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What Is the Function
of Medicine?!

Eric J. Cassell

Thought about the care of dying patients has changed
over the past several decades. The questions raised ini-
tially concerned physicians' obligations towards the dying.
As the technical power of medical practice increased,
thought was given as to whether "ordinary" or "extraordinary"
means must be used to keep the terminally ill alive. In
mopre pecent times, the emphasis has shifted from the obliga-
tions of physicians, to the patient as a possessor of rights.
A glance at bibliographies of bioethies will show the same
increasing preoccupation with the rights of the sick in all
areas of medical care. Whether one sees the topic of the
dying patient from the point of view of physicians'
obligations or patients' rights, it is clearly concerned
with the doctor-patient relationship. I am going to examine
the issue of the patient's right to be allowed to die to
see what it can tell us about the doctor-patient relation-
ship and equally what it can reveal about the intimately
related question - what is the function of medicine?

It is reasonable to start by seeing what universe of
patients we are talking about. It seems to me that we are
talking about three classes of patients. First are those
patients whose disease is completely curable but if untreat-
ed will probably be fatal. The serious infectious diseases
such as the bacterial meningitides or septicemias come to
mind as examples. ut also included would be surgical emer-
gencies such as hemorrhage, shock, head injuries or perfor-

ated ulcers.

A second group of patients are those whose disease is
not curable but who will, with continued treatment, live in
Functional health for a variable but meaningful time. In
this class are patients with heart failure, certain malig-
nancies such as Hodgkins* disease, patients with end-stage
renal disease who require regular dialysis with the artifi-
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cial kidney, and persons with certain chronic anemias who
need repeated transfusions. This class of patients is ex-
panding as more cancers become responsive to chemotherapy
and other diseases are controlled by newer therapy. The
key characteristics of these patients is not simply that
they live longer but that they require continuing treatment
to remain alive.

The final group are the terminally ill. Their disease
is not curable, and treatment offers nothing beyond the pro-
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An example from each of the first two groups should
help unpack the issues.

A thirty-eight year old man who had a mild upper res-
piratory infection suddenly developed severe headache, stiff
neck, and a high fever. He went to a local emergency room
for help. Brief examination confirmed the physician's sus-
picion that the man had meningitis. Based on the story of
the illness and the age of the patient, the most likely
diagnosis wa
terial menin

h |

and if simp

s pneumococcal meningitis. This kind of bac-

t almost uniformly fatal if not treated,
tic treatment is delayed, although cure
will result, permanent neurological damage is likely. The
doctor told the patient e problem and how important urgent
treatment was to save his life and forestall brain damage.
The patient refused consent for treatment saying that he

wanted to be allowed to die.

Does such a patient have a right to be allowed to die?
On the face of it the answer must be yes. That is because
the patient cannot be legally treated without his consent.
But I would guess that it would be a rare hospital where
such a patient would not be treated against his will. The
physicians would ask for a psychiatric consultation to de-
clare the patient incompetent and en start therapy. Since
penicillin works equally well against the bacteria whether
the patient wants to die or not, he would recover.

Why is my expectation (and sincere hope) that such a
patient would be treated despite his declared wish to be
allowed to die? When a patient enters the hospital (or doc-
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ment, the patien e y co I
posed to going out a high window, here s enlisting the
aid of others in his suicide. On the oth hand, if he is
not committing suicide, his motives are clear. There-
fore, if he resists treatment, the doctors might reasonably
helieve that the patient does not know what he is doing.
T ment of t lay a part. But time for

fe ituation may make clear what

lacking in this case of the

A Jehovah's Witness, u in an accident, comes to
the hospital bleeding profusely Blood transfusions are
necessary to save the patient's life before surgery can be
done to stop the bleeding. The Jehovah's Witness refuses
tpansfusions. While there will probably be much agonizing
over the decision, or even recourse 10 the courts, the pa-
tient's right to refuse treatment (even though death will

follow) may be -- indeed has been, acknowledged. The situ-

ations are similar. The condition is curable, but without
+reatment death results. What is very different is that

the patient's motive is well kmown to us and has been ex-
pressed by a durable agent, his church, over time. Further,

pre

the patient's decision is consistent with a set of bel
well known to us, whatever we may think about them.

Tn addition to highlighting the element of time in
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allowing the reason for the decision to be expressed over
time, time to be durable and time to be known TO US, the
case makes another important point. The Jehovah's Witness
did not ask to be allowed to die, he asked to be permitted
to refuse treatment. That the decision may result in his
death is not relevant. It is not death that is chosen, it
is treatment (and its effects - religious in this instance)
+hat is being refused. We do not say that the soldier on

a hazardous mission chose death, we say that he was coura-
gous. On peflection, I think that you will see that most,
if not all, instances chosen 1o highlight the discussion of
patients' rights to die in medical care are instances of
the right to refuse the conseguences of treatment of which
death may be only one, and the least important at that.

From the first group of patients, those whose disease
is curable but who will die without treatment, I must con-
clude from my experience of how medicine is practiced in
the United States that the patient's right to be allowed to
die will not be honored and that the thing truly being
requested is the right to refuse treatment. Further, at
Jeast one reason the request will not be granted is that
insufficient time is present to assess the patient's
motives if they are not otherwise clear.

I believe the issues will be clarified by considering
the second class of patients, those whose disease is not
curable but for whom continued treatment will provide
functional life over a long period. As I noted earlier,
this class of patients is daily enlarged by medical advances,
as chronic diseases from cancer to emphysema are more suc-=
cessfully treated. Instead of the man with bacterial menin-
gitis, let us pose the case of a patient with sickle cell
anemia requiring repeated transfusions, or a patient with
chronic renal failure who needs dialysis with an artificial
kidney several times weekly. If such a patient were to re-
fuse treatment could the same course be followed as with
the man in the emergency room? It seems unlikely. It has
been the case that a patient who prefused further artificial
kidney dialysis was declared incompetent on the basis of
the fact that his refusal constituted suicide. But what
happened then? Did the doctors in that kidney unit tie
him down on the dialysis couch time after time and week af-
ter week? If it was a patient with anemia who required con-
+inued transfusions, would +he doctors force the transfu-
sions on the patient? Again and again and again? That seems
counter-intuitive. But if it is not reasonable, why not?

These patients, also, presented themselves for treat-
ment and entered into a relationship with a physician and
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lowed to die, can we claim that he does not know what he is
doing? Obv1ously not. Patients m;:r chronic diseases re-
uiring long-term therapy are usual ly very knowledgeable.

They have had plenty of time to learn about the disease, its

rreatment, and the consequences o: both disease and treat-
Such patients from books, from physicians and
nurses, and perhaps most lﬂnorhcﬂ*‘" from other patients.
Not only is the information available, but, the patient has
-ime to test his beliefs against time and the arguments of
others. Certainly at the point of refusing further therapy
the patient will be exposed to considerable argument and dis-
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When the man with meningitis refuses t
+o be allowed to die, it does not appear to me to be a
i truly autonomous act. However, wner di n fur-
§ ther dialysis, his action appears to me to be much more the
; exercise of his autonomy. To clarify my 1*easoz‘:i:‘;g it is
? necessary to look more closely at the concep of autonomy
j as it applies to medical care. As these last decades have
; seen the emphasis shift, in the critical and theoretical
5 examination of medicine, from the doctor's obligations to
the patient's rights, there has been increasing discussion
of the importance of the patient's autonomy. Autonomy ap-
pears to be the basis for the demand for informed consent.
Patients' autonomy is also, it seems to me, the basis of the
move to demystify medicine and make the patient a partner
in his or her care. As a society we have come to place in-
§ creasing value on autoncmg. Indee d we often mark ourselves
in part by our autonomy. But wha is autonomy?
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authentici
selfness of a ?ePSDﬁ.
ideas or actions are
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thentic to the degree
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Eric J. Cassell
Independence, it appears to me, is above all freedom of
choice. Freedom of choice requires three things: first,
knowledge zbout the area where choice is to be made. One
cannot be considered to be making a free choice if he does
not know what the choices are. Knowledge alone is not suf-
ficient. To have freedom of choice one must also be able
to reason, to think clearly, otherwise the knowledge is of
little use. Finally, one must have the ability to act on
one's choice, otherwise freedom of choice is meaningless.

When philosophers and lawyers (and many others) talk
about rights they often speak as though the body does not
exist. When they discuss the rights of patients they act
as if a sick person is simply a well perscon with an illness
appended. Like putting on a knapsack, the illness is added
but nothing else changes. That is simply a wrong view of
the sick. The sick are different than the well (3) to a
degree dependent on the person, the disease, and the cir-
cumstances in which they are sick and/or are treated.

Let us see what autonomy means to a sick person, or
conversely what does illness do to autonomy. Let me start
with authenticity. Is an ugly Paul Newman authentic? Am
I my authentic self as I writhe in pain? Am I my authentic
self when I am foul-smelling from vomitus or feces, lying
in the mess of my illness? It is common to hear patients
say that they do not want visitors '"to see me like this."
In the first days after a mastectomy, it seems reasonable
when the patient questions her authenticity -- after all,
body-image helps make up our authentic self. And, finally,
is that my authentic father lying there, hooked up teo tubes
and wires, weak and powerless? It is clear that illness
can impair authenticity.

But if illness has an effect on authenticity, what does
it do to independence? If freedom of choice requires know-
ledge, then the sick do not have the same freedom of choice
as the well. Knowledge, for the sick person, is incomplete
and (for the very sick) never can be complete even if the
patient is a physician. For even the best understocd dis-
ease there are large gaps in understanding. Causes may be
obscure and outcomes vary in probability. But the sick per-
son cannot deal in percentages when what is wanted is cer-
tainty. For the doctor caring for the patient, these gaps
are of less importance and uncertainty is his constant
companion. Besides, as Jerimiah Berondess has pointed out,
it is vastly easier for a physician to know what to do than
to know what is the matter.

Not only is knowledge lacking for the sick person but
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reason is also impaired. In the simplest terms, it is dif-
ficult to be clear headed in pain or suffering. I have
said previously that the very sick may have impairment in
the ability to reason abstractly even when their mental
function is seemingly intact (4). Thus not only is know-
ledge incomplete for the ill, but the capacity to operate
on the knowledge is disturbed. The final element necessary
for meaningful free choice is the ability to act. Illness
so obviously interferes with the ability to act as to re-
quire almost no comment. It should be pointed out, however,
that a patient does not have to be bedridden to be unable
to act, the fear of action born of uncertainty may be just
as disabling.

It is reasonable to conclude that illness interferes
with autonomy to a degree dependent on the nature and se-
verity of the illness, the person involved, and the setting.
The sick person is deprived of wholeness by the loss of
complete independence and by the loss of complete authen-
ticity. What helps restore wholeness? It should first be
pointed out that autonomy is a relational term. Autonomy
is exercised in relation to others; it is encouraged or
defeated by the action of others as well as by the actor.
For this reason wholeness can be restored to the sick (in
the terms of autonomy) in part by family and friends. How-
ever, there are limits to the capacity of family or friends
in returning autonomy to the sick, particularly in acute
illness. This is true of both terms of autonomy, authen-
ticity and independence. This is because the well, even
the most loving well, are forced to turn aside from the
ugliness, foulness, pain and suffering of sickness. Merely
the smell of illness and its mess is difficult to surmount
for most people. They are unable to see the sick person in
the bed completely apart from the illness and when sickness
itself does not turn them aside, the setting will. Visitors
in intensive care areas commonly cannct decide where to
look and often end up staring more at the monitors and the
equipment than at the patient. That person on the bed is
simply not the authentic loved one, friend, or relative.
These things are especially true during acute illness al-
though when sickness lasts longer the family may success-
fully overcome their distaste. But further the family is
also injured by damaged authenticity of the beloved sick
person. As the sick person is not whole, neither are they.
Similarly family and friends cannot usually restore inde-
pendence to the sick person. They, too, do not have the
knowledge of the illness and although they can supply the
ability to reason, their thinking is also clouded by emo-
tion -- by fear, concern, and doubt. Finally, while the
family and friends can (and usually do) provide some surro-
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gate ability to act for the sick person, they, like he,
cannot act against the most important thief of autonomy,
the illness.

There is one relationship h wholeness can be
returned to the patient and that is the relationship with
the doctor. The doctor-patient relationship can be the

source from which both authenticity and independence can

be returned to the patient. The degree of restoration will
depend on both patient and doctor and is subject to the
limits imposed by the disease. I am also well aware that by
his actions or lack of them, the physician can further de-
stroy rather than repair the patient's autonomy. But here
I am not speaking of what harm can be done but what good
can be done. In the same manner, when 1 speak of the

use of a good and potent drug, I would not focus on its
misuse even though it may often be misused, nor concentrate
primarily on its side effects, but speak rather of how it
can and should be employed.

The physician, in his relationship with the patient,
can help restore authenticity. The mess of illness does
not repel him and through training he is protected from

hers. For these reasons, he
hin the illness. He can
r or a craftsman, at-
torney or mother, e sickness surrounding
them. If he has knos for a long time he knows
the person has a history he can construct that history
from corveﬁsatiow. I I ility to talk of the fu-
ture if he choo hi to use that ability.
He helps restore au y by teaching the sick person
how to reassert Hlms 1f above his disability, by teaching
how to be whole when the body is not
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can see the person
see a parent where

The physician can alsc help return independence to the
patient. He has the knowledge of the disease and the cir-
cumstances that the patient and family lack and he can
search out the knowledge of the person that is necessary to
make his medical knowledge meaningful to the patient. He
can supply the ability to reason and help bridge the gaps
in the patient's ability to reason. Finally, he can provide
surrogate ability to act, against the illness if nowhere
else. In so doing, the patient can be shown how to act in
his own behalf and by that means reach a measure of control

over his circumstances.
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Erie J. Cassell

Let us return to the cases. The patient with pneumo-
coccal meningitis is treated against his will (correctly,
I think) because the physicians have not had time to know
whether his desire to avoid treatment is authentic while
they do know it to be suicidal. Further, the only con-
sequences of treatment that can be perceived are a return
to health. It appears reasonable to me that where doubt
exists doctors should always err on the side of preserving
Tife. While there may not always be hope where there is
life, there are usually more options. Indeed, in this
instance, after he is well again the patient can, if he
wishes, commit suicide.

The patient with end stage renal disease presents a
different problem. We allow him to refuse treatment and,
thus, die because in his knowledge of the disease and its
treatment and in our knowledge of him acquired during his
treatment, we know his actions to be authentic. Further,
allowing him to act on his desire preserves his indepen-
dence. Here it is clear that the patient is not choosing
death but rather avoiding the consequences of treatment
which to the patient means a life the living of which is un-
supportable. The issue is sharpened in the case of the ter-
minally ill, If biological life is medicine's goal then
the patient should be kept alive as long as possible. If
the preservation of autonomy is the goal of medicine then
one must do everything possible to maintain the integrity
of the person in the face of death.

To medicine, as to mankind, death should not matter,
life matters.
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