-
vancing and guaranteeiny such a re-evaluation; a reevaluation needed desperately
on both an individual and a societal basis if death with dignity is to be common
place in America *!
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STATEMENT OF THE SOCIETY OF CRITICAL CARE MEDICINE

The Society of Critical Care Medicine supports legislation sponsored by Senator
John C. Dantorth, S. 1766, the “Patient Self Determination Act of 1990"” (the “Act"),
which would ensure that people are informed of their rights under State law to con-
trol decisions about their own health care through the use of advance directives.
This bill is particularly important to practitioners of critical care medicine who too
often encounter situations where the patient is unable to voice his or her wishes.
The Supreme Court’s recent decision in the case of Cruzan v. Director, where a ma-
jority of the Court indicated that the Constitution protects an individual’s right to
refuse life-sustaining medical treatment but held that states may restrict that right
by muiring “clear and convincing' evidence of the patient’s own wishes to be pre-
sented before life-sustaining therapies are withdrawn, emphasizes the need for fami-
lies and their physicians to discuss issues related to death and dying and express
them in writing so that a patient’s wishes are known before a crisis occurs. uir-
ing Medicare and Medicaid providers to inform their patients of advance medical
directives allows individuals to exercise their freedom of choice as to the treatment
they wish to receive in the event they subsequently become unable to express their
preferences to the health care professional caring for them.

The Society is a 20-year old, multi-disciplinary organization formed by specialists
from anesthesiology, inteinal medicine, pediatrics and surgery. The more than 4,000
members of theogciety blend the knowledge, skill and technology from the four
medical specialties, nursing, and allied health professions into a coordinated effort
to achieve an optimal outcome for critically ill or injured patients. The goals of the
Society include promoting and developing optimal facilities in which critical care
medicine may be practiced, assuring high educational standards in critical care
medicine, and improving humane care for patients with acute life-threatening ill-
ness and injuries.

This last goal is that also of the Act. Just as good medical practice seeks the con-
sent of patients before any medical intervention, people clearly have the indisputa-
ble right to refuse that treatment. A patient should not lose that right if he or she
becomes unconscious or otherwise unable to make decisions. Too often, though, pa-
tients are unaware of the options available to them, and their families or personal
medical provider lack the legal resources of advance medical directives which clear-
ly spell out the spoken wishes of the individual. As more than 80 percent of people
today die in hospitals, medical centers and nursing homes, these institutions are
likely outlets to inform individuals of their right to determine the course of their
medical care.

More than forty states and the District of Columbia have statutes recognizing
“living wills” which dictate an individual's wishes for medical treatment in cases
where life could be sustained but at great compromise to the quality of that life;
more than half of the states recognize durable powers of attorney for the same pur-
_ pose. However, there is great variation in these state laws. Recognizing that this

-
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variation is due in some degree as a reflection of local beliefs regarding advance di-
rectives, the variations nonetheless complicate the ability of individuals to ensure
that their advance directives would be valid in another state in the event of travel
or relocation. Provisions regarding comity of other states’ provisions for advance di-
rectives ought to be included in the legislation to prevent the likelihood of these situ-
ations. Moreover, a single, uniform model of advance directives would ensure that
variances in state interpretation do not require treatment diametrically opposed to a
patient’s stated wishes.

Even with the great availability today of these medical directives, though, com-
paratively few people take advantage of this freedom of choice. Here, too, S. 1766
would ensure that all people admitted to hospitals and nursing homes which receive
Medicare and Medicaid funding are aware of the extent to which State law allows
them to dictate their medical care, providing an important, though perhaps not the
most ideal, educational outlet for these tools.

Advance medical directives allow an opportunity for communication between the
patient and his or her doctor and family to discuss and document the patient’s
views of life-sustaining treatment which may ease the burden on families and pro-
viders when it comes time to decide whether or not to pursue all possible treatment
options. In the view of the Society, it is important that S. 1766, and related legisla-
tion sponsored by Congressman Sander Levin, include provisions to encourage in-
volvement by the patient'’s personal physician in an initial counseling session deter-
mining the patient's personal medical directive, and that they consult with critical
care specialists in updating the dirvective as the course of the patient’s care necessi-
tates.

Without these directives, doctors often just do not know the patient’s exact wishes
in these situations, and though the family feels that their loved one would prefer to
die peacefully, providers in the critical care setting are obligated to do all in their
power to resuscitate the life of the patient. The “Patient Self Determination Act”
would greatly reduce the incidence of second guessing the patient’s wishes, which
can come at great emotional—and financial—expense to the family.

Today's medical technology enables doctors to take extraordinary heroic measures
to save patients’ lives in instances where they might have once died; aftcr the crisis
has passed, though, the doctor must wrestle with moral conscience ot the conse-
quences of his actions. Timely enactment of S. 1766 into law will improve the ability
of practitioners of critical care medicine to treat their patients in the most appropri-
ate and ideal manner possible: according to the informed decision of the patient as
determined with specific knowledge of his or her medical condition and framed by
personal ethics.
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Introduction

The Times Mirmoe Center for the People
and the Press is pleased to publish this
report of its fint Reflec ions of the Times
sunvey, &n in-depth examination of
Amencans” attitudes 10w and vanous
ways to deal with terminal illness and
disability.

We intend to continue to sponsor
Reflecuions of the Times sunveys
penadically, along with our ongoing
People & the Press studies of public
athitudes toward the new s media

Our objective s Lo continue to proside
timely information that policy makerns,
Joumabints, educaton and op.aon
leaders across the country will find
relevant and usetul

Finally, we wish to acknow ledge the
work of Diane Colasanto and Andrew
Kohut. of Pnnceton Sunves Research
Assonates, who designed and conduted
thiv inveshigation
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Donald S. Keliermann, Director

Fenws Mirror Coater how the Peopte and the Press
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It's esimated that some 70 percent of all
Amencans will have to make a decision
someday reganding w hether or not to
continue to use fife support sy stems (o
heep a family member aline. Hence, itis
cntical to define clearly the laws that
affect these devinions.

The United States Supreme Coun took a
significant step an this direcion on June
28, whenitruled Stodin Cruzana
Mivwowr s that states have the nght to
insint on clear evidence of what the
sitim would want before a family
member s granted the nght 1o diwon-
tinue life sustaning medical treatment

This ruling runs counter to a broad
Lonsenus ameng Amencans that close
fammiiy memben should be atlowed to
mahke decivons shout Tife-sustaining
medical treatment it the patient is unable
o make his ocherawn winhes knawn
Amencans also suppodt the nght of
patients 1o take therr own dedinons
about recenang life-sustaining medual
treatinent

Al sepmients of the public, i fuding
membens ot all mapor reliprous groups,
suppat rght to die policies People
who huve helped to make medn al
treatment Jeusions for a dving loved
o0 think about these 1nues 10 just the
e was that people who hase not been
throuph this paintul pasess think about
themn Eapeneaing the ditliculties of
making medi al treatment deaisionsan
tenuinal cases feads people to thank
more and talk more ahout these e,
bot o not lead to ditterent attitudes
o1 the subgeat

Support tor sanous night to die polices
stems trun the widely held betiet that
physicans should sometimes allow a
pahent to diesrather than use the tull
range ob imedicel provedures and

treatt woty avadable Funthermore, the
VIew s That Ak nicans capress about
nght o die pobaies retlect ther teclings
about how they would want thetromn
medical testnxent o he handled, and
what they canunagine about the wishes
of thar parentsan such paintel or

debifitating cincumstances. Most
Amencans would want hfe-sustaining
treatment withdrawn if they were
sutfenng a great deal of pain from a
terminal disease, or if they became totally
dependent on another person for daily
care.

Underly ing the public's atitudes on the
nght-to-die and patient choice is a recent
trend tow ard greater acceprance of
suwide 1n the face of suffenng from a
temunal disease.

These are among the findings of a new
Reflections of the Times pollof 1,211
adults nationwide  The poll. conducted
tor the Times Mirror Center for the
People and the Press in Washington

D C . evanuned in depth the publics
views about deating with iemunal diness
and disshility

Several studies duning the 19708 and
T9MN show ed high support tor patient
vhore and the use of provies as devinion
makenn While cach poll addressed these
aues in g shightly ditterent way, taken all
together, the results of the eastier polls
and the Reflections of the Limes poll

indic ate that support for these policies has
been steadity imoreasiny duning the past
twodavades However the Keflecionsof
the Time s 10y CslRalion s unigue among
the public pollsn demonatrating the
broad convenisus generated by right to die
policies, in analy 2ing bow attitudes
change depending on the circumistances
imvolved. andin revealing how Amen-
cansyimagine their own behavion n
situatusis whert the nght to die hevomes
EUNINNT g
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Eaght in ten Amencans think there are
SOMKIMEs cirvumatances where a patient
should be allumed to dic, whereas only 15
percent think docton and nunses should
abways do everything possible to save the
hie of a patient Blacks, bom-again
Chnistians, people who are veny religious,
people aver age 65 and people who are
not college graduates are shghtly more
hikely to think that a panent's bfe should

Fpue ?

“In some states, il is legal lo stop medical
treatment that is keeping a terminally ill

atient alive, or never start the treatment

n the tirst place, H that's whal the palient wants.
Do you approve or disapprove of laws that let
palients decide about being kept alive through
medical treatment?”
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always be saved. However, evenamong
these groups a clear majonty hehieves
that, In soime Circumstances, a patiemt
should aot receive hfe-sustaiming
treatment.

The public’s feclings about nght-to-die
legislation are dnven by its beliefin the
need o disctetion in adnunistening life-
sustatning madical treatient Eightin
ten adults appros e of state 1aws that
allow mediedl treatment for a tenminally
] patient 10 he wathudraw nor withheld
i that is what the patient wishes

(Nee Froure 11 Only 13 pervent of the
pubhic disgpprose of laws that let
patients devide showt being hept aline
through medical treatnent, and §
percent appeos e of these Taws only 1n
wvertain situwations - Apain, blacks, people
agpe 65 and older people who have mot
pone o college. and people whaare veny
redyious are dess hkeldy tocapress
approsal tor nght 1o die lepinlation
Howerver nodess than a two thirds
oty in sl population subgroups
appron es of nght o die legislation in st
feast ok i umalamees

Munt states have some torm of night to-
Jdie lepntation, but the e resmaans
conthineraal Bogthe it time it
histoes. the US Supreme Count consid
cred whethee there v a constitutionad
nght o dicontinue bife susaining
medical treatment in the case of Cracun
v Mivwours o New Jerey. nght o de
legislation recently appeoned by the state
Senate s draw g oiioinm teom several
membeas of the State Biocthos Com
mission that prodined the progaosal foe
thye depnlation and from some telipious
and npht to hite groups inthe state TS
umcran whether the bill approsedin
Apnl by the New Jerey Senate. will he
spproned by the Assembly and siened
into faw By Crvermod oo

Fewer than hatt (18 ot the states that
hase enated nght 1o die legdanion to
date have alsoand luded peovinions for
patieats tospeaity g health care spobes
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“it 3 patient with a terminal disease is unable to
communicate and has not made his or her wishes
known in advance, should the closest family
member be aliowed lo decide whether 1o continue
medical treatment, or should a family member not
be aliowed to make this decision?™

B acers B Acens B Deoenss D00 Rvow

person, of proxy, to authorize withhold-
ing of withdrawal of their life support.
However. the public clearly suppors the
use of provy decision makers.

In the view of most Amencans, close
family members ought 1o be able 1o vene
as pronies for kerminal patients who are
unable o commumcate and have not
made their wishes knownan adv ance.
(See Freure 21 Sevenan ten think farmiby
membens should be allowed to make
decavions about medical treatnient on
behalf of the patieat. while another §
percent think this s appropaate oaly in
some circumstances . Only about one 1in
v adults overall and a shghtly greater
proportion of blacks, thinks soch provy
devivion making should e he allowed
People orver the age of SO evpress

womew hat Mot umertanty, with st
under one 1n five unsure shoat a hether
provy decivion making should alway s i
allowed

The public,in particular those wath
srony relipous teelimgs makes an
inporant distinction hetweun how
deciis about anedical treatment shookd
e e tor adubin and hos they should
be muade tor intants Hatt o the public

te et the notion thal parenis cantefose
hte-sustaining eeatment ofhchgdt ot
thair severely hambicapped stan,
assertny instead that such mtants shouhd
recein e as Mk b ircatinent as passble
OSee Frowre 30 Athind aceepttie wdea
that pareats shouhd be able toactiuse
medical treatment tor their severely
handicapped intant, white S peroent
wouhd ggree only under cerun arcum
stames . Wintien, whitesand coliege
araduates are muore Tely than others to
think that parents should beable to retuse
treatment, with over tout i tenin these
Rroups saving this night evests gt leastin
S XIS ITSTHI T KN

The public v distinctideas shoat sipht 1o
die ey with respect loaehants are not
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Fpoed

“When 2 severaly handicapped child is born,

do you think the parents have the right to refuse
medical treatment that might save the infant's
(iHe? Ot, do you think the infant, no matier how
handicappeo, should receive as much treatment
as possidle?”

MReyeee BB et BB OepensnSomtacca

Tolal
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matis ated by a general repection of
“provy T decision making, since the
overwbelming maponty favons letung
clone relatives mabe treatnwent devisions
where the paneat is unable 1o express his
orher wishes Experts poanttoseseral
other reasons that opinions about intant
patienis ditter from opimions about adutt
patients

Susan M Wolt g lakver with The
Havtings Center, a research snstitule in
New York that studies medicat ethics
She potes that medical dedivon mabing
tor handrcapped infams hus becone
quite ditterent trom tha tor adults
hecause vy ditticatt o ayree on what
the patient’s hestinierests are m the L ase
ol anewbom,and ihere’s noway L
ertrapelae what the paticet woald want
trom hnowledpe ot s ot e ite She
absoremarks it e ses of docison
makisgonselane stants h e heen
e e by the dired ol ement ot
e tederal govamment i passiny
lewisbation that recoattazes swothholdiny
e st medical oat ot as g

new cateesy ob Cihd abase

Rehiven protogodis attects vieas thon
the projet treatiment of saverely
tondicapicdintaats with o aeaon
Chestans and those swhoare son
rehigious imostopposed toparcntal
deveron makare mithese vasoy Intact,
maonty suppert torthe tchit ot pogonty
torctiog madcal tcattodrt 2 fvencans
Amrony Grose awhionsay relivion s
weapester b thar bves S poenty
Whies woerrsnend adulte coe Sad
ol arc abvomone hlchv to v the
nrhts o parcnty o deade whontmsodn ad

reatnent

Ihere oo ittiorenee Boaeaer nnthe
Vicws o Protesta tsoand Cathonos shoat

parer tdbdecennan dny Intact an g

deas el s v estie i Protestats
WA olios disclone v e epuenons
Becthe roe e obaehicion o
ool o ket attecn
apc cren o e s ety
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I
Feelings About Aging

In today s rapidiy aging sociery, Amencans hay e profoundly
mited feelings about groming old. Only four in ten (39 pencent)
adults would like 1o iy e 10 be 100 v #ars old. and half (49
percent) would emphatically not want to live to be that old.
Women, in particular, do not lood forwand 10 reaching the
milestone of thetr 100vh birchday, which is tronic, since this
accomplishment 1s more Lilely for a woman than a man Only
A1 percent of women, compuared with almost half 148 pencent) of
men, admut that they would like 1o be 100 vears old.

Dr Amold Goldstein. a statisiician ot the US Census Burea,
notes that the population of centenanans quadrupled betwecen
T980 and 1989 frvm abowr 1500010 61.000. He prediciy that
“hy the vear 2000 there will be another 60 pen ent inc rease in
thiv part of the populanon und the US will then have about
100000 centenarians ™ He adds that “women now suike up
almost SU penend of the over- 100 population, ™ and he expects
women's share jo increase 1o 83 penentin 10 vears

Americantewpross a wide varien of feclings when they tmagine
what will fuce them in ofd ave  But, the range of concems and
worntes they articulate is fur greater than the joss and rewands
thes expect When avked tnan wnsiruc tuncd was 10 1alk abowt
what they mostlook formand to ubowt getting old. almost
evennone (NS penent) can name something Mot people
mention not having to werk, or heving les stress and pressury
ntharinetSdpercent) Some people mennon other speific
eyectutions ike the jov of sharning i the Ines of thewr children
and vrandihildren (14 penenti travel €7 pencenttand eapert-
encing brvwd sovaal changestipenenti Afew (2penentieven
vy that they mostlood formard 1o death and etemal hie with
God Bur, mant finus ther positive feelingy gbowt aging on the
reducion of thewr respontabidities tn the world

When the public iy atked aboul their ¢ratest worfies. a wide
runge of specitic concerns ahout old dee emerees Three inien
(31 pen ent) mention worries about health, and another §
peneni narie a specific disease that thes fear One quatter
worn abvoud what theer financal sauanion will be like when
thes're old 1 24 percenty Oher one insic (7 penenty fears
having activities restricted er losing the abihin to be indepen-
dent and another 4 pencent worny about semalin: Fove penent
1including 13 pencent of thove vounger than 30 nom. worn about
death inelt Four percent worry ubout the world sitwation
Opumnsticalls, almost one o five (19 penenti of thase S0 or
older (compared with oaly 6 penent of vounger adults) claims
tooworn abvut nothing when anncgpating old age
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One section of the New Jersey legisla-
ton grants immunity from civil,
cnminal and professional Latulity to
physicians who camy out their patients’
instructions for treatment. Many suates
have such begislatiy e provisions. Yet.
many obsenvers have noted that physi-
cians often do pot carry out their
patients’ wishes with regand to hife-
sustatning medial treatment bevause
they lack such explicit kegistatine
protection and beca <> they have an
inherent tendemy Lo wes  uiment
sotutions for their patients” conditions

A spevial panel of a2 dozen physicians,
wnting last year in The New Fagland
Journal of Medicine, ooted that a
PAHCAL'S WNHER IR 1100, ¢
dirntines, reganding treatment “do myt
crent envough influere oa cither the
panent’s abihity to contnd medaal
devinton making atthe emd of ite of the
physiian’s behavior with respent to
sinhoinues i bospatals emergeny
rovins, ard nursing homes There
remains 4 conskierable pap between the
accptame o the directine amt s
unplementation

Intat tew people think docton imd
nuises pay 3 kgt of attentron toanstna
Bons trom paticnis ahvut whether thes
want trealment o keep them abive Only
ane an tinve 1 X0 pereent v s that
matical prdessionats pas 3 kit ot
attentin o patients” wishes although
this view s ddightly e pres slent (28
perccatt amony people who atuathy
have helped to mahe medi 4l ticatinxent
davoons for g loved one whaosatterad o
prokonged of paintul Seath Foeche
pubhc avawhole 37 percent thiok
medival protessionals puy - wonwe
SteRton Lo pabient wishes I8 poreent
think LIe of s alienties s panc, and 1€
perventhave mooview atoutbow medi st
professisiabs consider patent wishesan
mak g reainent den i

Amenyans are sphitin thoar vopie oas
ahvut Pos o hadle cases where pationt
wihos have heen spmered Ashed e
consider a vruatnss where g patent does

not want treatment to be kept alive, but
receives it nonctheless and survives ina
severely disabled condition. four in ten
(42 pervent) think the doctor of hospatal
should be held legally responsibie foe
the patient’s disabled condilion
Howener. almost as many (1§ percent)
think the bospital staflis Justified tn

I ing o save the patient’s life.

Susan Wolf of The Hastings Center
noted that “there have been a handful of
cases 1n the country where a patient o
farmily meinber has sued for damages,
and there is a well-established idea in the
case law that makes it appeopnate for the
counts 1o consider these cases ™ She
went oa to e the opinion ol Justiee
Cardozoan the 1914 Schlovendivfl case
1n New York that expresses this hasw
wea “Tyery human being of sdult yean
and sound nund has a nght to detenmine
what shall be done with hivown bady &

Ay
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Most Amencans are witling to go much
further than simply supporting right-to-
die policies when considenng cases of
adults who are suffening with a terminal
disease or disability. Six in ten adulis
think 1t is justified at least some of the
time for a pervon to kall his or her spouse
if the spouse is suffering temble pain
from a temunal dlness. ¢See Freure 4 )
Only onen five thinks this s never
Jusnfied. Blacks regaster tix most
objection to mercy Milling, withover
one-third ¢ 36 pereent saying such xty
are never Jushified.

Igoet

“We sometimes hear of cases where a person has
killed a spouse because the husband or wile was
sunerini ferrible pain from a terminal disease. Do
you think the actions of these people are naver
justitied, sometimes justilied, or always justitied?”

B ceres DB rers
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% 0 tance

About half of the public think a person
has a moral nght to commit suicide if
suffenng from an incurable discase or
suffering great pain with no hope of
improsement. (See Figure S | Accep-
tance of suicide in such cases has been
increasing gradually over the fifieen-
scar period sirce 1975 when these
attitudes were fint measured by the
Galtup Poll Forty <1ght perent of the
public now think 4 moral nght to suicide
eunts if a person has an incurable
discase, compared to 40 percent in 1975,
Onrer half (55 percent) now think a
penon suffenng great pain with no hope
of impeovement has a moral nght o
surcide, compared to only four inten (41
percent) 1S yean ago

The increasing acceplance of suicide i
fargely due to the aging ot the popula-
tion. as revealed by an analysis of the
change in attitudes over tme within age
subgroups ot the population The older
people whooverw helmingly repected
suscrde as a response to terminal tiness
1S years ago have died and been
replaced m the population by younger
people wath more ninderate view s about
the acceptability of suiaide in these
vrcumstances Taday ‘s older people
have vicws abcut suicide that resemble
thone of muddle-aged adubts 15 veans
ago. while today s mddle -aged adulis
resemble the young adults of the “Ttw

Attitodes tow ard suscrde remam
pattemed by age today, wath more
Pl e Of suicide expressed by
sounger people 1 the caves of iIncurable
disease of great sulfenng - For example,
two-thirds (67 peacents of adults under
age M and SX percent of those age Wia
39 unk g peron has o moral nght 1o
sulcide it sultenng gredt pain from g
dircase with no hope ot improsement.
Fewer older people agree - - ust under
halt (47 pervent) ot those age SO 10 64
and 3 percent ot those 68 and older. In
part. this s because ofder people are
meee i ertain of their s rews on suicide
than younger people.

Attitades about susaide atso are ditferent
for men and women  1n three of the four
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situations inv estigated (all but the case
where “living has become a burden™)
men arc more hhely to say that aright to
suicide enists.

The public makes clear distinctions
about the acveptabihity of suicide
beiween cases involving termminal
dircase and suffering and thuse where
the patient has become a burden on his
or her fanuly. or daily hife has peconw a
burden 1o the patient. Majonties of
Americans reyecr a moral nght to
suictde, with 87 percent opposed if the
burden on the fanuly i extremely heavy
and §9 percent opprmsed of life es a
burden for the individual. However,

foues

“Do you think & person has a moral rlPhl to end
his or her own {ifa under any of the following
circumstances?”

My B B Oroes 0o tance

“First, when this person has a disease that's
incurable?”

“...when this person is sutfering great pain and has
no hope of improvement?”

“...when this person is an extremaely heavy burden
on his or her family?”

even these attitudes represent an
increase in acceplance of suicide over 15
years ago, when almost three in four (72
percent) Americans rejected a right 1o
suicide incases where a patient has
become an extremely heavy burden on
his or her family.

The rvle of religion in determining

views about ending the ife of a sulfenng
penon through these more extreme non-
medical means s suprising. - Attitudes
about suicide and hlling a hushand or
wife differ ¢reatly depending on the
strength of one’s religious views, but do
not ditter based on religious beliefs. The
attitudes of Protestants and Catholics on
these insues are very simifar. Despuic the
fact that Cathohic docinne lahels the
taking of a hte.including ooe’s own, ava
sin, halt of Catholies think a person
suftening great pain has a moral aght to
suicide. And.onls 17 percent of
Cathahios think the merey Mlhing ot a
husband o wife is never pustified

Mot bom-again Chnstians and sen
rehgious people repect a nght to suicide
cvenan the cawe of aterminaliliness, and
are fairly esenty divided in ther
attitudes about surcide when the patient
is suttenng greal pain. Yet, parsdou-
cally, a majority of bom-again Christians
and the veny reltgious think wis of so-
called “mercy Milling™ by husbands or
Wives are sometimes justibied

It appears that some Amencans,
particularly those who are very rehi-
grous, make an umportant distsnctson
between what v “Justified “and what i a
“nght ™ This imphies that the dithicult
decivion toend a peron’s hite s perhaps
Justified. undentandable und acceplable,
yetnot cadorsed.

The ambus alent feelings of the public
about mercy hilling and suicide are
reflected 1n the impassioned debate that
surmounds consideration of xtine
cuthanasia and assisted suicide. The
recent actions of Dr. Jach Kevorkian in
Michigan. whao helped to brng about the
death of Janet Adhins, an Oregon
Alzheimer™s patient. have fueled this
dehate Howeser, as Susan Wolf notes,
“although ethicists, phy sicians and
othen dehate active euthanavia and
asisted suriide, these concepts have
been clearly rejected in the law.”
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Personal Wishes
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The views that Americans express about
right-10-die policies reflect their
personal feelings about how they would
want their own medical treatment
handled in v arious situations, and what
they know or can imagine about the
wishes of their parents. Peop'e’s
feelings about whether they would
choose to receive of continue hife-
sustaining medical treatment change
depending on the medical circumstances
of the case.

Foue

“If you had a disease with no hope of improvement
and you were suffering a great deal of physical
pain, would you tel! your doctor to do everything
possible to save your life, or would you tell your
doctor to stop treatment so you could die?”

Bl soeice B s tramens BB Oepencs Dont ke

10

More than half of all Amenicans would
want their doctors 10 stop administering
life-sustaining treatment if they had a
terminal disease and were suffering a
great deal of physical pain (59 percent),
or if they had an illness that made them
totally dependent on another family
member for all dasly care (51 percent).
(See Figuresthand 7 ) Fewerthana
third are certain of their desire to have
their physicians punue every possible
treatment in these 1w 0 situations (28
percent and 3 percent, respectively).

Over four in ten (44 percent) would want
medical treatment stopped even in the
case where a terminal disease made it
difficultto function in day-to-day
activities, whereas 40 pervent would
want all posuble life saving medical
treatments and procedunes used.

tSee Figure 8

Pemonal choices about medical treat-
ment in these three sitvations are shaped
by the importance of religion i one™s
ife. Inall cases. the wish to have hife-
sustaining medical treatnent withdrawn
decreases as the impoctance of rehgion
increases. However, a magonity (52
percenty of even the veny rehigious
would want their own treatment stopped
1f they were suffering a great deal of
physical pain.

Peronat chotces also vary by race and
ape. Blachs are less Likely than whites to
think they would opt to have treatment
stopped 1n all three situgtions invests-
gated. Youny adults, under age 0. do
not make distincions about how they
would want their oa n treatment handled
depending on the nature ot the aituation,
while older adulty make such distine-
hons For example. moce people over
the age of 63 would want their treatment
stopped 1t they were sutfenng great pain
160 percent) than it they were dependent
on a family member { ) percenty or had
difficulty with datly living (47 percent)
Young adults do not distingussh among
these situations 10 judging how they
would react (49 percent, SO percent and
4 percent would want treatment
stopped in these three situations,
respectively ).
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Fiure 7

“How about if you had an illness thal made you
tolally dependent on a family member or other
person for all of your care?”

WRece BBt aer B oot e

Total

Mont people think their parents” wishes
tor medical treatment in these circum-
stances are similar to their own wishes,
Abuoug half of those with Tiving parents
think their mothers and fathen would
want medicdl treatment stopped f they
were suflenng 4 preat deal of paininaa
temungl disease (84 percent for mothen
and SO pereent for fathers), or if they
became totally dependent on o fanuly
member (49 pereent for mothen and 48
pereent for fathers) Fourin ten think
their parents would want medial
treatrwent stopped it dady activities
becare a burden 143 percent for mothers
and 42 percent for tathers)

Although religion plays arole in shaping
anindindual’s own wishes sbout
medical treatment. it does aot influence
pereeptions about the amaount of
Ireatiment one's pareits would wish

There are some impestant pioup
ditterenees 1o perceptions of mothees”
but not fathers . wishes Daughters” and
sons” perceptions of ther mathers”
wishes tor medical treatment are
different. as are the pereeptions of thow
whaose mothess are undee aee 60 ard
those whaose mothers are & or alder
Daughters are nrore Likels than sons
think that their masbers would wart
treatment sMopped in all three sstuations
connideted  Those whose mothers wre
over ) are more Phels tothink e
mothers would want reatment stopped it

S suttening greal pan

In large part, these didterem es anise
hedsune daughtens are more Bhebs than
sons todn e exvphioitdy discaned o
mother s wishes with herand because
these discussions are more tregquent
hetween mothers amd their children
when the mather s olker O1ten maother
and child have experniensed the death ot
the Child's tather together. where these
medical treatment issues nray have
boconre refevant In tact, people whao
have participated in medic ! treatment
Jecitons tor a loved one CFS pereent of
all Amencan adults) are more Tikels 1o
think theit imothens would want their
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Fgure 8

“How about if you had a disease with no hope of
improvement that made it hard for you to fuaction
in your day-to-day activities?”

B sonve BB s tames BB Oepencs Dor tknow

Total

own medical treatment stopped. -
especiatly in the case where totally
dependent on another family member.

Oner four in ten (43 percent) adults have
talked to their mothen about thear
mothen” wishes for medical treatment.
including 37 pervent of men. 49 percent
of wonen, S8 percent of those whose
maothem are 700 or older, and 68 percent
of people who have participated in
medical treatment decisions for a
deceaved loved one Fewer adults (2%
peccent) have had such discussions with
therr fathers  Sinteen pereent are aware
of wntten instrucions that exist fos their
maothers, and L6 pereent also know that
their fathers have wRten instruc oo
regarding wishes for medical treatment

Athird ot all adults canimagine
thentsehectabang the hie of adned one
wha was suttening ternbty trom an
1iness that was termunal (28 pereent can
imagine this unequinenally. and §
pereent can onby imagine it under centain
anumstancesy See Frowre 9 Almost
AR Een (S92 peruent) cannotimag ik
such 40 hoa. and N pereent are unsu
The ability 1o umapmethe merey halling
ot g hushund or wite or other loved one
Is greater tor men, and it deceases
sipmificantiy with ape. presumably as the
possibility ot actually tacing suchaa
hore hecomes more Bikely For
crample. tout i ten iU percent) youny
adults cunder age Uhcan unagine 3
meeey Mithing under sonke circum
stances., compared with only halt as
many 20 percenty people spe 68 and
older

Strength of religious teching also attects
how people imagine their own hehas s
1 thesr puanner weie suttenng great pain
from g temunal discase Those tor
whom religion is very impontant sre
much fess likely than others o he able 1o
imagine taksg the life of s loved one
whois suttenng 28 percent it redigion is
very impontant, compared with
pereentil religion o somewhat impur
1ant aned 82 pereent it religon s not
unponant

Halt the marned people (51 penenty
has ¢ talked to therr mates shout his og
her wishe s for medical treatment, and
oneanten (1! perenty has wniten
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instructions regarding these wishes.
People who have not attended college
discuss their spouses” wishes less than
those who have attended college.

Blacks are much fess [ikely than whites
to have had any famzly discussions about
medical treatment wishes, whether with
dapouse. mother or father. Even though
blacks have different behiefs about right-
to-dic ivsues than whites, these differ-
ences do not eaplain why blacks talk fess
often about these ssues with fanuly

.t 9

"We somelimes hear of cases where a person has
killed a spouse because the husband or wife was
sutfering terrible pain from a terminal disease.

el

ou imagine you, yoursell, taking action like
someone you loved was sutlering terribly

from an iliness that was terminal?”

n |0 Dege 23 T 1hoca

Total

memben. There are large racial
difierences in reports about family
discusstons even among blacks and
whites who hold the sume behiefs about
the appropricteness of ending treatmeat
1 centan medical situations. Other
differences between blacks and whites
(on strength of rehgion, level of educd-
hon and age of parents) also cannot
aceount for the fewer frequency of
family discusstons among blacks.

Amencans, particularly women and
older Amernicans, have thought abou
their own wishes for hife-sustaiming
medical treatment (See Frewe 10
Almost three inten (28 pereent) say they
had atready given these isues a great
deat of thought betore they were
interviewed for this study, 36 percent
had given some thought. 22 percent not
veny much thought, and only 13 percent
had given no thought at alb to dedisions
about iedical treatmient i these sesere
(AN

Orver athied 38 pereenti of those ape SO
orolder have pnenagreat deat ol
thought to their own wishes tor medical
treatment Mostankangly hatt (37
pereentiof the people who have
cypenenced the dithculty ot making
treatinent devivions tor a dy g loved one
hase given carehd caastdeiation 1o how
dhey would want ther own situation
handled

Amosttwo-thieds (63 peacentr of the
people who have considered these nsues
hav e also discussed therr teelmgs abouat
miedical treatment with a spouse i 34
pereena Cikd OLS peacent pareot ol §
percenty. other selatne CH percent,
medicat or lepal protessionat o8 pereent,
orwath anather peeson ClEpercenn
AMluent indi sduals chose with $50.000
or more inannual houschold inconke)
have these conmversations more otten
than those who are less well oft

NWomen discuss therr teelings about
medical treatiment more than nen
Wormen atso talk 1o more dilterent tpes
of people aboat thoswe issues than nien,
arnd women more otten discuiss these
sues with g child Age aid eypenence
with g paintul or prolonged death are
also rebated to hasing had conversanions
with others about wishes tor medica!



Age

12
3848
$0-64

65 or eider

Helped to Make
Treaiment
Dacisions

for Someons
Who Died

184

treatment. And, almost three-fourths (72
pervent) of the people who helped make
treatment decisions for adying loved
one have talked to a fannly member.
triend or profesvional about the treat-
ment they would want for themselves.

A living will is a document that provides
a patient’s instructions to his or her
doctor about when life-sustaining
medical treatment should be withdrawn
or withheld Almostone inseven (14
percent) Ankencan adults has a hiving

“Before {oday, how much had you thought about
our own wishes lor medical treatment if you were
n the kind of circumstances like those we've been

talking about? Had you given this a great deal of

thought, some thought, not very much thought, or
no thought at ali?”

o Mlsone EInavad S e N Ortrnom
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will of has put his or her wishes for
medical treatment in cases of tenminal
disease or disability in wnting. including
almost one guarter {24 percent) of adults
over age 64 and 1imost on€ Quarter (24
percenn) of those who have hetped make
medical treatment decisions for a loved
one.

Seveninten Amencans (71 percent)
have heard of biving withs. with high
awareness amoeg college gradu res (R3
percent). afftuent individuals (RS
pereent). and women (75 percent). and
lower awareness among young adulis
156 percent) and blacks (49 pereent).

Fenclla Rouse, the Executine Director of
the Socicty for the Right to Die. which s
wnn New York, says that even though her
organization distnbutes thousands of
cxamples of living wills to interested
individuals cach year, "most ot the
inquirnies we getaie from people whoare
already in g difticult situation imvolvang
micdical treatment for themselves or g
family member and they want to know
Wit their options are and how they can
yethetp ™

One Tikels conseginace ol the S
Supreaw Count’s decisionan Cruczan s
Maossetros that more people will avail
themselves of iving wills and durable
povers of attomey tgeanting o a tamily
member of frniend the nght to make Bife-
sistaining decisions) because they
provide whet the Count saw as exwential

-rclear evidence of what the vichim
would want.”

BEST AVAILABLE COPY
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Methodology

This survey is based on telephone

in erviews with a representative sample
of 1,213 adults, age 18 and older, living
in the continental United States.
Intesviews were conducied during the
period May 1 1o May S, 1990. For
results based on the total sample, one
can say with 95 percent confidence that
the error attributable to sampling and
other random effects is plus or minus
three percentage points. In addition to
sampling error, question wording and
practical difficulties in conducting
sunveys can introduce error or bias into
the findings of opinion polls.

STATEMENT OF VOLUNTARY HOSPITALS OF AMERICA, INC.

Voluntary Hoepitals of America, Inc. (“VHA") is a national alliance of 651 not-for-
profit hospitals and their 184 affiliates. VHA very much appreciates the opportunity
to comment on the proposed legislation that would mandate a systematic role to be
played by hospitals in educating the public about advance medical directives.

VHA strongly supports the goals of the Patient Self-Determination Act (S. 1766)
which emphasize the importance of educating the public about their rights to make
medical treatment decisions and to execute medical directives stating their treat-
ment preferences. As not-for-profit, community-based organizations, hospitals have a
significant role to play in this educational process. VHA believes hospitals should
both infurm individuals of their rights to draft medical directives and also make cer-
tain that these written directives are followed.

NEED FOR INFORMATION ABOUT MEDICAL DIRECTIVES

VHA recognizes that technological advancements in life-sustaining procedures
have complicated the difficult decisions individuals and their family members must
make regarding medical treatment. While these decisions may place significant
stress upon the individual, the family, and the community, it is evident that deci-
sions about medical treatment should ultimately be made by the person who is to
receive the treatment after consultation with family and physician.

Unfortunately, there are often times when individuals are unable to communicate
their treatment preferences due to either unconsciousness or incompetency. VHA
believes it is important to ensure that all individuals maintain control over medical
treatment decisions and that this control should extend to such times of incapacity.

In an effort to facilitate an individual’s control over medical care decisions, a vast
majority of states have enacted laws that allow individuals to execute medical direc-
tives. These medical directives commonly take two forms: “living wills” and durable
powers of attorney for health care decisions. “Living wills”’ are legal documents that
state in advance the medical treatment preferences of an individual who may
become terminally ill. Durable powers of attorney permit an individual to designate
.at health care proxy to make decisions for that individual during periods of incapac-
ity.

While medical directives may be very useful tools for ascertaining and carrying
out an individual’s wishes regarding medical treatment, less than 10% of Americans
have drafted such documents. Studies have indicated that ss many as 95% of Amer-
icans believe their wishes regarding medical treatment should be known in advance.
These statistics as well as other studies indicate that the public is not well informed
about their rights to draft medical directives. Moreover, the United States Supreme
Court in Cruzan v. Director, Missouri Department of Health recently held that states
mti require clear and convincing evidence of an incompetent’s wishes as to the
withdrawal of the life-sustaining treatment prior to allowing such treatment to end.
The decision highlights the importance of clearly stating in writing one’s wishes re-
garding life-sustaining treatment. It is evident that the public should be better in-
formed about medical directives.
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EDUCATIONAL ROLE OF HOSPITALS

As community-based institutions concerned about the quality of health care and
protecting the dignity of their patients, hospitals certainly have a role to play in
educating the community about medical directives. While the proposed legislation
focuses on the distribution of informational materials about medical directives by
hospitals at the time a patient is admitted to a hospital, hospital efforts to educate
the public should not stop here. Hospitals can voluntarily work to distribute such
information to their communities through numerous community-based activities.
For example, hospitals can use existing outreach programs and seniors access pro-
grams as opportunities to assist communities in learning more about medical direc-
tives.

VHA recognizes that the best time for the discussion of medical directives is well
before an individual is admitted to a hospital. Ideally, patients entering a hospital
with the potential need for life-sustaining treatment will already have thought care-
fully about and discussed such issues with their family, physician, and attorney
prior to hospitalization. Unfortunately, many people are not aware of their preroga-
tive to draft medical directives and thus do not take advantage of them.

THE PATIENT SELF-DE. cRMINATION ACT

Senator Danforth's Patient Self-Determination Act is an important step toward
making sure that the public receives information about medical directives. Ideally,
individual communities and public institutions should be moving voluntarily to pro-
vide the public with such information. However, because of the increasing need for
education about medical directives, a Federal initiative highlighting the importance
of such education is appropriate.

It is important to note that hospitals confront the issues surrounding decisions
about life-prolonging treatment on a daily basis. Hospital personnel are often in
consultation with patients and their family members about decisions to either initi-
ate or end life-sustaining treatment. Thus, hospitals already deal intimately with
the issues surrounding medical directives.  _

The proposed legislation requires hospitals to inform adult patients at the time of
admission about their rights to make decisions concerning medical care and to exe-
cute medical directives. %n addition, the bill provides that hospitals ask patients if
they have medical directives and document whether or not they do have them in
the patient’s medical records. The proposed legislation takes a systematic approach
to solving the educational problem surrounding medical directives by utilizing an
existing administrative process to disseminate information. While the specific de-
tails of an individual’s own medical directive should be discussed outside of the hos-
pital admissions environment, the point of admission could serve as an appropriate
place to provide pertinent information on medical directives.

VHA supports a provision requiring the Department of Health and Human Serv-
ices and the individual states to develop the specific materials to be distributed by
hospitals. VHA believes that it is essential that these materials are developed by
HHS and the states in order to ensure that different hospitals provide uniform in-
formation regarding an individual’s rights under state law to execute medical direc-
tives. uiring state governments to develop these materials also would absolve
hospitals from having to interpret state statutory intent.

oreover, Senator Danforth’s legislation requires that hospitals ensure that these
medical directives are implemented to the extent permissible under state law. VHA
believes these provisions constitute sound hospital policy and are effective means for
ensuring that individuals receive medical treatment consistent with their wishes.
We also support a provision requiring hospitals to maintain written policies con-
cerning the implementation of medical directives.

Representative Levin’s companion legislation in the House, H.R. 5067, uires
that hospitals -must give adult patients information about such written policies.
VHA does not believe that it is necessary to provide every patient with this addi-
tional information. However, it would be appropriate to provide such information to
those patients who have executed medicaf directives. A hospital could inform pa-
tients who do not have medical directives that the hospital maintains written poli-
cies regarding the implementation of such instruments and that the patient could
review these policies upon request.

In addition, S. 1766 requires a hospital to arrange for the transfer of a patient if
as a matter of conscience the hospital cannot irg;fement the wishes of the patient.
VHA appreciates the inclusion of this provision since it recognizes there may be in-
stances when a hospital would not feel comfortable carrying out a patient’s treat-
ment wishes for either religious or ethical reasons.
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The Senate legislation further requires that hospitals establish institutional ethics
committees which would initiate educational programs for staff, patients, and the
community on ethical issues. VHA recommends deleting the ethics committee re-
quirement and supports changing this provision to require that providers, either in-
dividually or with other institutions, educate the staff and community about ad-
vance directives and other ethical issues in health care.

VHA believes this is an important revision. The majority of hospitals already
have ethics committees, but many smaller institutions would be burdened by such a
requirement. Hospital ethics committees usually serve as forums for physicians and
patients to discuss bioethical questions that are frequently case specific. In general,
these committees are not informational resources but are rather forums for discus-
sion and debate. The structure and purpose of such a function should not be man-
dated by the Federal government but should be left to the individual hospital.

Ueing the Medicare Conditions of Participation for enforcement of this legislation
is a rather stringent measure; however, there is precedent for such provisions. For
example, hospitals are already required to provide Medicare patients with informa-
tion concerning their rights to benefits at the time of admission. VHA believes that
both informing patients about their rights to execute medical directives and ensur-
ing that these directives are followed are as important as providing patients with
information about rights to benefits. We believe the requirements of the legislation
are directly related to assuring quality of care in that they make certain that pa-
tients receive care consistent with their treatment wishes. )

Finally, VHA would support a provision such as the one in H.R. 5067 that explic-
itly requires health maintenance organizations and other prepaid organizations to
also provide information regarding medical directives at time of enrollment. VHA is
also aware of the proliferation of managed care and the significant role managed
care could play in the educational process as well. It would be most beneficial to
educate individuals about medical directives when they are not in the acute stages
of illness. Thus, the time at which an individual enrolls in an HMO or a prepaid
insurance plan would be an appropriate opportunity for informing that person
about medical directives.

CONCLUSION

In conclusion, VHA recognizes the importance of educating the public about their
rights to make medical treatment decisions and to utilize medical directives that
state their treatment preferences. As community-based organizations concerned
about responding to the emotional as well as the physical needs of their patients,
hospitals have an important role to play in informing individuals of their rights to
execute medical directives and in ensuring that their patients’ wishes are followed.

VHA supports the goals and many of the provisions of the Patient Self-Determi-
nation Act and commends both Senator Danforth for introducing this legislation
and Senator Rockefeller for holding this hearing. VHA intends to encourage its
member hospitals to accomplish the objectives of this legislation while it is under
consideration by the Congress.
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