etly as a supportive mechanism. Death has
always been distasteful to
bly always will be, - et
W'I-u" Christ was going 1o the
cried, “Father, f i bepo:siblc. m‘f-;':a“;
E:“rmm?' beuus_ehgmnhadlodie
mp:dcrh we may inhesit eternal life
ch was God's original plan for man’
3 Itis inconceivable rwuslumoundves-
)‘mglﬂﬁmﬁlﬂ:mdlm We
associate death with a bad ibuti
and punishment. We wwﬁmm
from the mental facts as essential in under-
sundm; some of the most important and
ottmw!sc unintelligible communications of
our patients. We need 1o discuss this in our
::hvelwau‘ kg‘:ic_ by making death a part of life,
oy the traumatizing factor,
. Man is fearful of death and its frighten-

: b b ook -
we think we have mmmﬂﬂf
els. l{weukc a ook into society, we would
question ourselves. What js happening in
';wr world of medicine? Is medicine stiil] a
.mmmumn_. :eupgcled p_mfusion, or is it
ludepenoujugc scicace in which it is bey-

to prolong life rather than 10 diminish
human suffering?

We direct
our attention to the adj Stmeny
;ar:_a: mu:hing. while ignoring T.h::::liuq'
!h?:] ﬂ::mronn:;:y ﬁlxh o d!lmn.in:
! . ‘ : Pain and meet the p;.
conclusion, very important
not least: the patient’s spiritual Mlnt::“ 'l:‘i;u
is where the chaplain and the social worke,
p}ay an important role.
S b
commilment, i
g;;: retarded child whose needs :nllpl?v:
P orlah:n cam of, which will result jn the
The respect of the patient's soul is pri
marily the chaplain’s role but I, as al:unu:
a‘nd\'crrofwnﬂwdcmtpqmmﬂt
.lg't. have a twofold responsibility of d:
ion 10 my patient’s natural and spiritual

Therefore, I make myself avail
perceive what that need k. If the patin
fieed prayers, I pray with them. At times, s
d°'==uddlmsdqmmirmmlujimfx
m:!“t::ml mr“mmmrhmﬂu
and hearts; I allow them riobponcens
Inmlh:m'[nrlhm_ mdﬂw_mdhw
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Patient Choices and Medical Decision-Making:
The Ideal versus the Reality

Eric J. Cassell, M.D., F.A.C.P.
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Eric ]. Cassell, M.D., F.A.C.P.

Introduction

Today we are concemed with the issue of
self-determination—how individuals ex-
press their freedom of choice in difficult
clinical situations.

1 write as a physician. It is easy to be-
come defensive or cynical about the be-
havior of hospitals, doctors, and other carc-
givers; yet most of us try to care for patients
in such a way that they believe what we do
to be in their best interests. | can write these
words casily but the actual task of caring
may be more difficult to camry out. There
are a number of reasons for the difficulty.

Eric J. Cassell, M.D., FA.C.P., is a Clinical
Professor of Public Health at Cornell Univer-
sity Medical College, New York, New York.

The first is that sickness changes people; it
second is that sickness changes cognitive
function, not just in the frail clderly, but in
everybody. Sick people are not the same as
healthy people. To understand what is in
somebody”s best interest in acute illness, we
cannot simply go to that person and ask,
““What do you want us to do?"’ Those who
are sick may need a caregiver who can help
the patient make decisions. In other words,
the goal of acting in the best interest of pa-
tients, as palients see themselves, requires
the active participation of physicians.

It requires the active participation of us
as carcgivers to help patients know what we
think is in their best interest and also what
their daughters or sons think is in their best
interests, and in addition, what the patients
believe to be the case.

The Right to Refuse Treatment

The remainder of this discussion focuses
on the right to refuse treatment, particularly
in the critical care environment where we
have so many problems. One reason for our
difficulty is that patients may have living
wills or proxy stalements, but when patienis
flop on the floor and somebody calls 911,
all those advance directives gel forgotten,
pushed aside, or lost. The next thing they
know, they are in an intensive care unit
with tubes and all the rest. Then the prob-
lem becomes trying to discontinue their
treatment. All their previous attempls at
self-determination go by the board. That
just cannot be acceptable. We have lo see,
however, why this situation comes about in
the first place.

First of all, it is hard for physicians and
other carcgivers to achieve a state of mind
that places the patient’s freedom of choice
above almost any other value in the inten-
sive care unil. The change that has taken
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Judgments sbout specific circumstances
Physiclans are members of a deta-driven
profession now, We are not in a **wish'*
professlon. We're not living in the 19405 of
the 19605, We swim in information today,

This Is a complex matter. The biggest
problem that faces us in acute care medi.
Cine is not simply finding a vein to put a
line in. Some medlcal students’ whole lives
are devoted to having a chance 10 do just
that. No, our biggest problem is deciding

what Is the
e appropriate use of

In 0o situation is this problem as ¢
mon a3 in the eritical care of the m”:?'
deﬂr.lghfnhlnuyrbuinewyhspiul
of nursing home, there should be discus-
sions o establish standards of intervention
and nonintervention, What will we decide
is an appropriats intervention, and what fs
not, and for which patlent? How will we
dimlhuc!meswhhwpaﬁmu.md
when? 1 think If we did that in our instity-
tions, we would have a lot less trouble,
There would be a lot fewer tense discus-
e

in
t‘mﬂlumheu:sw. s

Starting or Stopping: The Moral
Difference
Another issue that fy causes diffl-

wthmm|;.maﬁm
not slarting of slopping an Inter-
vention. Ethicists have mads i:sc!ur that
there is no cthicel difference. Despite the
fact that the two opticns—-not and
stopping—have been known to be morally
equivalent for almost two decades this issuc
lﬂ}lmmdimwlﬁu.mmhm
moral difference, but there Is
psychological difference, Doctors who take
@ person off 2 respirator to dic seem 1o think
that they killed the paticnt. This is an in-
stance of mistaken belief in one's own

—

power. Take somebody off the
8rd the discase, not the doctor, is the cause
of death. It Is only an exaggerated senss of
Olir Gwn power that might make us belicve
otherwise. But this issue moust also be
worked out in each Institution, especially in
{ntensive care units and with both the doe.
tors and the nurses. And it ought to be dis-
cussed agaln, and ogain, and ogain until
G?bfdt:l;flmaalhesuhjm.

. ng example of this
I he caseof Barey Clas, the st oty
ient of an argificial heart, The staff in Utah

had 1o sign (like all research consent farms
bhad the phrase, “Iu:rdemmdmulrg
refuse 1o conlinue my paticipation in this
project, | will not compromise my care in
g0y way.” But, they pointed out, if be re-
fuses to continue his participation, he stops
the heart and dies, Isa't he committing suj-
ddc?Fnrﬂmem.lhumgus
problem. Why wouldn't Bamey Clark be
committing sulcide if he said that he wanted
0 stop? They understood, finally, that if he
participating, it wasn't Bamey
Umkﬂbdhlmell’.ﬁwuhhdm.
They reached this cealization because
accepied the faet that they dida't think he
would be committing suicide if ko didn't
s3y yes in the first place; that wouldn't be
suicide. It wouldn't be suicide ifhe
the heart because It would put Bamey Clark
Mluwhnmhwuhmhgmuw

consent.
When wo place patients on a respimtor
then take them off, we do the seme

e bring them back 1o that stage at

most frequently present themselves.

Next, there i3 tho problem of eliciting
\he patient’s prefercace. The classic ap-
proach is to present the best we have
offer, in technical tems, in the hope

k2]
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getting consent. We generally list all the
blems, possibilities, and circumstances
our technical language. Rather than mak-
ing sclf-determination possible, the patient
is frequently paralyzed. The patient says,
**Doctor, what do you think I should do?™*
1'm happy to give advice, but that question
frequently reveals an overwhelmed patient.
Rather than making it possible to find out
what is really in their best interests as they
know their intercsts, we have made it im-
because of the manner in which we
relayed the information. This comes about
because, (0o often, paticnts are asked thelr
preferences for fechnical interventions such
as respirators or dialysis. That is not thelr
expertise, it is ours. Trying lo get consent
for specific technologies is the emor. That
Is nol what the patient knows. Patients’ ex~
pentise, and nobody knows beticr, is what
matters to them, We should try to get from
paticnts what they believe is important.
How do they feel about coming back out of
the hospital more of an invalid than when
they went in? How would they feel if they
never left the hospital again? How would
ll;?;nf"‘eemcg ;uld not waﬁ:lwﬂm
[ to peticnt,
that's what lhccmwpm;::!l about. It's not
for going on respimtors, for being resuscl-
tated, for all the big fancy wonds. It's for
what is important in the living of their lives.

‘The same point is central to all of us. For
one person, for example, it may be a matter

of being eble lo read and wrile again. “If

you think I won't be able to do that, forgst

it; I don't want the intervention. If you're

not sure, start the intervention &nd if, as

time goes on, it becomes clear that my de-
sire will be impossible, stop the interven-
tlon."" This puts a much heavier burden on
the physician than merely asking pationts if
they wish to be resusciiated, But that is our
job. If physicians don’t know how to find
these things out, they must leamn, just as
they learned to do all sorts of unhappy and
difficult things.

Of course, if doctors wait until the Jast
moment to find out what is important to
paticnts, the task is doubly difficult. But
then we shouldn't pretend that the problem

is impossible, but rather admit that it is &
matter of proper timing. It's very hard to
ask o family standing outside the CCU with
no advance waming whether to plece the
mother on a respirator or resuscitate her.
That's like asking, *‘Is it all right If I kill
your mother?" That is a very uncomfort-
able situation. Nebody ever asks that bot
they frequently do come out and say, “‘We
have put your mother on a respirator.”’
“But she sald she didn"t want o respim-
tor.” **Yes, but you know If we don’t put
your mother on a respirator, she is going to
die. You don’t want that to happen, do
you?"" That is very uncomfortable, That is
actuelly what we do, that is actually the
kind of choice we are asking people to
make. That is the trouble with last-minute
decistons. Thercfore we should have ad-
vence directives. That is what living wills
are all about.

Pleces of Paper

Living wills, proxy statements, and other
written advance directives arc merely
forms, pieces of paper that have come into
being, in pant, because physicians have
failed to carry out their responsibilities. We
must come to understand that it is funda-
mental to the nature of the profession itself
that in the care of a patiens, ths doctor is an
agent for the paticnt.

Sometimes doctors say, **Well, how do
we know what ke said two months ago is
still true now? Maybe the patient changed
his mind." Yes, maybe he did and maybe
he didn't. We don't ask, what if the hema-
tocrit changes, becaunse we always check
for such things. Why can't we make surc
we are current about what s important to
the patient, All we have to do is ask. But
what If they did make an eatlier choice that
Ied to a death when a changs of mind might
have occurred. What if the person dics and
they really wouldn't have wanted to? Then,
the patient will die. That is the way it gocs.
Provide the opportunity for patients to make
mezaningful choices and provide opportu-
nity to review those choices a3 time goes
by. Yes, an cccasional person will die who
might have changed his mind if he or she

35




—

had the cognitive function to know what
was happening. Instead of that we have
thousands of people dying deaths that no
one would choose because they never had
the opportunity to make choices when they
could or because their caretakers overrode
their wishes.

A Final Point

Everybody has something to teach their
children at every stage of life. They have
something to teach their families; they have
something to teach their caregivers, always.
Often at the very last moment, when people
are trying lo be who they are, as difficult as
it is in late age to be who you are, and show
the rest of the world what it means to be a
living person until the last minute of life,

we ruin it by overriding their wishes. There

are certain essential values that we care
about. ] want my family to know that 1

really tried to die in the same way [ led my

—

life, that 1 wasn't just talking for all these
years. | don't want any doctor taking that
away from me on the last day. A lot of
people are like that, We don't want the per-
son's ability to teach their family and their
children what it means to die or live in old
age taken away by some act that may at
best return life for a relatively short time.
The object of every medical and every
other care inlervention is that the sick per-
son in all his or her individual particularity
remain the person he or she is within the
constraints of fate or despite them. Nobody
can do that alone, For this ideal, dear to all
of us, to be a reality, we need the help of
our doctors and other caregivers. All of us
live in a community of others. When we are
necdy in this way, it is not for the commu-
nity to take over for us. It is for the com-
munity to understand and ensure that we
remain the individuals that we are, no mat-
ter what.
-
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The Real World Experience: Death of
Homebound Elderly Persons

Views from Emergency Medicine: Qur Problem

Alexander Kuchl, M.D., M.P.H.

‘*
|

—

Alexander Kuehl, M.D., M.P.H.

Qur Problem

1 remember in 1968 working as a 23-year-
old medical student in a rural _hospiul.
walking on the floor for the first time, a.nfi
having every nurse stand up. That hasa't
happened since. That event 1 from another
era, an era in which doctors made decisions
about who should live or who died.

Alexander Kuehl, M.D., M.P.H., is Director of
the Emergency Medical Program af New York
Hospital-Carnell Medical Center, New York,
New Yark.

| started out in emergency medicine in
1970, when it was viewed as second-class
medicine. It was only when emergency
medicine started to make a clinical impact
and the media started to et involved that it
began 10. receive MOIC TESOUICes. Its sue-
cess probably stole from home care and
Jong-term care, but that is Ih:'. way of our
world, In 1978, I became pvotved with
cmergency services in the stalc of
Maryland and in 1981 1 became vice pres-
ident of the Health and Hospitals Corpora-
lion. 1 was in that role for about 10 years.
Every few weeks 1 would find mysell
speaking about issucs of home health care.
That was because I came 10 New Yark City
just as the AIDS epidemic began to have 2
clinical impact and just as we staried to
struggle with how our prehospital providers
would relate to those patients.

It is frustrating when 911 u_cnlled for a
homebound patient. After 911 is accessed,
it is virually impossible 1o tum the rescue
process off, unless a writlen document
malkes it very clear that the will of the pa-
tient is lo forego resuscitation. Emergency -
medical services (EMS) lawyers t:ll‘us ]
resuscitate unless the advance directive is
physically present and absolutely clear. To
my knowledge, no onc has been success-
fully attacked in 2 Jawsuit for starting re-

itation.

sux\;;‘n;o a {an collapses, the EMS
system is activated and there often not
time 10"ask if an advanced directive exisis
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