/. 1SSUES IN DEATH AND DYING

1. EUTHANASIA

lltnl&u:\zlltndlzct:::rg{;l:lllt\;co.nq irl:glt\ltl ‘to‘:_lut;)n‘omy ldca.th. One might feel tempted to hasten the
i Tives. db théy . hw; tchoenc'u?t of lr;;vﬂ of ‘dcgth f(')r su_ch persons, or for one-
control th('z circxlmqt';n;;eq o‘f bl r1§t; hlt .to ?L, 1 in a s_lmx}ar situation. H()wcvcr,_thc cth-
sofar 2 possible? I\f ¢ : : Ld sin- ical implications of an a.ctmn to assist death
ofar as pos ? If people have a “‘right to  are profound. Is providing an easy death for
life, _do they have a “‘right to die” as well, oneself the same as suicide? If we aid in the
or a right to “‘death with dignity’’? As in the death of another—whatever the motive may
issues of abortion and genetic responsibility, be—are our actions a form of murder? Can
questions arise about who is entitled to as- such acts ever be justified?

sess the quality and value of an individual Utilitarians argue that expending health
life. Should it be the state, medical profes- care resources on persons who lack the ca-
sionals, the family, the individual, or some pacity for meaningful life is unjustified.
combination of these? Just ag abortion raises Deontological support for euthanasia arises
the question of when human life begins, eu-

from an ethic of respect for individual hu-
thanasia calls up questions about when it man dignity. Patients who request an'end to
ends.

their suffering should have their choices re-
spected. Others, who cannot cxpress their
choices (such as those in a persistent vegeta-

The term euthanasia comes from Greek
words meaning ‘‘good death.” In our soci-
ety, a good death is usually thought to be tive state), shoulq bg allowed to (.li.e on
one that is painless and quick. Most people grounds that .distm_ct.lvely human life in
hope that dying will spare them and their volv;s certain minimum
oved ones prolonged suffering and the quaht.y. o N
crushing expenses and loss of dignity of Ph110§oph§:rs dxstlngunsh between !qlhfxg
t lengthy hospitalization. Advances in medi- and letting die, or active verstl‘s pc)zsswe eu-

cal technology make it possible—evc?n thanasia. The fo_rmer mvolv?s performing
likely—for biological life to be sustained in an act.u.) help bymg .ab.out. death (for exaxtr:-
persons who in earlier times would have ple, giving 2 lethal m!c‘cno_n), Wher('fas :‘fc
. died. A person in an i_rrcvcrsiblc coma, onec latter reframs.fr.om _acuons‘pr(.)‘;(‘)ngmg’rnhi
| who has a completely deteriorated person- (such as adf{lfnxgtctrllni an -J,l.m h110tcxiclza e
| ality, or onc¢ whose consciousness alter- cod'e (_)f Cthl‘Lb of t,‘cl n:lt‘l‘.l?dnti(); fical &
nates between excruciating pain and drug- S(_)cmuon‘rec_o)gn{zgt‘xe dl:.t‘(li]f’icw" et
induced stupor has lost the c:lp:lcit)‘{ 1.fz)r ;T;:lSlllxt;m:])(r)?"tl;i:;(ofb?l?th"lrn e, iEw

i oful or satisfying experiences O ife. ality .of eu anasia. The view
]I:/:m:l;':;:ll:: that sucl)1 Dirsons are S‘better on-. holds that p’.lSS.l-\ g Luu::ldh::nl:dﬁ]l(())rn‘:)w t;lfu
dead,”” that mercey would be on the side of  ceptable (under spect

standards of

101



L]

102 Ethics and the Health ¢

are Professions
that active euthanas;
Others constrye the
distinction in 4 diffe
the term euthangs;
death of a person (
allowing someone
cuthanasiy.

F > Y
i 'urthvcr controversy revolves around the
1stinction betweet

dinary means of ' Ordinary and extraor-
nar, § of sustaining life. Some be-
lieve t.hat it is morally justifiable to withhold
or withdraw extraordinary means of life

Sugport (such as a respirator), but that to re-
frain from ordinary treatment is not justifi-
-able. Attempting to apply the distinction
can be problematic, given the difficulty of
saying what counts as extraordinary means.
uch treatments as hemodialysis or coro-
nary bypass surgery were once rare but are
now routine. If a physician fails to perform
surgery to correct intestinal obstruction in a
severely defective newborn who is likely to
die from other causes, should the surgery be
considered ordinary (since it is a routine
medical procedure) or extraordinary treat-
ment? Has the physician engaged in euthana-
sia by refraining from operating?

Still others argue that a moral distinction
exists between withdrawing extraordinary
means of life support (“pulling the plug”)
and withholding such treatment in the first
place. They consider the former, but not the
latter, active euthanasia or killing. A less
controversial distinction involves the differ-
ence between voluntary and involuntary

_euthanasia. Involuntary euthanasia occurs
when a person is incapable of giving in-
formed consent, whereas voluntary eutha-
nasia has been previously consented to by
the person. Cases of involuntary euthanasia
arise with adults who are incompetent or
comatose (the well-known case of Karen'
Ann Quinlan is an example), Involuntary eu-

a IS never aceeptable.
ACUVE versus passive
rent way. They reserve
a for acts that aid the
also called mercy killing);
to die does not count as

‘thanasia also arises with severely defective

neonates. The special problems involving
defective newborns are addressed in a sepa-
rate section of the chapter,

Another problem has evolyed with the
development of medical technologies capa-

ble of sustaining biological f}lncti()ns m’sc—.
verely damaged patients. Patients may h‘Wf
brains that have irreversibly ceased to func-
tion (“‘brain dead’"), but their hcartbcqt' .1111(1
respiration can be maintained mechanically.
Others may have damage to the c?{cbral
cortex, or “‘higher brain,” but retain ¢nough
brainstem function to sustain hcartbca‘t‘ and
respiration. The second group is in a per-
sistent vegetative state.”” A person in qthcr
group suffers irreversible lo:ss of conscious-
ness and cognitive ability. Should that per-
son be regarded as alive or dead, and what
medical treatment is ethically indicated?
some call for a redefinition of the stan-
dard of death. Traditionally death occurs
with the permanent cessation of cardiopul—
monary function (heartbeat and respira-
tion). By this standard, the ‘‘brain dead™” pa-
tient on a life-support system is alive. An
ad hoc committee of the Harvard Medical
School addressed this issue in a report pub-
lished in the Journal of the American Medi-
cal Association in 1968. The committee
outlined tests for diagnosing the condition
of “brain death” or permanent nonfunc-
ﬁ(lning of the whole brain. The committee
Jcc{)‘“i"r';‘r“ﬁeﬁdéd that, once such a condition is
idéntified, the person be declared dead and
life-support systems be turned off. In other
words, death occurs despite continuing
heartbeat and respiration.

A redefinition of death has a substantial
effect on our views about euthanasia. If a
person is “dead” before the removal of life-
Support systems, the act does not constitute
euthanasia in its active or passive form.
Hf)wevgr, if the “‘brain-dead” patient is
alive, wnthQrawing life-support systems rep-
resents active or passive euthanasia, de-
pending on how the terms are construed.
?ddltlonally’ the way death is defined af-
tf:xtli tlhe practice of‘ ‘haryesting organs for
B plantation If a “*brain-dead” patient js

V€, removal of vital organs is a partial

Cause of death and is ethj :
On the other hand, tcally problematic,

if the patient is aJ
_dead (and 2 iate " aready
d é) PPropriate consent hag been ob-

» 1O such problem arjses.
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making cuthanasi decisions on another’s

*half. .
bd;,lclgislali(m concerning cuthanasxg' ha‘s
been actively debated in several states 1n 1¢-
cent years. Most proposals have sought to
establish an individual’s right to be ‘“‘al-
lowed to die,” without advocating volun-
tary or involuntary cuthanasia (which is ille-
gal in all fifty states). Critics warn that
legalizing passive cuthanasia could lead to
legalization of active cuthanasia. Some who
oppose legalization of (voluntary) active cu-
thanasia feel that it is inherently immoral.
Others believe that it is morally acceptable
in individual cases but oppose making it a
social policy because of the dangers of
abuse. They suggest that such a policy could
undermine respect for the sanctity of human
life and lead to the legalization of involun-
tary active euthanasia practiced not only on
the comatose but also on persons deemed
socially undesirable.

The issue of euthanasia presents scvere
ethlc'al. dilemmas for health care providers.
;Ig:drl::;allly, one of the primary tenets of
“Do no ;:;a P’l"OfCSﬂOI.l is the. injunction,
cifies that ;,m'h The Hippocratic Oath spe-
deadly dru tp ysician “‘will neither give a
Suggestion% Oha.nybody e nor . . . make 2
the Ph)’Sicia(:lt s cliect. In the same oath,
sick] from hapmmlscs- to FCCI?, them [the
principle affirrm and m]usucg. The first

med by the ethical code of

|
Ancie .
Edelst’:;;i;m Medic'me.- Selected Papers of Ludwig
i J‘ }c]d. ()wscn."l‘cmkin and C. Lillian Temkin (Bal-
+Johns Hopkins University Press, 1967), p. 0.

corges 10 Leatr e
H

the AMA states that A physician shaj] p,
dedicated to providing competent medicy)
service with compassion and respect for by
man dignity” (scc Appendix). The require
ments to protect patients from injustice and
(o care for them with compassion and re-
spect for dignity provide the moral ground-
work for cuthanasia. If a patient’s condition
is deteriorated to the extent that life be-
comes meaningless or unbearable, should

the professional’s duty to preserve life be | -

overriden by the demands of compassion,
respect, and justice? In such a case, helping
the patient to die seems not only cthically
permissible but, on grounds of humane
treatment, obligatory.

In the following article James Rachels ex-
amines the conventional view condoning
passive cuthanasia while condemning active
cuthanasia. He argues that active euthanasia
is often more humane than passive cuthana-
sia. This is an important consideration since
compassion is the primary justification for
cuthanasia. Rachels also suggests three other
grounds for challenging the acceptability of
the conventional view and urges physicians
to reconsider its moral validity.

In the second article, physician David
Hellerstein argues against the excessive use
of medical technologies for *‘very ill people
whose physical existence can be prolonged
almost indefinitely but whose quality of life
will be intolerable.” Hellerstein suggests
that, in order to combat overreliance on
technological solutions, medical students
should be trained in listening to patient
concerns and communicating with patients,
especially the terminally ill and their fam-
ilies. Practicing physicians should also be
counseled (via hospital- and medical asso-
ciation-sponsored conferences) in avoiding

“technological overkill.”” The author’s third
proposal is to institute “‘technology evalua-
tion teams’’ to help physicians and patients
set treatment goals and evaluate uses of
technology.
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JAMES RACHELS

A “tipe 2a1¢cce !
ctive and Passipe Euthanasia

The dlalipdinn between active and passive
(‘Ul‘hdlm.\‘ld is thought 1o be crucial for n'u'-(lvi( al
plhl(‘s. The ideais that it is permissible, at Im(st
N some cases, to withhold treatment and
allow a patient to die, but it is never permissi-
ble to take any direct action dosigned to kil
the patient. This doctrine seems to be ac-
cepted by most doctors, and it is endorsed in
a statement adopted by the House of Dele-

gates of the American Medical Association on
December 4, 1973:

The intentional termination of the life of one
human (being by another—mercy killing—is
contrary to that for which the medical profes-
sion stands and is contrary to the policy of the
American Medical Association.
The cessation of the employment of extraor-
dinary means to prolong the life of the body
. when there is irrefutable evidence that biologi-
“ cal death is imminent is the decision of the pa-
tient and/or his immediate family. The advice
and judgment of the physician should be freely
available to the patient andfor his immediate

family.

this doctrine. In what follows | will set out
some of the relevant arguments and urge doc-
tors to reconsider their views on this matter.

To begin with a familiar type of situation, a
patient who is dying of incurable cancer of the
throat is in terrible pain, which can no longer
be satisfactorily alleviated. He is certain to die
within a few days; évén if present treatment is
continued, but he does not want to go on liv-
ing for those days since the pain is unbear-
able. So he asks the doctor for an end to it,
and his family joins in the request.

Suppose the doctor agrees to withhold
treatment, as the conventional doctrine says
he may. The justification for his doing so is

However, a strong case can be made against

that the patient is in terrible agony, and since

he is going to die anyway, it would be wrong
to prolong his suffering needlessly. But now
notice this. If one simply withholds treatment,
it may take the patient longer to le and s0 he
may suffer more than he would if more dzrecf
action were taken and a lethal injection given.
This fact provides strong reason for thinking -
that, once the initial decision not to prolong
his agony has been made, active eughanaga
is actually preferable to passive euthanasia,
rather than the reverse. To say otherwise Is 10
endorse the option that leads to more suffer-
ing rather than less, and is contrary to thg bu-
manitarian impulse that prompts the decision
not to prolong his life in the first place’. .
Part of my point is that the process of being
nallowed to die” can be relatively slow and
painful, whereas being given a lethal injection
is relatively quick and painless. Let me give a
different sort of example. In the United States
about one in 600 babies is born with Down’s
syndrome. Most of these babies are otherwise
healthy—that is, with only the usual pediatric
care, they will proceed to an otherwise nor-

.mal infancy. Some, however, are born with
‘congenital defects such as intestinal obstruc-

fions that require operations if they are to live.
Sometimes, the parents and the doctor will
decide not to operate, and let the infant die.
Anthony Shaw describes what happens then:

... When surgery is denied [the doctor] must
try to keep the infant from suffering while natu-
ral forces sap the baby’s life away. As a surgeon
whqse natural inclination is to use the scalpel
to fight off death, standing by and watching a
s_alvagegb|e baby die is the most emotionally
exhausting experience | know. It is easy at a
cpnference, in a theoretical discussion, to de-
cide that such infants should be allowed to die
It is altogether different to stand by in the nur;

Reprinted with permission from The New England Journal of

Medicine, 292 no. 2 (January 9, 1975), 78-80
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wither a tiny being over hours ar} e st
a terrible ordeal for me and the h R
much more so than for the parents

__set foot in the nursery.'

I'can understand why some people areth_-
posed to all euthanasia and msnst' that suc ,fn

fants must be allowed to live. | think I can also
understand why other people favor destroy-
quickly and painlessly. But
why should anyone favor letting ““dehydration
infection wither 4 tiny being over hours
and days'? The doctrine that says that a baby
may be allowed to dehydrate and wither, but
may not be given an injection that would end

" way.

second argument s that the conven.

doctrine leads to decisions concerning
life and death mad '
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these cases is, Clearly,
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Judge that because of that fact jt is
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either Case, the mg life ang death is be-
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IS the issye. The matter should he decidéd if

: !~"(r‘) Y0
[\\UL‘\ in l)o\\lfH 1N | \.l[‘,_\ ‘“\)

, ~ t is blocked.
intestinal trac _ , _
wh\(/e\f:etr t::?akeﬁ this situation possible, o
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- i hen there is an intes.
;ourse], ls;i:eédf)antehita\r/wv “let the baby die,”
e Octhgre: is no such defect there |s'rthh:
butv;:htenan be done, for one must not knlll
> th afacct that this idea leads to such resudts
N Jefiding life or death on irrelevant grounds
;’iSS another gooddreason why the doctrine

rejected. -
Sh%]r,g tr):asojn why so many people think tsat
there is an important moral dlffergnge he-
tween active and passive e‘uthanaSIa IS that
they think killing someone is m(_)rally worse
than letting someone die. But is lt:? Is kl“lng,
in itself, worse than letting die? To Investigate
this issue, two cases may be considered that
are exactly alike except that one involyes kill-

.Ing whereas the other involves letting some-.

In the first, Smith stands tg

| . | 8ain a [arge ;
eritance n‘aqythm should happen to his jy.
Year-old coygjp, Ne evening While the child
's taking hjs |, h, Smi

8 his bat » Smith sp S Into the bath.
room aEd drowng th ld, ang then 3
ranges th; i _
en%. 'NES 50 that it Will loo like acci-

In the ond, Jones al

_ , S0 stands to gaj
ggythmg s oulq happen to his x-yegigklif
¢ gsm. Lik Smlth, Joneg Sheaks Plannin
o ézwp th hCht;,d in his bath. Wever, s%

nters the athrog :
slip and hijt IS heaq and f;ﬁnes S?jes tﬁe'ch;]ld
twater. Jones jg delig ted; he g, o
0 push the hild’s head back if e
tehssar})]/,' but it j not n Cessary, ho ]lt s
ras /08 aboyt. the child grq | 2 litde
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dare })r()f(’%l()ng

Now Smith kil

y , ed the chj

merely’” et the child di )T”}dr’ whereas Jones
ference between them i)- ;‘”"Suw only dif-
have better, from a mora oy cither man be-
diff a moral point of view?
Ifterence between kill; JMewd it
S nkilling and letting die
In-itself a morally | bilewere
h ally important matter, one
should say that Jones’s hehavi , ONE

, es’s behavior was less re

rehensible than Smith's. But does o IFI)_
want to say that? I think not. In the fi?sf rlea !
both men acted from th P
sonal gai p om the same motive, per-
- viesv Vf:/,han 2oth had exactly the same end
from S = they acted. It may be inferred

l(t)}r:\ mith's conduct that he is a bad man,
although that judgment may be withdrawn or
modtfneq if certain further facts are learned
about him—for example, that he is mentally
derqnged. But would not the very same thing
be inferred about Jones from his conduct?
And would not the same further consider-
ations also be relevant to any modification of
this judgment? Moreover, suppose jones
pleaded, in his own defense, “After all, 1
“didi't do anything except just stand there and
watch the child drown. | didn’t kill him; | only
let him die.” Again, if letting die were in itself
less bad than killing, this defense should have
3t least some weight. But it does not. Such a

~“defense’” can only be regarded as a gro-

tesque perversion of moral reasoning. Morally
~speaking, 1t 15 no defense at all. |
Now, it may be pointed out, quite properly,
that the cases of euthanasia with which doc-
tors are concerned are not like this at all. They
do not involve personal gain or the destruc-
tion of normal, healthy children. Doctors are
concerned only with cases in which the pa-
tient's life is of no further use to him, or in
which the patient’s life has become or will
soon become a terrible burden. However, the
point is the same in these cases: the bare dif-
ference between killing and letting die does
not, in itself, make a moral difference. If a
doctor lets a patient die for humane reasons,
he is in the same moral position as if he had
given the patient a lethal injection for humane
reasons. If his decision was wrong—if, for ex-
ample, the patient’s illness was in fact cura-
ble—the decision would be equally regretta-
ble no matter which method was used to

carry it out. And if the doctor’s decision was

?h" right one, the method used is not in itself
Important,

The AMA policy statement isolates the cru-
cial issue very well; the crucial issue is “the
intentional termination of the life of one hu-
man being by another.”” But after identifying
this issue, and forbidding 'mercy killing” the
statement goes on to deny that the cessation
of treatment is the intentional termination of
life. This is where the mistake comes in, for
what is the cessation of treatment, in these cir-
cumstances, if it is not ""the intentional termi-
nation of the life of one human being by an-
other’? Of course it is exactly that, and if i/
were not, there would be no point to it.

Many people will find this judgment hard
to accept. One reason, | think, is that it is very
easy to conflate the question of whether kill-
ing is, in itself, worse than letting die, with the
very different question of whether most actual
cases of killing are more reprehensible than
most actual cases of letting die. Most actual
cases of killing are clearly terrible (think, for
example, of all the murders reported in the
newspapers), and one hears of such cases
every day. On the other hand, one hardly
ever hears of a case of letting die, except for
theractions of doctors who are motivated by
humanitarian reasons. So one learns to think
of killing in a much worse light than of letting
die. But this does not mean that there is some-
thing about killing that makes it in itself worse
than letting die, for it is not the bare difference
between killing and letting die that makes the
difference in these cases. Rather, the other
factors—the murderer’s motive of personal
gain, for example, contrasted with the doc-
tor's humanitarian motivation—account for
different reactions to the different cases.

| have argued that killing is not in itself any
worse than letting die; if my contention is
right, it follows that active euthanasia is not
any worse than passive euthanasia. What ar-
guments can be given on the other side? The
most common, | believe, is the following:

“The important difference between active
and passive euthanasia is that, in passive eu-
thanasia, the doctor does not do anything to
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however, the doctor does sometl him. The
about the patient’s death: h(“kl”f- “T‘ 1 le-
doctor who gives the patient with cancer e

thal injection has himself caused his patient’s
death: whercas if he merely ceases treatment,
the cancer is the cause of the death.”

A number of points need to be made here.

The first is that it is not exactly correct Lo say

that in passive euthanasia the doctor does _the

nothing, for he does do one thing that is very

important: he lets the patient die. “Letting

someone die’’ is certainly different, in some
respects, from other types of action—mainly
in that it is a kind of action that one may per-
form by way of not performing certain other
actions. For example, one may let a patient

“die by way of not giving medication, just as

one may insult someone by way of not shak-
ing his hand. But for any purpose of moral as-
sessment, it is a type of action nonetheless.
The decision to let a patient die is subject to
moral appraisal in the same way that a deci-
sion to kill him would be subject to moral ap-
praisal: it may be assessed as wise or unwise,
compassionate or sadistic, right or wrong. If a
doctor deliberately let a patient die who was
suffering from a routinely curable illness, the
doctor would certainly be to blame for what
he had done, just as he would be to blame if
he had needlessly killed the patient. Charges
against him would then be appropriate. If so,
it would be no defense at all for him to insist
that he didn’t “do anything.”” He would have
done something very serious indeed, for he let
his patient die.

Fixing the cause of death may be very im-
portant from a legal point of view, for it may
determine whether criminal charges are
brought against the doctor. But | do not think
that this notion can be used to show a moral
difference bhetween active and passive eutha-
nasia. The reason why it is considered bad to
be the cause of someone’s death is that death

s reggrded as a great evil—and so it is, How-
- ever, if it has been decided that euthanasia—

even passive euthanasia—is desirable in a
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active euthanasia 15 €
law. But even so, doct
cerned with the fact tha
upon them a moral doctrine
indefensible, and ff)as a consi ;
their practices. Of course, mos !
not ngw in the position of being coerced in
this matter, for they do not regard themselves
as merely going along with what the law re-
quires. Rather, in statements such as the AMA
policy statement that | have quoted, they are
endorsing this doctrine as a central point of
medical ethics. In that statement, active eu-
thanasia is condemned not merely as illegal

hat the law is forcing |

derable effect an
doctors are”!
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_but as ““contrary to that for which the medical

profession stands,” whereas passive euthana-
sia is approved. However, the preceding con-
siderations suggest that there is really no
moral difference between the two, consid- -
ered in themselves (there may be important
moral differences in some cases in their conse-
quences, but, as | pointed out, these differ-
ences may make active euthanasia, and not
passive euthanasia, the morally preferable op-
thn)_. S0, whereas doctors may have to djs-
criminate between active and passive eutha-
nasia to satisfy the law, they should not do any’
more than that. In particular, they should not
give the distinction any added authority and

ting to be” |

{

be con-=
ors should also |

ne that may well be

~

weight by writing it into official statements of

medical ethics.
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verdosing on Medicay Technology

A
few years ago, when | was in medical

| spent a long Sunday afternoon

:Lllchetgﬁn’lalnd hé}dhhalf a mind of becoming a
—1 loved the cutting and sewin

, the
éreglgnt rush to the operating room, an% the
. |gg of omnipotence that came from excis-
Ing disease and suturing together what was

left.

This particular Sunday, an old alcoholic

N

was brogght into the emergency room, nearly
dgad. Hls name was Kalicki (all the names in
this article have been changed), and his

hung over the table. Yet Kalicki's blood pres-
sure stayed low.

That was when they told me to drop the
retractor | had been holding and grab a bag
gfTooctin my gloved hands. And to squeeze.
| squeezed. | squeezed like hell. | must have
squeezed a dozen bags until my hands went
limp. Then somebody else took over, pushing

Wands together to force blood through the

limp plastic tubing, frantically fighting to re-
place the deluge on the table. Of course it
didn’t work. Every suture put inside Kalicki's
belly to stop the blegding only brought new
blood softly pumping to the surface. Finally,

bloated belly was rigid. His body had all the
¢ stigmata of the end-stage boozer—beef-red
| palms, dilated webs of veins across his stom-
\_\\ ach, spidery bursts of broken blood vessels on
™ his face and chest. There seemed to be no
' >/question of what to do. The excited voices of
residents and nurses filled the emergency
room, as intravenous lines were started, blood
was drawn, and catheters passed into stom-
ach and bladder. Soon'old Kalicki was in the
operating room. His belly was shaved and
prepped, and in a few minutes the surgeon
had made an incision along the line of his ribs.
Kalicki’s insides were a confusion of old
scars and adhesions, With each slice of the
surgeon’s scalpel, each movement of a blunt
probe, new blood bubbled up black from
within. The electric bovie, which usually stops
bleeding with its cauterizing jolt, only brought
forth new oozing. Kalicki’s pressure began to
drop; the intravenous lines were opened
wide. His pressure kept falling. The blood
bank was notified of the state of emergency,
and soon soft plastic bags of blood began to
arrive. Plastic tubing was uncoiled, new lines
were started in the arms and neck, and in a
few minutes what seemed like a forest of

weird maroon fruit with long purple stems

after 30-odd units of precious blood had trav-

eled through Kalicki's leaky system, the chief
surgeon said to stop.”And" everyone stood

there in that stainless steel and tile room,
gowned and gloved, as the pressure fell and
Kalicki died. By the time somebody went o
tell Kalicki's son, it was 7:30 at night; the day
was gone. The son was not much surprised.
Really, he said, it was for the best. The family
had been expecting this for years.
That was it. Or almost it. A few weeks later,
in the monthly morbidity and mortality con-
* ference, somebody brought up Kalicki's case,
and mentioned a paper about the regretably
high incidence of uncontrollable bleeding in
end-stage cirrhosis of the liver. Our chief com-
mented that as soon as he made the first cut,
he knew he wouldn't be able to stop the
bleeding. But once he'd started, what choice

did he have?

Pointless Displays of Tecbnique

The events of that afternoon have stuck with
me. Even without them | doubt I'd have been
a surgeon, but they did cast a pall on the
whole endeavor. What had look&d so heroic

SR UATAY
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, intless, a dis-
now seemed bullheaded and pointless, @

play of technique for its own sake.

At first such displays seemed peculiar ldQ
surgery, but as | finished medical school an
began my internship and residency | began 10
see the same sequence of events played out
over and over in different settings—in internal
medicine, pediatrics, neurology, and on_col-
ogy. Time after time we'd be there, in situa-
tions with no hope of survival. What | was
seeing, | realized finally, was not an isolated
phenomenon but something pervading the
contemporary practice of medicine in
America.

Certainly there are some situations where
the motives for continuing aggressive treat-
ment are more or less rational. If there is a
slight hope of recovery, it's always difficult to
stop treatment. And in an emergency, it's
often better to act first and question later.
Sometimes there are educational reasons for
making a vigorous push—so interns and resi-
dents can learn to deal with the failure of mul-
tiple systems. Other times there’s a need to
experiment with a new drug or technique.

$till other times I think there’s a vague fear
1 that lawyers might be sniffing around for mal-

'~ practice possibilities or that an outraged fam-

1
N

~,

\. "
[—l

ily member might turn up after the fact. And
in still other situations, unethical practitioners
may perform extra tests for their own financial
gain. But in many terminal situations, the bar-
' rage of testing and treatment continues with-
SN .
out any apparent reason. The machinery of
the hospital, once set in motion, just contin-
ues rolling. -

These are the most baffling situations. For
some reason we doctors don’t seem to know
how not to treat, how not to make the first

" cut, how to stand back and let nature have its
way. To decide not to treat the pneumococcal
.- pneumonia in a dying patient seems like negli-
gencé—even if it may be mercy. To leave a
cancer drug on the shelf seems like a crime.
»" To some degree, this obsession with tech-
nology reflects a bias of our culture. But to
blame this situation solely on our culture
would be futile. It would also be a mistake,
because the problem has as much to do with

il T
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jits of the medical profession as any.
Over the past century, medicine
rom being a relativgly passive clin-
ical discipline with an emphgsns on thg; (.’hfe"‘
" disease Into @ scientifically based
odic o the collection of data,

Il the aggressive Ur disease.
iﬁgviwidical grofessioq embracgs'—ilnde;erg’,
endorses—technology with ]lttle cr(ljtlca ixreat-
ination. It rewards overtesting an doveemire
ing. And worst of all, it has trained an e
generation of doctors—mine—in certain é:j
tudes and thought patterns that are often de-

' o patient care.

mnflf; S\jv; ezperience was a textbpok exam-
ple. I received my training in a m'edlcal center
that prides itself on delivering highly speaal-
ized, state-of-the-art care. But along with my
excellent formal education in high-tech medi-
cine came a number of informal lessons that
often led to bad treatment.

the hat
thing else-
has grown f

vation of :
profession dedicated t

Technology Pays

One was the lesson of our patients’ lab sheets.
Every day, a new computerized record of all
lab tests would be put igto all the patient’s
charts; it was a record of all tests done since
the person entered the hospital. By the time
someone had been in the hospital for a few
weeks, this record could amount to 30 or 40
pages. The sense one got from this was that it
would be a good idea to order a whole new
set of tests every day—to check against the
day before.

A second lesson—which | occasionally
wish | had learned better—was that technol-
0y pays. Technology gets people grants, pro-
motions, tenure. The surest way to power in
a medical center is to ally oneself with tech-
no.logy. | can think of one resident in my psy-
chla.try program who has learned this lesson
partl_cularly well. When he heard that our
medical center was about to get an NMR
pcanner, an experimental diagnostic device,

~ he learned as much as he could about the

new machine and its possible relevance to
psychiatry. He became instrumental in writing
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up protocol for r :

. esearch on the ;
and in supervisi e new machine
has gi f”)( rvising the research. This affili lli, (

as given him power—the powe ation
accBss 16 thit devic power to control
able him to 1 evice—and will eventually en-
pers. that 0 publish a stream of research pa
s that can only i o . -’

7 increase his standi

am’ongdzthor psychiatrists anding
n additi ' P
fower:w fll;OH, technology reimburses its fol-
et e .Tlh(-_‘_al.westhesiOIBgist makes more
etrf he pediatrician, and the internist who
gs mor,zns more procedures to make a diagno-
4 ; )
es more money than the internist who,
:v.. LI 4

does only a few. .

‘ A third lesson, not explicitly stated but ob-
viously followed in practice, was that virtually
everyone ‘should be treated. Instead of ac-
lknowledging that one patient might stand a
chance of being cured while another might
only have his or her terminal pain relieved,
our approach was that we should try to do
everything for everybody. It was extremely

difficult for us to step back and ask what our
overall goals should be or even moré impor-
tant, to find out what the patient might want.
The same lessons, apparently, are still be-
ing taught today. In the first major review
4t doctors study for their

tion of

since 1932 of wh
M.D. diploma, a panel of the Associa
Medical Colleges (AAME
being

the American
found that medical students are
and technology at the

~—

consolation in the thought that everything that
can be done is being done. “Intensive care”’
counds like love, SO the dying patient is sur-

d respi-

rounded by monitors and catheters an
rators.

Hiding Bebind Machines

During M
old man dying © :
hospital floor |

enormous workup:
head, X-rays of soft and hard tissues, collec-
tions of all available body fluids. He spent
days in radiology waiting for He
was sure we'd cure him: he had great faith
in medicine. He'd already gone€ through oné
regimen of anticancer drugs with no effect;
we gave hima second, experimental regimen.
When that failed, @ third course was begun.
The most difficult thing to recall in retrospect
is his suffering, not only the pain of his disease
but the long waits’ for tests and his extreme -
ive chemotherapy- He'd .
went throug

pain from the corrosive
cry when the ftiTe medication
did he realize

his IV, Only in the last day or SO
that it was having n0 effect, and then he be-
gan screaming that we were killing him. There

“was No way to console him.
we weren't kill-

svyemped by science

—expense of basic healing skills. “Specializa- .

‘fion and the rapid rate of advancement of A" “He was wrong, of course—
knowledge and technology may tend to pre- ing him, but we weren't doing him any favor
empt the attention of both teachers and stu- either. We were just adding to his expense
dents from the cent(al purpose of medicine, and suffering, misleading him with technol-
which is to heal the sick and relieve the suffer- OBY. Probably we, his doctors, were mislead-
ing,” was how the AAMC panel phrased it ing ourselves too; the oncologists | was work-

“Aside from doctors’ attitudes, another rea- ing with knew full well they couldn't M
son for the excessive Use of technology h ' AR
gy has Johnson, but nobody could admit it. A d

to do with its consumers— atients and thei 's the ! admit &

patients and their that's the problem. Despi i

e ves the pur ’ p . Despite all the promise of
pur- medical technology, in the crucial moments,
many of us are ashamed to admit how woe-

families. Technology O
¢ ritual once did. Better

poses that religiou

than prayers or candles or offerings, technol-
ogy conveys hope. For the dying patient, the
lab test and the CAT scan are symbols of re-
covery, and the administration of drugs or fu-
tile emergency operations brings a certain de-
gree of relief. For the family, there is also somé

fully inadequate it remains.
Technology serves still another function:

that of communication. There is no language
anymore for sitting by the bedside; the doctor
has no time for waiting and consoling. More
and more, the monitor's beep and squeal re-
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places the doctor’s voice, The sounds of ¢ ”-l';
munication in the hospital are not [ nplish
words but the respirator and the CAI sc.n.lj.
Many patients, like Mr. Johnson, are falsely re '
assured by these sounds, only to learn too I«IVI(
that they mean nothing. L
Whether serving as communication, [:ll_l_l"x_!lf
tl\dhi[, or evasion, medical technology fulﬁl!s
often fundamentally dishonest purposes. Itis
expensive, wasteful, and not infrequently in-
humane to communicate through m(l('hi:)("s.
And it may not even improve doctors’ ability
to diagnose disease, according to a recent
study by physicians at Boston's Brigham and
Women's Hospital. The study was conducted
to determine whether the new diagnostic
hardware was making autopsies obsolete as a
way of helping doctors Tearn from their mis-
takes. The investigators studied the results of
100 post-mortem examinations performed at
their hospital in 1960, 1970, and 1980, and
they found that the percentage of diagnostic
error was about the same in each of the three
time periods. So much for the infallibility of

technology. {‘) 5

Learning How to Listen o

What, then, can be done to remedy this addi-
tion to machines, this technological fix? Ironi-
cally, sheer cost is forcing policymakers on
the state and federal level to act. Already, five
states have devised their own hospital-
reimbursement plans based, for the most part,
upon fixed fees for services. The Reagan ad-
ministration is proposing a similar package
that would replace the traditional Medicaid
reimbursement system with one that estab-
lishes, in advance, prices for 467 specific diag-
noses. If a hospital spends less than the set
Medicaid price, it gets to pocket the differ-
ence, creating an incentive to hold costs
down. However, under this system, hospitals
may end up denying patients care beyond a
Certain arbitrary limit. Particularly needy pa-
tients may suffer, and | don't believe this ap-
proach will make doctors more selective in
their use of technology.

Any truly effective changes must come

->

ricd tre

, ",.7r7[( 8] (€t
(m“] lh(' m(-(ll( «ll [)f(;ll ) b changin
lace to startis dl the beginning - by cnhangin;
pidc

. ) '(_,1,! 5(C hool. T

the values taught !r).,rni :“r,(lud(‘d that stu-
* panel has wisely €O , ‘
/\/\M( [)dn > ‘ ht (o pay attention to treat-
dents must be Laugnt O ili atient histo-
- i blems, compliling pati€
ing minor pro ‘ al instruments such
ries, and using fundamenta ms' S
a5 l,h(' stethoscope. | wogld a S()'SUﬁg o
ients and their families, ho
:::srl]:band more on diagnostic Judgmhem, ﬁ?gz
to listen to patients’ concerns. ch COL(JJicaI
should be required, beginning In ml‘j’ o
school and continuing through the clinica
ars of training.

yLaFr:rtOhfermorefjwe should attempt to change
the attitudes of doctors already out of school.
Many practitioners, in an effqrt. to keep up
with the bewildering pace of clinical research,
regularly attend conferences and read two or
three professional journals a week.. W_hy not
hold conferences, sponsored by lnd'lwdual
hospitals or medical associations, in which the
questions of technological overkill are dis-
cussed regarding specific cases? Answers to
questions such as what tests are unnecessary
and at what point treatment should be aban-
doned become increasingly important as
newer technologies emerge, as we implant ar-
tificial hearts as well as kidneys, as the pros-
pect of artificial livers becomes less fantastic.
We may soon face a day when all our hospi-
tals will be filled with very ill people whose
physical existence can be prolonged almost

indefinitely but whose quality of life will be
intolerable.

|
ne

The Team Approach

| also think it essential that we get directly into
the medical arena to affect decisions as they
are being made. Most hospitals have profes-
sional groups that evaluate patient care, but
these ““utilization review'” committees are not
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0ctors whg

:i’un teven know Whethey
should he h()spimlizcd
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who wouyld £0 on re; '”((hch Professionals
evaluate the use of { &[U ar hospital rounds to
Such a team ‘couldei)]no-logyi” patient care,
team” 1 know afilo 6, S|m!lar to the “pain
the best dapproach tonr(;l;é)\jie)'tatlr:hat evaluates
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eTNist, a neurologist, psychiatrist i

' a social
worker, and a nurge., Similarly, a “technol
evaluation team” could b Y, a “technology
internist an intenci e co.mposed of an
atriet 5 ,nurs ensive-care speqahst, a psychi-
: e, and a few patient advocates.
Team members would work with doctors and
patients to help them decide on reasonable
treatment goals and on the best use of medi-
cal technology. Such teams could help restore
medical technologies to their proper role as
useful, but fallible, tools. Some doctors may
perceive this kind of team as a threat to their
own authority or as a potential source of em-
barrassment. But | think many would wel-
come the support in making difficult clinical
decisions.

One final example. At the end of my intern-
ship, an elderly man, a Mr. Stone, came to my
floor with severe heart failure. Despite high
doses of all the right medications, his body
filled up with excess fluid. He was almost un-
able to breathe; only by giving him intrave-
nous Lasix, which increases the flow of urine,
could his lungs be kept clear. | was shocked
when his cardiologist, Dr. Evans, took me
aside one afternoon to recommend that | stop
giving Lasix. Dr. Evans said that Mr. Stone was
not enjoying life anymore, that he was very
unlikely to make it out of the hospital, that he,
Dr. Evans, had discussed intensive care and

’\' dialysis with the Stones and they had decided

4 Particular patieng
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:f{alnsl that kind of intervention, and that Mrs.
21One was suffering because of her husband’s

protracted illness. Thi
I can't see it, I said—it's just a few squirts 2:,;
— (]

of Lasix every day. So | continued. Mr. Stone

kept getting heavier and had more trouble il
breathing. Mrs. Stone was sitting at his bed- 55
side every day, suffering. So one day | decided 'I?‘
that | was being ridiculous and did what Dr. f, f
Evans suggested. Mr. Stone died. Mrs. Stone o
cried and thanked me and went home. ¥

| knew I'd done the right thing yet | felt ”é

strange, because | knew that if | wanted to |
could have kept his heart going for quite a
long time. It was very unsettling, after the kind
of training I'd received, to just stand aside and

let nature have its way.
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DECISION SCENAR 1O

Futhanasia

Woody watched his brother, R.C., become
mote and more incapacitated with amyo

letosis (Lou Gehrig's disease).

had had an extremely close

trophic lateral s
vl the

Woody and R.(
relationship. Tor years they had worke

family farm together, When R.C.owas admil
ted to a nursing home, Woody's pain in
creased even more. Woody came 10 visil
every day.

R.C. then had a series of strokes unrelated
10 the disease. They left his body contorted,
with his left side partially paralyzed. R.C.s
breathing was labored, and the medical team
had decided to place himon a ventilator after
the weekend.

The latest series of events gave Woody no
rest. He went to R.C.’s wife, begging her to do
something to allow R.C. to die with dignity.
The wife agreed that it was important but did
not want to bring the matter up with the phy-
sician. R.C. had had a good life and now she
wanted to let nature take its course. Woody
himself felt there was no help from the doc-
tors at the nursing home.

With that, Wioody had his mind made up.
On Sunday he visited his brother one last

2. TREATMENT

The moral problems associated with treat-
ing infants born with severe defects and de-
formities arc especially painful for health
carc profcssionals and for the infants’ fami-
lies. The atmosphere of joyous expectation
is transformed into an occasion of sorrow
and anxicty when the newborn is found to
be defective. The central moral question rc-
garding treatment of severely defective nco-
nates is whether (and under what circum-

)

oo forgive me,” he said, hut know
y end upd vt'w'!.nhh',” | e
fired one Shot ot
o left temple. Te
ave himsell

[,
ou don’t wanl I

pulled out a handgun an

point Dlank range into RO
icl the gun on R 7y chest and g

up o the SUPCIVISITIE nurse.

Questions

[ 1y Woody's actan example

2. Did he do the morally right thin
{0 have considered alternative courses
Should he be punished by law?

3. Suppose Woody argues that he knew what
his brother wanted and that he was carrying oul
his wishes. Does this {act make his choice of a
quick and painless means of death right?

4. I the doctors had the legal right to dispense
lothal drugs to induce death, Woody would have

felt differently. Should the means of active eutha

nasia be legislated?

of euthanasia?
g Ought he
. of action?

5 How do you compare the motives of
Woody, R.C.'s wife, and the nursing home medical
staff? Does the duty to respect a patient imply re-
specting the patient’s right not to have death post-

poned? ‘

OF DEFECTIVE NEONATES

stances) they ought to be allowed to dic. A
related question is the level of care appro-
priate for such infants. Since not all defects
arc equally severe, morally acceptable treat-
ment varies considerably from case to casc.
Should the infant be given extraordinary
care, ordinary care, or no care at all and sim-
ply permitted to die? The question relates
primarily to passive cuthanasia, but active
cuthanasia may also com¢ under consider-
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. are Professions
[ ation i
o If compassion is on the
\ § acting in the

| Underlying e be m.crcifully killed?

' basic ethical CS¢ (}ucsll()lls are two, more
Iipbive \ 1s5ues. The first involves assign-
| al status to the newborn. This issue

is related t i
‘ of fCtuses,Oot\\:Sigggs-mnl of the‘moral status
L tion. Should th in the section on abor-
regacded a5 2 e esresvervely defective 'Iﬂf"(ml be
0 bt person If the answer is yes,
obligation exists to provide the same
treatment we would extend to other per-
sons. As in the discussion of euthanasia,
opinions vary widely as to what treatment
should be. If the defective newborn does
not have the status of personhood, then dif-
ferent criteria for treatment need to be de-
veloped. Some utilitarian arguments Stress

the social, emotional, and €conomic COSts of
_saving the life of 2 severely defective infant.
On these grounds, the infant ought not to be
permitted to live, and no extraordinary
steps should be taken to preserve its life. Ar-
guments from 2 deontological standpoint,
while recognizing the inherent value of a
human life, find iustification for withhold:
ing treatment by appealing to the duty to
/further the well-being of others. In such 2
case, extending life is a greatgr harm tO the
individual than allowing death. Such harm
\is an ‘‘injury of continued existence. .
o — T T
The Second underlying issue concerns the
‘ fact that newborn infants are inherently in-
capable of making decisions for themselves.
Wwho has the right of obligation to make
choices on behalf of the newborn? Some ar-
gue that the decisions are medical in nature
and ought to be made by health care profes-
sionals. Others believe that primary respon-
sibility lies with the parents because they
have the greatest interest in the welfare of

: side of deatl
Qui infant’s best ; ath,
_ quire that he or sh est interest re-

their offspring. Some hospitals have ethics
committees charged with the responsibility
of reviewing all decisions regarding the
treatment of defective newborns. Conflicts
sometimes develop between family mem-
bers and the medical prnfcssinnnls about
choices of treatment, and the final decision
is made by the courts. On occasion, when
physicians and parents decide to allow 2
newborn to dic without treatment, an out-
side party institutes legal procedurcs aimed
at forcing them to provide additional carc.
Arguments about the moral acceptability
of allowing 2 severely defective neonate to
die range from the strictly conservative pv-
sition, which holds that no decision of the
kind is ever permissiblc, to more liberal
views, which develop various ethical crite-
ria to be satisfied. Conservatives often arguc
_that qua_lity-of-life judgments and cost con-
siderations are not valid reasons to withhold

Treatment. They assert that defective new-

borns are entitled to any and all care which™

we would provide for 2 normal infant, on
the assumption that both have the same ba-
sic rightto live.

In the following article Richard A. Mc-
Cormick argues that life is a relative good
and not an absolute one. It has a valye, he
maintains, as 2 condition which allows for
other, “‘higher” goods, particularly the good
of human relationships. If a life severely
compromises the potential for human rela-
tionship by the struggle to survive, exird-
ordinary efforts to Preserve that life are
no longer morally required. McCormick
stresses the need to make decisions strictly
on the basis of the infant’s interest, without
consideration of the emotional or financial

burdens which others may wr\ saving 2
defective newborn's life.  ~» - S
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To Save or Le

, | Mrs. Rob-
ary 24, the son of Mr.anc

On Fel)TrU;{Zul(’ died following coyn-ordered

ert H. 1. 1 at Maine Medical Center.

ancy surgery .
%nerj:”d ywas born February 9, horribly de-
fofﬁed. His entire left side was malformed; he

s practically without a left
hard ;(a)dle;t Sz?(;r\:vnaedpleft hand; some of his
igriebrae were not fused. Furthermore;, he
was afflicted with aiwﬂw
and could not be fed by mouth. AiT Teaked
into his stomach instead of going to the lupgs,
and fluid from the stomach pushed up into
the lungs. As Dr. André Hellegers recently
noted, “It takes little imagination to think
there were further internal deformities” (Ob-
stetrical and Gynecological News, April 1974).
~ As the days passed, the condition of the
child deteriorated. Pneumonia set in. His re-
flexes became impaired and because of poor
circulation, severe brain damage was sus-
pected. The tracheal esophageal fistula, the
immediate threat to his survival, can be cor-
rected with relative ease by surgery. But in
view of the associated complications and de-
formities, the parents refused their consent to
surgery on “Baby Boy Houle.”” Several doc-
tors in the Maine Medical Center felt differ-
ently and took the case to court. Maine Supe-
rior Court Judge David G. Roberts ordered the
surgery to be performed. He ruled: ““At the
moment of live birth there does exist a human
being entitled to the fullest protection of the
law. The most basic right enjoyed by every
human being is the right to life itself.’”

‘:Meantngful Life”

lnStapces like this happen frequently. In a re-
_cgnt Issue of the New England Journal of Med-
‘cine, Drs. Raymond S. Duff and A, G. M.
Campbel|! reported on 299 deaths in the

{ Die: The Dilemma of M()t{ern Medicine

special-care nursery of the Yale-New 1.
Hospital between 1970 204 1972,62A)/f}tt]:ren
43 (14%) were associated with dismh”;s:
ance o,f treatment for children with Multiple
ales, trisomy, cardic APy e
gﬁfh; Dbg?rﬁ?é ocelzJl :ﬁglr}hﬁd\r o
_— — OINEr centr
nervous system defects. After carefyl Consig-
eration of each of these 43 infants, parents
and physicians in'a group decision conclyde
that the prognosis for “meaningful life” v
extremely poor or hopeless, and therefore re.
jected further treatment. The abstract of the
Duff-Campbell report states: ““The awesome
finality of these decisions, combined with
potential for error in prognosis, made the
choice agonizing for families and health pro-
fessionals. Nevertheless, the issue has to he
faced, for not to decide is an arbitrary and po-
tentially devastating decision of default”

In commenting on this study in the Wash-
ington Post (October 28, 1973), Dr. Lawrence
K. Pickett, chief-of-staff at the Yale-New Ha-
ven Hospital, admitted that allowing hope-
lessly ill patients to die “is accepted medical
practice.” He continued: “This is nothing
new. It's just being talked about now.”

It has been talked about, it is safe to say,
at least since the publicity associated with the
famous “Johns Hopkins Case’”? some three
years ago. In this instance, an infant was born
with Down'’s syndrome and duodenal atresia.
The blockage is reparable by relatively easy
surgery. However, after consultation with spir-
itual advisors, the parents refused permission
for this corrective surgery, and the child died
by starvation in the hospital after 15 days. To
feed him by mouth in this condition would
have killed him. Nearly everyone who has
commented on this case has disagreed with

the decision. .
It must be obvious that these instances—
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lutions “‘based on the circumstances 0
case rather than by means of a dogmatic for-
mula approach.”” Are these really the only op-
tions available to us? Shaw’s statement makes
it appear that the ethical alternatives are nar-
rowed to dogmatism (which imposes a for-
mula that prescinds from circumstances) and
" pure concretism (which denies the possibility

& of Usefulness of any guidelines).

“Broad guidelines,’

dards.” There is the mi
the task of a community :
medical community. A guideline is nota slide

rule that makes the decision. It is far less than
that. But it is far more than the concrete deci-
sion of the parents and the physician, how-
ever seriously and conscientiously this s
made. It is more like a light in a room, a light
that allows the individual objects to be seen
in the fullness of their context. Concretely, if
there are certain infants that we agree ought
to be saved in spite of iliness or deformity, and
if there are certain infants that we agree
should be allowed to die, then there is a line
to be drawn. And if there is a line to be drawn
there ought to be some criteria, even if very,/
general, for doing this. Thus, if nearly every
or e gommentator has disagreed with the Hopkins
esaving surgery or wreatment and which l:ecc}l‘smn, should we not be able to distill from
consensus some general wisdom that

should not” (Time, March 25
) , 1974). O ill'i
othr hand, mora theologias. 1 theirnf :ns :\(/)ull inform and guide future decisions? | think

justified concern to avoid tota| normlessness

ddle course, and it is
broader than the

Are Guidelines Possible?

Such either-or extremism is understandable. It
is easy for the medical profession, in its fully
justified concern with the terrible concrete-
| ness of these problems and with the issue of

who makes these decisions, to trend away
from any substantive guidelines. As Time re-
marked in reporting these instances: “‘Few. if
any, doctors are willing to establish guide]inles
for determining which babies should receive

The task is not easy. Indeed, it is so harrow-
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i~L:l1‘1! of the University of (lnmgn § James
" (Gustatson disagreed with the de
Hopkins physicians t0 deny sur-
loid infant. In summarizing

Why would | draw the
han the

Gustafson
cision of the
gery 1o the mongo
his dissent, he notes:
ling on a different side of mongolism thar
ohysician did? While reasons can b(“ guven,
one must recognize that there are intuitive el-
ements, grounded in beliefs and profound
feelings, that enter into particular judgments
of this sort.” He goes on to criticize the assess:
ment made of the child’s intelligence as to0
simplistic, and he proposes much 'broader
perspective on the meaning of suffering thap
seemed to have operated in the Hopkins deci-
cion. | am in full agreement with Gustafson’s
reflections and conclusions. But ultimately, he
does not tell us where he would draw the line
or why, only where he would not, and why.

This is very helpful already, and perhaps it
is all that can be done. Dare we take the next
step, the combination and analysis of such
negative judgments to extract from them the
positive criterion or criteria inescapably oper-
ative in them? Or more startlingly, dare we not
if these decisions are already being made?
Gustafson is certainly right in saying that we
cannot always establish perfectly rational ac-
counts and norms for our decisions. But | be-
lieve we must never cease trying, in fear and
trembling to be sure. Otherwise, we have ex-
empted these decisions in principle from the
one critique and control that protects against
abuse. Exemption of this sort is the root of all
exploitation whether personal or political.
Briefly, if we must face the frightening task of
making quality-of-life judgments—and we
mgst—then we must face the difficult task of
huilding criteria for these judgments.

Facing Responsibility

What has brolught us to this position of awe-
some responsibility¢ Very simply, the sophisti-
cation of modern medicine. Contemporary

._resuscitation and life-sustaining devices have

\
\
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The cessation O he life of the body

dinary means to prolong tf bocy
when there is i refutable evidence _that b:olohg
ical death is imminent is the decision of the

patient and/or his immediate family. The ad-
vice and judgment of the physician shoqld. be
freely available to the patient and/or his im-
mediate family”’ (JAMA 227:728, 1974).

This distinction can take us just O far—and
thus the change in the state of the question.
The contemporary problem is precisely that
the question no lenger concerns only those

. for whom “‘biological death is imminent” in

the sense of the AMA statement. Many infants
who would have died a decade ago, whose
“hiological death was imminent,” can be
saved. Yesterday's failures are today’s suc-
cesses. Contemporary medicine with its team
fapp.roaches, staged surgical techniques, mon-
itoring capabilities, ventilatory support sys-
tems, and other methods, can keep almost
anyone alive. This has tended gradually to
shift the problem from the means to reverse
thg dying process to the quality of the life sus-
tained and preserved. The questions, “Is this
Tsans too hazardous or difficult to L;SG" and
) 'OGS”{hIS measure only prolong the patient’s
ying," while still useful and valid, now often
l;ecome "“Granted that we can eas"l
life, yvhat kind of life are we savin I?X STaP:/'e j[he
quality-of-life judgment. And we %éar itISAl:IS
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certainly we should. But with increasec

NN " ) /()

power goes increased responsibility. Since we

have the power, we must face the responsi-
hility.

A Relative Good

In the past, the ludeo-Chrfsuan_ tradition has
attempted to walk a balanced middle pal.h be-
tween medical vitalism (that preserves hfe‘at
any cost) and medical pessimism (that kills
when life seems frustrating, burdenspme,
“useless”). Both of these extremes root in an
identical idolatry of life—an attitude that,.a}t
least by inference, views death as an unmiti-
gated, absolute evil, and life as the absolute
good. The middle course that has strqctured
Judeo-Christian attitudes is that life is indeed
a basic and precious good, but a good to be
preserved precisely as the condition of other
values. Itis these other valyes and possibilities
that found the duty to preserve physical life
and also dictate the limits of thi duty. In other
words, life is a relative good, and the duty to
Preserve it a limited one, Thege limits have al-
ways been stated in terms of the means re-
quired to sustain life, Byt if the implications of
this middle position are unpacked a bit, they
will allow us, perhaps, to adapt to the type of
quality-of-life judgment we are now called on
to make withoyt tumbling finto vitalism or a
utilitarian pessimism,

A beginning can be made with a statement
of Pope Pius XI5 in an allocution to physicians
delivered November 24,1957, After noting
that we are normally obliged to yse only ordi-
Nary means to preserye life, the Pontiff stated:
“A more strict obligation would be too byr.

neighbor. This sun:
substance.arjd cc;r‘
deo—Chnsn’an;C)i '
asily be misse

God and
terms of love of God a

ing,
up briefly the ‘mefanmg,; )
summation of life fro

. ~ e
spective. What is o ('fr’:a not separable. St.
ot loves @
that these two

/I love God” and
hn wrote: "'If any man ?aVSF; love

L(()ates his brother, he is a liar. O can he
his brother, whom he se€s, o 1 John
o (,; d whom he does not s€ .of'neigh-
’(')58 21(; This means that our lo’vie e
g’ ri;in slome very real sense %ursjm ! o

Tl?e good our love wants {0 00

ly for
‘ s, can be done on
‘zh'g,;i Tw%cfrnitsﬂisan? Rahner has so fodr;:t;.’(iutf)‘g
;rsued.g Itis in others that God demar;t o
recognized and Io;ed..lf Ihl; ésrst;r) Z?tive the
in Judeo-Christian o
::;txlning, substance, am}atig::f?i{;smztr;gnthe
ife is found in human re y _
ng;lliiigs) of justice, respect, concern, compas
sion, and support that surroupd them. .
Second, how is the attainment (?” :
“higher, more important (than life) good"’ ren
dered “too difficult” by life-supports that are
gravely burdensome? One who must support
his life with disproportionate effort focuses the

-time, attention, energy, and resources of him-

self and others not precisely on relationships,
but on maintaining the condition of relation.
ships. Such  concentration easily becomes
overconcentration and distorts One’s view of
and weakens one’s pursuit of the very ref,-
tional goods that define our growth and floyr-
ishing. The importance of relationships gets
lost in th'e struggle for syryjya| The very

jeopardized when undue and unending effort
must go into jts Maintenance, | I

The Quality of Life
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where an individual’s condition itself repre-
sents the negation of any truly human—i.e.,
relational—potential. When that point is
reached, is not the best treatment no treat-
ment? | believe that the implications of the tra-
ditional distinction between ordinary and ex-
traordinary means point in this direction.

In this tradition, life is not a value to be pre-
sorved in and for itself. To maintain that would
commit us to a form of medical vitalism that
makes no human or Judeo-Christian sense. It
i« a value to be preserved precisely as a condi-
tion for other values, and therefore insofar as
these other values remain attainable. Since
these other values cluster around and are
rooted in human relationships, it seems to fol-
low that life is a value to be preserved only
insofar as it contains some potentiality for hu-
man relationships. When in human judgment
this potentiality is totally absent or would be,
because of the condition of the individual, to-
tally subordinated to the mere effort for sur-
vival, that life can be said to have achieved its

potential.

Human Relationsbips

If these reflections are valid, they point in the
direction of a guideline that may help in deci-
sions about sustaining the lives of drossly de-
formed and deprived infants. That guideline is
the potential for human relationships associ-
ated with the infant’s condition. If that poten-
tial is simply nonexistent or would be utterly

/eﬁbmerged and undeveloped in the mere
struggle to survive, that life has achieved its
potential. There are those who will want to
continue to say that some terribly deformed
infants may be allowed to die because no ex-
traordinary means need be used. Fair enough.
But they should realize that the term “extraor-
dinary’’ has been so relativized to the condi-
tion of the patient that it is this condition that
is decisive. The means are extraordinary be-
cause the infant’s condition is extraordinary.
And if that is so, we must face this fact head-
on—and discover the substantive standard
that allows us to say this of some infants, but
not of others.

in Death and Dying 119

Jssues
der. First, this
ailed rule that Pfeempli
ckwiﬂons;kn‘NﬂaﬁonalcapacﬁyisnOtSUF”SC_
to mathematical analysis but to hum.a’? " tgo
ment. However, it is the task of PhyS'C"ansS or
provide some more concrete Catfeg(mies hu-
presumptive biological symptoms or“ o
man judgment. For instance, nearly all W fant
very likely agree that the an.encephallc mther
is without relational potential. ON the O
hand, the same cannot be said of the mongo™
oid infant. The task ahead is t attach reta-
tional potential to presumptive b'OIOEIC:_
symptoms for the gray ared between such €
tremes. In other words, individual decisions
will remain the anguishing onus of parents In
consultation with physicians. ‘ '
Second, because this guideline 15 precisely
that, mistakes will be made. Some in_fants will
be judged in all sincerity to be devoid of any
meaningful relational potential when that is
actually not quite the case. This risk of error
should not lead to abandonment of decisions;
for that is to walk away from the human
scene. Risk of error means only that we must
proceed with great humility, caution, and ten-
tativeness. Concretely, it means that if err we
must at times, it is better to err on the side of
life—and therefore to.tilt in that direction.
Third, it must be emphasized that allowing
some infants to die does not imply that “some
lives are valuable, others not” or that ““there is
such a thing as a life not worth living."” Every
human being, regardless of age or condition,
is of incalculable worth. The point is not,
therefore, whether this or that individual has
value. Of course he has, or rather is a value.
The only point is whether this undoubted
value has any potential at all, in continuing
physical su_rvival, for attaining a share, even if
reduc,ed, in the “higher, more important
good.” This is not a question about the inher-
ent value of the individual. It is a question
about whether this worldly existence will offer
such a valued individual any hope of sharing
those values for which physical life is the fun-
damental condition. Is not the only alternative
an attitude that supports mere physical life as
long as possible with every means?

Here several caveats arein O

guideline is not det
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