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INTRODUCTION

Contemporary Western civilization unfortunately has become one in which death is culturally denied and defied much to the detriment of those who participate in it. Although there has been a good deal of interest in death related subjects recently, for far too many people, death remains something to be learned about by studying rather than through the process of living and growing, older. The very fact that there are many books, articles, journals, and even courses on the subject of death attests to the fundamental condition of denial in our present social setting. That so many people must go out of and even against the mainstream of social activities and concerns to learn about, discuss, and reflect upon death illustrates but one of the harmful consequences of social denial. Talk about death, a cart of life and an inevitable fate for each of us, is, more often than not, regarded as being morbid, a sign of illness (more likely social abnormality than a physical disease) rather than as one of the many activities entered into by healthy people who wish to integrate, in a balanced way, all of life's experiences into their own. Therefore, society's general interest in not wishing to know about or talk about death makes those who do social rebels, if not outright outcasts. 

Another consequence of refusing to think about and accept the reality of death and the probabilities of the various modes of dying is that many of those who do avoid it are left poorly prepared to deal with that reality when it does come. Not wanting to think about the deaths of our loved ones leaves us in shock when we are confronted by them. We lose precious time, never to be recovered, as we fight against our psychological defense mechanisms of denial, in order to accept what is actually happening and to make the most of the present time to improve conditions and relations for our loved ones. There are mangy, people who are critical of the way they acted while some loved one was dying and later wish that they had acted differently but claim that they were simply unprepared and didn't know any better or couldn't think of anything else to do. Moreover, there are those who are, when confronted with the sudden, and thus of course unexpected, death of a loved one, filled with feelings of guilt and wishes for more time to have shown their true feelings toward the now departed one. Such feelings of shock, unpreparedness, regret, guilt, and hopelessness can be partially alleviated only by doing more for our loved ones while they live and this is made possible by realizing and accepting that we will not be with them for an infinite amount of time. As humans, we are finite and cannot enjoy one another’s company for a continuously prolonged time. Knowing that any occasion we are with someone could just bet he last might instill certain intensity within it that the pretense that we will always have another day, another time, drains from each meeting and parting. 

Denying that others will die is but a reflection of the more fundamental denial each of us makes that we will someday, one day, and any day, surely die. Yet none of us knows for sure that we will have another day. No one alive can tell or accurately predict the future. Tomorrow is promised to no one. And still we act as if it were and when it becomes obvious that it isn't we are placed at a disadvantage because we were not prepared for the inevitable eventuality of our own demise. Events overtake us. We react feebly. We waste much of the precious little time given us coming to accept what must be and then making the most, the best, of it, of life. For some, unfortunately, it isn't until death is upon them that they begin to understand what life is all about, what the truly important things are, what matters most, and then they begin to live. 

The predominant denial in our popular culture of the possibility of mass death and even the total annihilation of our species by our weapons systems has left an entire society ill prepared to take effective measures to deal with such events and to make them less of inevitability. So horrible a thing to contemplate is avoided and being avoided grows more probable and thus more horrible and all the more to be avoided. This vicious, self-defeating cycle can only be broken through a realistic appraisal and acceptance of what it means to be living in an age with nuclear, chemical, and biological weapons of tremendous power. But it is a power won from our unceasing quest for mastery over nature and our very success leads us to believe mastery over death might be possible. We think. less and less of death, but not to think more of life, only to spend more time in less thought and in more routine actions. 

Refusing to accept that death is our inevitable end, we come to see any death as evil and to be fought against. We refuse to distinguish the natural deaths from the unnatural ones that are rightfully to be challenged and avoided. We have created institutions that continuously refuse to let people die and force some of them to proclaim that they have a “right to die” or at least the right to refuse attempts by others to keep them alive when all that means to a healthy minded and realistic person is that they are having their dying prolonged, much to their pain and suffering, and in violations of their rights, values, and dignity. 

The selection in this collection is intended to provide insight and education, insight into the ways in which people die, handle the dying of others, and survive the death of loved ones. Knowing these things hopefully will help others to grow and develop a healthier attitude concerning death. They might then be better prepared to handle the deaths of their loved ones but only if they have come first to accept their own finite natures. 

Other selections are included to focus attention on some ethical issues involved in the way we deal with the dying and the dead. The personal and social decision making processes will hopefully proceed better if a greater amount of thought is given to these issues of the rights of the dying, the deceased, children, and incompetent patients. 

Finally, there are some selections that are intended to encourage reflection on death related matters that permeate an entire cultural setting. More thought is needed on what way exactly death is to be envisioned and dealt with, on what a "natural death" is, and how to avoid the nuclear tragedy that would deprive us all of any natural death and destroy the meaning of our lives and deaths themselves.
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Chapter 2
Literature and Death: A Case Study

THE DEATH OF IVAN ILYCH

By Lev Nikolayevich Tolstoy

1886 

 Translated by Louise and Aylmer Maude 

Distributed by the Tolstoy Library 

http://home.aol.com/Tolstoy28 

email: Tolstoy28@aol.com

     During an interval in the Melvinski trial in the large building of the Law Courts the members and public prosecutor met in Ivan Egorovich Shebek's private room, where the conversation turned on the celebrated Krasovski case.  Fedor Vasilievich warmly maintained that it was not subject to their jurisdiction, Ivan Egorovich maintained the contrary, while Peter Ivanovich, not having entered into the discussion at the start, took no part in it but looked through the *Gazette* which had just been handed in.

     "Gentlemen," he said, "Ivan Ilych has died!"

     "You don't say so!"

     "Here, read it yourself," replied Peter Ivanovich, handing Fedor Vasilievich the paper still damp from the press.  Surrounded by a black border were the words:  "Praskovya Fedorovna Golovina, with profound sorrow, informs relatives and friends of the demise of her beloved husband Ivan Ilych Golovin, Member of the Court of Justice, which occurred on February the 4th of this year 1882.  the funeral will take place on Friday at one o'clock in the afternoon."

     Ivan Ilych had been a colleague of the gentlemen present and was liked by them all.  He had been ill for some weeks with an illness said to be incurable.  His post had been kept open for him, but there had been conjectures that in case of his death Alexeev might receive his appointment, and that either Vinnikov or Shtabel would succeed Alexeev.  So on receiving the news of Ivan Ilych's death the first thought of each of the gentlemen in that private room was of the changes and promotions it might occasion among themselves or their acquaintances.

     "I shall be sure to get Shtabel's place or Vinnikov's," thought Fedor Vasilievich.  "I was promised that long ago, and the promotion means an extra eight hundred rubles a year for me besides the allowance."

     "Now I must apply for my brother-in-law's transfer from Kaluga," thought Peter Ivanovich.  "My wife will be very glad, and then she won't be able to say that I never do anything for her relations."

     "I thought he would never leave his bed again," said Peter Ivanovich aloud. "It's very sad."

     "But what really was the matter with him?"

     "The doctors couldn't say -- at least they could, but each of them said something different.  When last I saw him I though he was getting better."

     "And I haven't been to see him since the holidays. I always meant to go."

     "Had he any property?"

     "I think his wife had a little -- but something quiet trifling."

     "We shall have to go to see her, but they live so terribly far away."

     "Far away from you, you mean.  Everything's far away from your place."

     "You see, he never can forgive my living on the other side of the river," said Peter Ivanovich, smiling at Shebek.  Then, still talking of the distances between different parts of the city, they returned to the Court. 

     Besides considerations as to the possible transfers and promotions likely to result from Ivan Ilych's death, the mere fact of the death of a near acquaintance aroused, as usual, in all who heard of it the complacent feeling that, "it is he who is dead and not I."

     Each one thought or felt, "Well, he's dead but I'm alive!" 

But the more intimate of Ivan Ilych's acquaintances, his so-called

friends, could not help thinking also that they would now have to

fulfill the very tiresome demands of propriety by attending the

funeral service and paying a visit of condolence to the widow.

     Fedor Vasilievich and Peter Ivanovich had been his nearest

acquaintances.  Peter Ivanovich had studied law with Ivan Ilych and

had considered himself to be under obligations to him.

     Having told his wife at dinner-time of Ivan Ilych's death, and

of his conjecture that it might be possible to get her brother

transferred to their circuit, Peter Ivanovich sacrificed his usual

nap, put on his evening clothes and drove to Ivan Ilych's house.

     At the entrance stood a carriage and two cabs.  Leaning

against the wall in the hall downstairs near the cloakstand was a

coffin-lid covered with cloth of gold, ornamented with gold cord

and tassels, that had been polished up with metal powder.  Two

ladies in black were taking off their fur cloaks.  Peter Ivanovich

recognized one of them as Ivan Ilych's sister, but the other was a

stranger to him.  His colleague Schwartz was just coming

downstairs, but on seeing Peter Ivanovich enter he stopped and

winked at him, as if to say:  "Ivan Ilych has made a mess of things

-- not like you and me."

     Schwartz's face with his Piccadilly whiskers, and his slim

figure in evening dress, had as usual an air of elegant solemnity

which contrasted with the playfulness of his character and had a

special piquancy here, or so it seemed to Peter Ivanovich.

     Peter Ivanovich allowed the ladies to precede him and slowly

followed them upstairs.  Schwartz did not come down but remained

where he was, and Peter Ivanovich understood that he wanted to

arrange where they should play bridge that evening.  The ladies

went upstairs to the widow's room, and Schwartz with seriously

compressed lips but a playful looking his eyes, indicated by a

twist of his eyebrows the room to the right where the body lay.

     Peter Ivanovich, like everyone else on such occasions, entered

feeling uncertain what he would have to do.  All he knew was that

at such times it is always safe to cross oneself.  But he was not

quite sure whether one should make obseisances while doing so.  He

therefore adopted a middle course.  On entering the room he began

crossing himself and made a slight movement resembling a bow.  At

the same time, as far as the motion of his head and arm allowed, he

surveyed the room.  Two young men -- apparently nephews, one of

whom was a high-school pupil -- were leaving the room, crossing

themselves as they did so.  An old woman was standing motionless,

and a lady with strangely arched eyebrows was saying something to

her in a whisper.  A vigorous, resolute Church Reader, in a frock-

coat, was reading something in a loud voice with an expression that

precluded any contradiction.  The butler's assistant, Gerasim,

stepping lightly in front of Peter Ivanovich, was strewing

something on the floor.  Noticing this, Peter Ivanovich was

immediately aware of a faint odor of a decomposing body.

     The last time he had called on Ivan Ilych, Peter Ivanovich had

seen Gerasim in the study. Ivan Ilych had been particularly fond of

him and he was performing the duty of a sick nurse.

     Peter Ivanovich continued to make the sign of the cross

slightly inclining his head in an intermediate direction between

the coffin, the Reader, and the icons on the table in a corner of

the room.  Afterwards, when it seemed to him that this movement of

his arm in crossing himself had gone on too long, he stopped and

began to look at the corpse.

     The dead man lay, as dead men always lie, in a specially heavy

way, his rigid limbs sunk in the soft cushions of the coffin, with

the head forever bowed on the pillow.  His yellow waxen brow with

bald patches over his sunken temples was thrust up in the way

peculiar to the dead, the protruding nose seeming to press on the

upper lip.  He was much changed and grown even thinner since Peter

Ivanovich had last seen him, but, as is always the case with the

dead, his face was handsomer and above all more dignified than when

he was alive.  the expression on the face said that what was

necessary had been accomplished, and accomplished rightly.  Besides

this there was in that expression a reproach and a warning to the

living.  This warning seemed to Peter Ivanovich out of place, or at

least not applicable to him.  He felt a certain discomfort and so

he hurriedly crossed himself once more and turned and went out of

the door -- too hurriedly and too regardless of propriety, as he

himself was aware.

     Schwartz was waiting for him in the adjoining room with legs

spread wide apart and both hands toying with his top-hat behind his

back.  The mere sight of that playful, well-groomed, and elegant

figure refreshed Peter Ivanovich.  He felt that Schwartz was above

all these happenings and would not surrender to any depressing

influences.  His very look said that this incident of a church

service for Ivan Ilych could not be a sufficient reason for

infringing the order of the session -- in other words, that it

would certainly not prevent his unwrapping a new pack of cards and

shuffling them that evening while a footman placed fresh candles on

the table:  in fact, that there was no reason for supposing that

this incident would hinder their spending the evening agreeably. 

Indeed he said this in a whisper as Peter Ivanovich passed him,

proposing that they should meet for a game at Fedor Vasilievich's. 

But apparently Peter Ivanovich was not destined to play bridge that

evening.  Praskovya Fedorovna (a short, fat woman who despite all

efforts to the contrary had continued to broaden steadily from her

shoulders downwards and who had the same extraordinarily arched

eyebrows as the lady who had been standing by the coffin), dressed

all in black, her head covered with lace, came out of her own room

with some other ladies, conducted them to the room where the dead

body lay, and said:  "The service will begin immediately.  Please

go in."

     Schwartz, making an indefinite bow, stood still, evidently

neither accepting nor declining this invitation.  Praskovya

Fedorovna recognizing Peter Ivanovich, sighed, went close up to

him, took his hand, and said:  "I know you were a true friend to

Ivan Ilych..." and looked at him awaiting some suitable response. 

And Peter Ivanovich knew that, just as it had been the right thing

to cross himself in that room, so what he had to do here was to

press her hand, sigh, and say, "Believe me..."  So he did all this

and as he did it felt that the desired result had been achieved: 

that both he and she were touched.

     "Come with me.  I want to speak to you before it begins," said

the widow. "Give me your arm."

     Peter Ivanovich gave her his arm and they went to the inner

rooms, passing Schwartz who winked at Peter Ivanovich

compassionately.

     "That does for our bridge!  Don's object if we find another

player.  Perhaps you can cut in when you do escape," said his

playful look.

     Peter Ivanovich sighed still more deeply and despondently, and

Praskovya Fedorovna pressed his arm gratefully.  When they reached

the drawing-room, upholstered in pink cretonne and lighted by a dim

lamp, they sat down at the table -- she on a sofa and Peter

Ivanovich on a low pouffe, the springs of which yielded

spasmodically under his weight.  Praskovya Fedorovna had been on

the point of warning him to take another seat, but felt that such

a warning was out of keeping with her present condition and so

changed her mind.  As he sat down on the pouffe Peter Ivanovich

recalled how Ivan Ilych had arranged this room and had consulted

him regarding this pink cretonne with green leaves.  The whole room

was full of furniture and knick-knacks, and on her way to the sofa

the lace of the widow's black shawl caught on the edge of the

table.  Peter Ivanovich rose to detach it, and the springs of the

pouffe, relieved of his weight, rose also and gave him a push.  The

widow began detaching her shawl herself, and Peter Ivanovich again

sat down, suppressing the rebellious springs of the pouffe under

him.  But the widow had not quite freed herself and Peter Ivanovich

got up again, and again the pouffe rebelled and even creaked.  When

this was all over she took out a clean cambric handkerchief and

began to weep.  The episode with the shawl and the struggle with

the pouffe had cooled Peter Ivanovich's emotions and he sat there

with a sullen look on his face.  This awkward situation was

interrupted by Sokolov, Ivan Ilych's butler, who came to report

that the plot in the cemetery that Praskovya Fedorovna had chosen

would cost tow hundred rubles.  She stopped weeping and, looking at

Peter Ivanovich with the air of a victim, remarked in French that

it was very hard for her.  Peter Ivanovich made a silent gesture

signifying his full conviction that it must indeed be so.

     "Please smoke," she said in a magnanimous yet crushed voice,

and turned to discuss with Sokolov the price of the plot for the

grave.

     Peter Ivanovich while lighting his cigarette heard her

inquiring very circumstantially into the prices of different plots

in the cemetery and finally decide which she would take. when that

was done she gave instructions about engaging the choir.  Sokolov

then left the room.

     "I look after everything myself," she told Peter Ivanovich,

shifting the albums that lay on the table; and noticing that the

table was endangered by his cigarette-ash, she immediately passed

him an ash-tray, saying as she did so:  "I consider it an

affectation to say that my grief prevents my attending to practical

affairs.  On the contrary, if anything can -- I won't say console

me, but -- distract me, it is seeing to everything concerning him." 

She again took out her handkerchief as if preparing to cry, but

suddenly, as if mastering her feeling, she shook herself and began

to speak calmly.  "But there is something I want to talk to you

about."

     Peter Ivanovich bowed, keeping control of the springs of the

pouffe, which immediately began quivering under him.

     "He suffered terribly the last few days."

     "Did he?" said Peter Ivanovich.

     "Oh, terribly!  He screamed unceasingly, not for minutes but

for hours.  for the last three days he screamed incessantly.  It

was unendurable.  I cannot understand how I bore it; you could hear

him three rooms off.  Oh, what I have suffered!"

     "Is it possible that he was conscious all that time?" asked

Peter Ivanovich.

     "Yes," she whispered.  "To the last moment.  He took leave of

us a quarter of an hour before he died, and asked us to take

Volodya away."

     The thought of the suffering of this man he had known so

intimately, first as a merry little boy, then as a schoolmate, and

later as a grown-up colleague, suddenly struck Peter Ivanovich with

horror, despite an unpleasant consciousness of his own and this

woman's dissimulation.  He again saw that brow, and that nose

pressing down on the lip, and felt afraid for himself.

     "Three days of frightful suffering and the death!  Why, that

might suddenly, at any time, happen to me," he thought, and for a

moment felt terrified.  But -- he did not himself know how -- the

customary reflection at once occurred to him that this had happened

to Ivan Ilych and not to him, and that it should not and could not

happen to him, and that to think that it could would be yielding to

depressing which he ought not to do, as Schwartz's expression

plainly showed.  After which reflection Peter Ivanovich felt

reassured, and began to ask with interest about the details of Ivan

Ilych's death, as though death was an accident natural to Ivan

Ilych but certainly not to himself.

     After many details of the really dreadful physical sufferings

Ivan Ilych had endured (which details he learnt only from the

effect those sufferings had produced on Praskovya Fedorovna's

nerves) the widow apparently found it necessary to get to business.

     "Oh, Peter Ivanovich, how hard it is!  How terribly, terribly

hard!" and she again began to weep.

     Peter Ivanovich sighed and waited for her to finish blowing

her nose.  When she had don so he said, "Believe me..." and she

again began talking and brought out what was evidently her chief

concern with him -- namely, to question him as to how she could

obtain a grant of money from the government on the occasion of her

husband's death.  She made it appear that she was asking Peter

Ivanovich's advice about her pension, but he soon saw that she

already knew about that to the minutest detail, more even than he

did himself. She knew how much could be got out of the government

in consequence of her husband's death, but wanted to find out

whether she could not possibly extract something more. Peter

Ivanovich tried to think of some means of doing so, but after

reflecting for a while and, out of propriety, condemning the

government for its niggardliness, he said he thought that nothing

more could be got.  Then she sighed and evidently began to devise

means of getting rid of her visitor.  Noticing this, he put out his

cigarette, rose, pressed her hand, and went out into the anteroom.

     In the dining-room where the clock stood that Ivan Ilych had

liked so much and had bought at an antique shop, Peter Ivanovich

met a priest and a few acquaintances who had come to attend the

service, and he recognized Ivan Ilych's daughter, a handsome young

woman.  She was in black and her slim figure appeared slimmer than

ever.  She had a gloomy, determined, almost angry expression, and

bowed to Peter Ivanovich as though he were in some way to blame. 

Behind her, with the same offended look, stood a wealthy young man,

and examining magistrate, whom Peter Ivanovich also knew and who

was her fiancé, as he had heard.  He bowed mournfully to them and

was about to pass into the death-chamber, when from under the

stairs appeared the figure of Ivan Ilych's schoolboy son, who was

extremely like his father. He seemed a little Ivan Ilych, such as

Peter Ivanovich remembered when they studied law together.  His

tear-stained eyes had in them the look that is seen in the eyes of

boys of thirteen or fourteen who are not pure-minded.  When he saw

Peter Ivanovich he scowled morosely and shamefacedly.   Peter

Ivanovich nodded to him and entered the death-chamber.  The service

began:  candles, groans, incense, tears, and sobs.  Peter Ivanovich

stood looking gloomily down at his feet. He did not look once at

the dead man, did not yield to any depressing influence, and was

one of the first to leave the room.  There was no one in the

anteroom, but Gerasim darted out of the dead man's room, rummaged

with his strong hands among the fur coats to find Peter Ivanovich's

and helped him on with it.

     "Well, friend Gerasim," said Peter Ivanovich, so as to say

something.  "It's a sad affair, isn't it?"

     "It's God will.  We shall all come to it some day," said

Gerasim, displaying his teeth -- the even white teeth of a healthy

peasant -- and, like a man in the thick of urgent work, he briskly

opened the front door, called the coachman, helped Peter Ivanovich

into the sledge, and sprang back to the porch as if in readiness

for what he had to do next.

     Peter Ivanovich found the fresh air particularly pleasant

after the smell of incense, the dead body, and carbolic acid.

     "Where to sir?" asked the coachman.

     "It's not too late even now....I'll call round on Fedor

Vasilievich."

     He accordingly drove there and found them just finishing the

first rubber, so that it was quite convenient for him to cut in.

                               ---II--

     Ivan Ilych's life had been most simple and most ordinary and

therefore most terrible.

     He had been a member of the Court of Justice, and died at the

age of forty-five.  His father had been an official who after

serving in various ministries and departments in Petersburg had

made the sort of career which brings men to positions from which by

reason of their long service they cannot be dismissed, though they

are obviously unfit to hold any responsible position, and for whom

therefore posts are specially created, which though fictitious

carry salaries of from six to ten thousand rubles that are not

fictitious, and in receipt of which they live on to a great age.

     Such was the Privy Councillor and superfluous member of

various superfluous institutions, Ilya Epimovich Golovin.

     He had three sons, of whom Ivan Ilych was the second.  The

eldest son was following in his father's footsteps only in another

department, and was already approaching that stage in the service

at which a similar sinecure would be reached.  the third son was a

failure.  He had ruined his prospects in a number of positions and

was not serving in the railway department.  His father and

brothers, and still more their wives, not merely disliked meeting

him, but avoided remembering his existence unless compelled to do

so.  His sister had married Baron Greff, a Petersburg official of

her father's type.  Ivan Ilych was *le phenix de la famille* as

people said.  He was neither as cold and formal as his elder

brother nor as wild as the younger, but was a happy mean between

them -- an intelligent polished, lively and agreeable man.  He had

studied with his younger brother at the School of Law, but the

latter had failed to complete the course and was expelled when he

was in the fifth class.  Ivan Ilych finished the course well.  Even

when he was at the School of Law he was just what he remained for

the rest of his life:  a capable, cheerful, good-natured, and

sociable man, though strict in the fulfillment of what he

considered to be his duty:  and he considered his duty to be what

was so considered by those in authority.  Neither as a boy nor as

a man was he a toady, but from early youth was by nature attracted

to people of high station as a fly is drawn to the light,

assimilating their ways and views of life and establishing friendly

relations with them.  All the enthusiasms of childhood and youth

passed without leaving much trace on him; he succumbed to

sensuality, to vanity, and latterly among the highest classes to

liberalism, but always within limits which his instinct unfailingly

indicated to him as correct.

     At school he had done things which had formerly seemed to him

very horrid and made him feel disgusted with himself when he did

them; but when later on he saw that such actions were done by

people of good position and that they did not regard them as wrong,

he was able not exactly to regard them as right, but to forget

about them entirely or not be at all troubled at remembering them.

     Having graduated from the School of Law and qualified for the

tenth rank of the civil service, and having received money from his

father for his equipment, Ivan Ilych ordered himself clothes at

Scharmer's, the fashionable tailor, hung a medallion inscribed

*respice finem* on his watch-chain, took leave of his professor and

the prince who was patron of the school, had a farewell dinner with

his comrades at Donon's first-class restaurant, and with his new

and fashionable portmanteau, linen, clothes, shaving and other

toilet appliances, and a travelling rug, all purchased at the best

shops, he set off for one of the provinces where through his

father's influence, he had been attached to the governor as an

official for special service.

     In the province Ivan Ilych soon arranged as easy and agreeable

a position for himself as he had had at the School of Law.  He

performed his official task, made his career, and at the same time

amused himself pleasantly and decorously.  Occasionally he paid

official visits to country districts where he behaved with dignity

both to his superiors and inferiors, and performed the duties

entrusted to him, which related chiefly to the sectarians, with an

exactness and incorruptible honesty of which he could not but feel

proud.

     In official matters, despite his youth and taste for frivolous

gaiety, he was exceedingly reserved, punctilious, and even severe;

but in society he was often amusing and witty, and always good-

natured, correct in his manner, and *bon enfant*, as the governor

and his wife -- with whom he was like one of the family -- used to

say of him.

     In the province he had an affair with a lady who made advances

to the elegant young lawyer, and there was also a milliner; and

there were carousals with aides-de-camp who visited the district,

and after-supper visits to a certain outlying street of doubtful

reputation; and there was too some obsequiousness to his chief and

even to his chief's wife, but all this was done with such a tone of

good breeding that no hard names could be applied to it.  It all

came under the heading of the French saying:  *"Il faut que

jeunesse se passe."*  It was all done with clean hands, in clean

linen, with French phrases, and above all among people of the best

society and consequently with the approval of people of rank.

     So Ivan Ilych served for five years and then came a change in

his official life.  The new and reformed judicial institutions were

introduced, and new men were needed.  Ivan Ilych became such a new

man.  He was offered the post of examining magistrate, and he

accepted it though the post was in another province and obliged him

to give up the connexions he had formed and to make new ones.  His

friends met to give him a send-off; they had a group photograph

taken and presented him with a silver cigarette-case, and he set

off to his new post.

     As examining magistrate Ivan Ilych was just as *comme il faut*

and decorous a man, inspiring general respect and capable of

separating his official duties from his private life, as he had

been when acting as an official on special service.  His duties now

as examining magistrate were fare more interesting and attractive

than before.  In his former position it had been pleasant to wear

an undress uniform made by Scharmer, and to pass through the crowd

of petitioners and officials who were timorously awaiting an

audience with the governor, and who envied him as with free and

easy gait he went straight into his chief's private room to have a

cup of tea and a cigarette with him.  But not many people had then

been directly dependent on him -- only police officials and the

sectarians when he went on special missions -- and he liked to

treat them politely, almost as comrades, as if he were letting them

feel that he who had the power to crush them was treating them in

this simple, friendly way.  There were then but few such people. 

But now, as an examining magistrate, Ivan Ilych felt that everyone

without exception, even the most important and self-satisfied, was

in his power, and that he need only write a few words on a sheet of

paper with a certain heading, and this or that important, self-

satisfied person would be brought before him in the role of an

accused person or a witness, and if he did not choose to allow him

to sit down, would have to stand before him and answer his

questions.  Ivan Ilych never abused his power; he tried on the

contrary to soften its expression, but the consciousness of it and

the possibility of softening its effect, supplied the chief

interest and attraction of his office.  In his work itself,

especially in his examinations, he very soon acquired a method of

eliminating all considerations irrelevant to the legal aspect of

the case, and reducing even the most complicated case to a form in

which it would be presented on paper only in its externals,

completely excluding his personal opinion of the matter, while

above all observing every prescribed formality.  The work was new

and Ivan Ilych was one of the first men to apply the new Code of

1864.

     On taking up the post of examining magistrate in a new town,

he made new acquaintances and connexions, placed himself on a new

footing and assumed a somewhat different tone.  He took up an

attitude of rather dignified aloofness towards the provincial

authorities, but picked out the best circle of legal gentlemen and

wealthy gentry living in the town and assumed a tone of slight

dissatisfaction with the government, of moderate liberalism, and of

enlightened citizenship.  At the same time, without at all altering

the elegance of his toilet, he ceased shaving his chin and allowed

his beard to grow as it pleased.

     Ivan Ilych settled down very pleasantly in this new town.  The

society there, which inclined towards opposition to the governor

was friendly, his salary was larger, and he began to play *vint* [a

form of bridge], which he found added not a little to the pleasure

of life, for he had a capacity for cards, played good-humouredly,

and calculated rapidly and astutely, so that he usually won.

     After living there for two years he met his future wife,

Praskovya Fedorovna Mikhel, who was the most attractive, clever,

and brilliant girl of the set in which he moved, and among other

amusements and relaxations from his labours as examining

magistrate, Ivan Ilych established light and playful relations with

her.

     While he had been an official on special service he had been

accustomed to dance, but now as an examining magistrate it was

exceptional for him to do so.  If he danced now, he did it as if to

show that though he served under the reformed order of things, and

had reached the fifth official rank, yet when it came to dancing he

could do it better than most people.  So at the end of an evening

he sometimes danced with Praskovya Fedorovna, and it was chiefly

during these dances that he captivated her.  She fell in love with

him.  Ivan Ilych had at first no definite intention of marrying,

but when the girl fell in love with him he said to himself: 

"Really, why shouldn't I marry?"

     Praskovya Fedorovna came of a good family, was not bad

looking, and had some little property.  Ivan Ilych might have

aspired to a more brilliant match, but even this was good.  He had

his salary, and she, he hoped, would have an equal income.  She was

well connected, and was a sweet, pretty, and thoroughly correct

young woman.  to say that Ivan Ilych married because he fell in

love with Praskovya Fedorovna and found that she sympathized with

his views of life would be as incorrect as to say that he married

because his social circle approved of the match.  He was swayed by

both these considerations:  the marriage gave him personal

satisfaction, and at the same time it was considered the right

thing by the most highly placed of his associates.

     So Ivan Ilych got married.

     The preparations for marriage and the beginning of married

life, with its conjugal caresses, the new furniture, new crockery,

and new linen, were very pleasant until his wife became pregnant --

so that Ivan Ilych had begun to think that marriage would not

impair the easy, agreeable, gay and always decorous character of

his life, approved of by society and regarded by himself as

natural, but would even improve it.  But from the first months of

his wife's pregnancy, something new, unpleasant, depressing, and

unseemly, and from which there was no way of escape, unexpectedly

showed itself.

     His wife, without any reason -- *de gaiete de coeur* as Ivan

Ilych expressed it to himself -- began to disturb the pleasure and

propriety of their life.  She began to be jealous without any

cause, expected him to devote his whole attention to her, found

fault with everything, and made coarse and ill-mannered scenes.

     At first Ivan Ilych hoped to escape from the unpleasantness of

this state of affairs by the same easy and decorous relation to

life that had served him heretofore:  he tried to ignore his wife's

disagreeable moods, continued to live in his usual easy and

pleasant way, invited friends to his house for a game of cards, and

also tried going out to his club or spending his evenings with

friends.  But one day his wife began upbraiding him so vigorously,

using such coarse words, and continued to abuse him every time he

did not fulfil her demands, so resolutely and with such evident

determination not to give way till he submitted -- that is, till he

stayed at home and was bored just as she was -- that he became

alarmed.  He now realized that matrimony -- at any rate with

Praskovya Fedorovna -- was not always conducive to the pleasures

and amenities of life, but on the contrary often infringed both

comfort and propriety, and that he must therefore entrench himself

against such infringement.  And Ivan Ilych began to seek for means

of doing so.  His official duties were the one thing that imposed

upon Praskovya Fedorovna, and by means of his official work and the

duties attached to it he began struggling with his wife to secure

his own independence.

     With the birth of their child, the attempts to feed it and the

various failures in doing so, and with the real and imaginary

illnesses of mother and child, in which Ivan Ilych's sympathy was

demanded but about which he understood nothing, the need of

securing for himself an existence outside his family life became

still more imperative.

     As his wife grew more irritable and exacting and Ivan Ilych

transferred the center of gravity of his life more and more to his

official work, so did he grow to like his work better and became

more ambitious than before.

     Very soon, within a year of his wedding, Ivan Ilych had

realized that marriage, though it may add some comforts to life, is

in fact a very intricate and difficult affair towards which in

order to perform one's duty, that is, to lead a decorous life

approved of by society, one must adopt a definite attitude just as

towards one's official duties.

     And Ivan Ilych evolved such an attitude towards married life. 

He only required of it those conveniences -- dinner at home,

housewife, and bed -- which it could give him, and above all that

propriety of external forms required by public opinion.  For the

rest he looked for lighthearted pleasure and propriety, and was

very thankful when he found them, but if he met with antagonism and

querulousness he at once retired into his separate fenced-off world

of official duties, where he found satisfaction.

     Ivan Ilych was esteemed a good official, and after three years

was made Assistant Public Prosecutor.  His new duties, their

importance, the possibility of indicting and imprisoning anyone he

chose, the publicity his speeches received, and the success he had

in all these things, made his work still more attractive.

     More children came.  His wife became more and more querulous

and ill-tempered, but the attitude Ivan Ilych had adopted towards

his home life rendered him almost impervious to her grumbling.

     After seven years' service in that town he was transferred to

another province as Public Prosecutor.  They moved, but were short

of money and his wife did not like the place they moved to.  Though

the salary was higher the cost of living was greater, besides which

two of their children died and family life became still more

unpleasant for him.

     Praskovya Fedorovna blamed her husband for every inconvenience

they encountered in their new home.  Most of the conversations

between husband and wife, especially as to the children's

education, led to topics which recalled former disputes, and these

disputes were apt to flare up again at any moment.  There remained

only those rare periods of amorousness which still came to them at

times but did not last long.  These were islets at which they

anchored for a while and then again set out upon that ocean of

veiled hostility which showed itself in their aloofness from one

another.  This aloofness might have grieved Ivan Ilych had he

considered that it ought not to exist, but he now regarded the

position as normal, and even made it the goal at which he aimed in

family life.  His aim was to free himself more and more from those

unpleasantness and to give them a semblance of harmlessness and

propriety.  He attained this by spending less and less time with

his family, and when obliged to be at home he tried to safeguard

his position by the presence of outsiders.  The chief thing however

was that he had his official duties.  The whole interest of his

life now centered in the official world and that interest absorbed

him.  The consciousness of his power, being able to ruin anybody he

wished to ruin, the importance, even the external dignity of his

entry into court, or meetings with his subordinates, his success

with superiors and inferiors, and above all his masterly handling

of cases, of which he was conscious -- all this gave him pleasure

and filled his life, together with chats with his colleagues,

dinners, and bridge. So that on the whole Ivan Ilych's life

continued to flow as he considered it should do -- pleasantly and

properly.

     So things continued for another seven years.  His eldest

daughter was already sixteen, another child had died, and only one

son was left, a schoolboy and a subject of dissension.  Ivan Ilych

wanted to put him in the School of Law, but to spite him Praskovya

Fedorovna entered him at the High School.  The daughter had been

educated at home and had turned out well:  the boy did not learn

badly either.

                           ---  III  ---

     So Ivan Ilych lived for seventeen years after his marriage. 

He was already a Public Prosecutor of long standing, and had

declined several proposed transfers while awaiting a more desirable

post, when an unanticipated and unpleasant occurrence quite upset

the peaceful course of his life.  He was expecting to be offered

the post of presiding judge in a University town, but Happe somehow

came to the front and obtained the appointment instead.  Ivan Ilych

became irritable, reproached Happe, and quarrelled both him and

with his immediate superiors -- who became colder to him and again

passed him over when other appointments were made.

     This was in 1880, the hardest year of Ivan Ilych's life.  It

was then that it became evident on the one hand that his salary was

insufficient for them to live on, and on the other that he had been

forgotten, and not only this, but that what was for him the

greatest and most cruel injustice appeared to others a quite

ordinary occurrence.  Even his father did not consider it his duty

to help him.  Ivan Ilych felt himself abandoned by everyone, and

that they regarded his position with a salary of 3,500 rubles as

quite normal and even fortunate.  He alone knew that with the

consciousness of the injustices done him, with his wife's incessant

nagging, and with the debts he had contracted by living beyond his

means, his position was far from normal.

     In order to save money that summer he obtained leave of

absence and went with his wife to live in the country at her

brother's place.

     In the country, without his work, he experienced *ennui* for

the first time in his life, and not only *ennui* but intolerable

depression, and he decided that it was impossible to go on living

like that, and that it was necessary to take energetic measures.

     Having passed a sleepless night pacing up and down the

veranda, he decided to go to Petersburg and bestir himself, in

order to punish those who had failed to appreciate him and to get

transferred to another ministry.

     Next day, despite many protests from his wife and her brother,

he started for Petersburg with the sole object of obtaining a post

with a salary of five thousand rubles a year.  He was no longer

bent on any particular department, or tendency, or kind of

activity.  All he now wanted was an appointment to another post

with a salary of five thousand rubles, either in the

administration, in the banks, with the railways in one of the

Empress Marya's Institutions, or even in the customs -- but it had

to carry with it a salary of five thousand rubles and be in a

ministry other than that in which they had failed to appreciate

him.

     And this quest of Ivan Ilych's was crowned with remarkable and

unexpected success.  At Kursk an acquaintance of his, F. I. Ilyin,

got into the first-class carriage, sat down beside Ivan Ilych, and

told him of a telegram just received by the governor of Kursk

announcing that a change was about to take place in the ministry: 

Peter Ivanovich was to be superseded by Ivan Semonovich.

     The proposed change, apart from its significance for Russia,

had a special significance for Ivan Ilych, because by bringing

forward a new man, Peter Petrovich, and consequently his friend

Zachar Ivanovich, it was highly favourable for Ivan Ilych, since

Sachar Ivanovich was a friend and colleague of his.

     In Moscow this news was confirmed, and on reaching Petersburg

Ivan Ilych found Zachar Ivanovich and received a definite promise

of an appointment in his former Department of Justice.

     A week later he telegraphed to his wife:  "Zachar in Miller's

place.  I shall receive appointment on presentation of report."

     Thanks to this change of personnel, Ivan Ilych had

unexpectedly obtained an appointment in his former ministry which

placed him two states above his former colleagues besides giving

him five thousand rubles salary and three thousand five hundred

rubles for expenses connected with his removal.  All his ill humour

towards his former enemies and the whole department vanished, and

Ivan Ilych was completely happy.

     He returned to the country more cheerful and contented than he

had been for a long time.  Praskovya Fedorovna also cheered up and

a truce was arranged between them.  Ivan Ilych told of how he had

been feted by everybody in Petersburg, how all those who had been

his enemies were put to shame and now fawned on him, how envious

they were of his appointment, and how much everybody in Petersburg

had liked him.

     Praskovya Fedorovna listened to all this and appeared to

believe it.  She did not contradict anything, but only made plans

for their life in the town to which they were going.  Ivan Ilych

saw with delight that these plans were his plans, that he and his

wife agreed, and that, after a stumble, his life was regaining its

due and natural character of pleasant lightheartedness and decorum.

     Ivan Ilych had come back for a short time only, for he had to

take up his new duties on the 10th of September.  Moreover, he

needed time to settle into the new place, to move all his

belongings from the province, and to buy and order many additional

things:  in a word, to make such arrangements as he had resolved

on, which were almost exactly what Praskovya Fedorovna too had

decided on.

     Now that everything had happened so fortunately, and that he

and his wife were at one in their aims and moreover saw so little

of one another, they got on together better than they had done

since the first years of marriage.  Ivan Ilych had thought of

taking his family away with him at once, but the insistence of his

wife's brother and her sister-in-law, who had suddenly become

particularly amiable and friendly to him and his family, induced

him to depart alone.

     So he departed, and the cheerful state of mind induced by his

success and by the harmony between his wife and himself, the one

intensifying the other, did not leave him.  He found a delightful

house, just the thing both he and his wife had dreamt of. 

Spacious, lofty reception rooms in the old style, a convenient and

dignified study, rooms for his wife and daughter, a study for his

son -- it might have been specially built for them.  Ivan Ilych

himself superintended the arrangements, chose the wallpapers,

supplemented the furniture (preferably with antiques which he

considered particularly *comme il faut*), and supervised the

upholstering.  Everything progressed and progressed and approached

the ideal he had set himself:  even when things were only half

completed they exceeded his expectations.  He saw what a refined

and elegant character, free from vulgarity, it would all have when

it was ready.  On falling asleep he pictured to himself how the

reception room would look.  Looking at the yet unfinished drawing

room he could see the fireplace, the screen, the what-not, the

little chairs dotted here and there, the dishes and plates on the

walls, and the bronzes, as they would be when everything was in

place.  He was pleased by the thought of how his wife and daughter,

who shared his taste in this matter, would be impressed by it.  They

were certainly not expecting as much.  He had been particularly

successful in finding, and buying cheaply, antiques which gave a

particularly aristocratic character to the whole place.  But in his

letters he intentionally understated everything in order to be able

to surprise them.  All this so absorbed him that his new duties --

though he liked his official work -- interested him less than he

had expected.  Sometimes he even had moments of absent-mindedness

during the court sessions and would consider whether he should have

straight or curved cornices for his curtains. He was so interested

in it all that he often did things himself, rearranging the

furniture, or rehanging the curtains.  Once when mounting a step-

ladder to show the upholsterer, who did not understand, how he

wanted the hangings draped, he mad a false step and slipped, but

being a strong and agile man he clung on and only knocked his side

against the knob of the window frame.  The bruised place was

painful but the pain soon passed, and he felt particularly bright

and well just then.   He wrote:  "I feel fifteen years younger." 

He thought he would have everything ready by September, but it

dragged on till mid-October.  But the result was charming not only

in his eyes but to everyone who saw it.

     In reality it was just what is usually seen in the houses of

people of moderate means who want to appear rich, and therefore

succeed only in resembling others like themselves:  there are

damasks, dark wood, plants, rugs, and dull and polished bronzes --

all the things people of a certain class have in order to resemble

other people of that class.  His house was so like the others that

it would never have been noticed, but to him it all seemed to be

quite exceptional.  He was very happy when he met his family at the

station and brought them to the newly furnished house all lit up,

where a footman in a white tie opened the door into the hall

decorated with plants, and when they went on into the drawing-room

and the study uttering exclamations of delight.  He conducted them

everywhere, drank in their praises eagerly, and beamed with

pleasure.  At tea that evening, when Praskovya Fedorovna among

others things asked him about his fall, he laughed, and showed them

how he had gone flying and had frightened the upholsterer.

     "It's a good thing I'm a bit of an athlete.  Another man might

have been killed, but I merely knocked myself, just here; it hurts

when it's touched, but it's passing off already -- it's only a

bruise."

     So they began living in their new home -- in which, as always

happens, when they got thoroughly settled in they found they were

just one room short -- and with the increased income, which as

always was just a little (some five hundred rubles) too little, but

it was all very nice.

     Things went particularly well at first, before everything was

finally arranged and while something had still to be done:  this

thing bought, that thing ordered, another thing moved, and

something else adjusted.  Though there were some disputes between

husband and wife, they were both so well satisfied and had so much

to do that it all passed off without any serious quarrels.  When

nothing was left to arrange it became rather dull and something

seemed to be lacking, but they were then making acquaintances,

forming habits, and life was growing fuller.

     Ivan Ilych spent his mornings at the law court and came home

to diner, and at first he was generally in a good humour, though he

occasionally became irritable just on account of his house.  (Every

spot on the tablecloth or the upholstery, and every broken window-

blind string, irritated him.  He had devoted so much trouble to

arranging it all that every disturbance of it distressed him.)  But

on the whole his life ran its course as he believed life should do: 

easily, pleasantly, and decorously.

     He got up at nine, drank his coffee, read the paper, and then

put on his undress uniform and went to the law courts.  there the

harness in which he worked had already been stretched to fit him

and he donned it without a hitch:  petitioners, inquiries at the

chancery, the chancery itself, and the sittings public and

administrative.  In all this the thing was to exclude everything

fresh and vital, which always disturbs the regular course of

official business, and to admit only official relations with

people, and then only on official grounds.  A man would come, for

instance, wanting some information. Ivan Ilych, as one in whose

sphere the matter did not lie, would have nothing to do with him: 

but if the man had some business with him in his official capacity,

something that could be expressed on officially stamped paper, he

would do everything, positively everything he could within the

limits of such relations, and in doing so would maintain the

semblance of friendly human relations, that is, would observe the

courtesies of life.  As soon as the official relations ended, so

did everything else.  Ivan Ilych possessed this capacity to

separate his real life from the official side of affairs and not

mix the two, in the highest degree, and by long practice and

natural aptitude had brought it to such a pitch that sometimes, in

the manner of a virtuoso, he would even allow himself to let the

human and official relations mingle.  He let himself do this just

because he felt that he could at any time he chose resume the

strictly official attitude again and drop the human relation.  and

he did it all easily, pleasantly, correctly, and even artistically. 

In the intervals between the sessions he smoked, drank tea, chatted

a little about politics, a little about general topics, a little

about cards, but most of all about official appointments.  Tired,

but with the feelings of a virtuoso -- one of the first violins who

has played his part in an orchestra with precision -- he would

return home to find that his wife and daughter had been out paying

calls, or had a visitor, and that his son had been to school, had

done his homework with his tutor, and was surely learning what is

taught at High Schools.  Everything was as it should be.  After

dinner, if they had no visitors, Ivan Ilych sometimes read a book

that was being much discussed at the time, and in the evening

settled down to work, that is, read official papers, compared the

depositions of witnesses, and noted paragraphs of the Code applying

to them.  This was neither dull nor amusing.  It was dull when he

might have been playing bridge, but if no bridge was available it

was at any rate better than doing nothing or sitting with his wife. 

Ivan Ilych's chief pleasure was giving little dinners to which he

invited men and women of good social position, and just as his

drawing-room resembled all other drawing-rooms so did his enjoyable

little parties resemble all other such parties.

     Once they even gave a dance.  Ivan Ilych enjoyed it and

everything went off well, except that it led to a violent quarrel

with his wife about the cakes and sweets.  Praskovya Fedorovna had

made her own plans, but Ivan Ilych insisted on getting everything

from an expensive confectioner and ordered too many cakes, and the

quarrel occurred because some of those cakes were left over and the

confectioner's bill came to forty-five rubles.  It was a great and

disagreeable quarrel.  Praskovya Fedorovna called him "a fool and

an imbecile," and he clutched at his head and made angry allusions

to divorce.

     But the dance itself had been enjoyable.  The best people were

there, and Ivan Ilych had danced with Princess Trufonova, a sister

of the distinguished founder of the Society "Bear My Burden".

     The pleasures connected with his work were pleasures of

ambition; his social pleasures were those of vanity; but Ivan

Ilych's greatest pleasure was playing bridge.  He acknowledged that

whatever disagreeable incident happened in his life, the pleasure

that beamed like a ray of light above everything else was to sit

down to bridge with good players, not noisy partners, and of course

to four-handed bridge (with five players it was annoying to have to

stand out, though one pretended not to mind), to play a clever and

serious game (when the cards allowed it) and then to have supper

and drink a glass of wine.  after a game of bridge, especially if

he had won a little (to win a large sum was unpleasant), Ivan Ilych

went to bed in a specially good humour.

     So they lived.  they formed a circle of acquaintances among

the best people and were visited by people of importance and by

young folk.  In their views as to their acquaintances, husband,

wife and daughter were entirely agreed, and tacitly and unanimously

kept at arm's length and shook off the various shabby friends and

relations who, with much show of affection, gushed into the

drawing-room with its Japanese plates on the walls.  Soon these

shabby friends ceased to obtrude themselves and only the best

people remained in the Golovins' set.

     Young men made up to Lisa, and Petrishchev, an examining

magistrate and Dmitri Ivanovich Petrishchev's son and sole heir,

began to be so attentive to her that Ivan Ilych had already spoken

to Praskovya Fedorovna about it, and considered whether they should

not arrange a party for them, or get up some private theatricals.

     So they lived, and all went well, without change, and life

flowed pleasantly.

                       ---  IV  ---

     They were all in good health.  It could not be called ill

health if Ivan Ilych sometimes said that he had a queer taste in

his mouth and felt some discomfort in his left side.

     But this discomfort increased and, though not exactly painful,

grew into a sense of pressure in his side accompanied by ill

humour.  And his irritability became worse and worse and began to

mar the agreeable, easy, and correct life that had established

itself in the Golovin family.  Quarrels between husband and wife

became more and more frequent, and soon the ease and amenity

disappeared and even the decorum was barely maintained.  Scenes

again became frequent, and very few of those islets remained on

which husband and wife could meet without an explosion.  Praskovya

Fedorovna now had good reason to say that her husband's temper was

trying.  With characteristic exaggeration she said he had always

had a dreadful temper, and that it had needed all her good nature

to put up with it for twenty years.  It was true that now the

quarrels were started by him.  His bursts of temper always came

just before dinner, often just as he began to eat his soup. 

Sometimes he noticed that a plate or dish was chipped, or the food

was not right, or his son put his elbow on the table, or his

daughter's hair was not done as he liked it, and for all this he

blamed Praskovya Fedorovna.  At first she retorted and said

disagreeable things to him, but once or twice he fell into such a

rage at the beginning of dinner that she realized it was due to

some physical derangement brought on by taking food, and so she

restrained herself and did not answer, but only hurried to get the

dinner over.  She regarded this self-restraint as highly

praiseworthy.  Having come to the conclusion that her husband had

a dreadful temper and made her life miserable, she began to feel

sorry for herself, and the more she pitied herself the more she

hated her husband.  She began to wish he would die; yet she did not

want him to die because then his salary would cease.  And this

irritated her against him still more.  She considered herself

dreadfully unhappy just because not even his death could save her,

and though she concealed her exasperation, that hidden exasperation

of hers increased his irritation also.

     After one scene in which Ivan Ilych had been particularly

unfair and after which he had said in explanation that he certainly

was irritable but that it was due to his not being well, she said

that he was ill it should be attended to, and insisted on his going

to see a celebrated doctor.

     He went.  Everything took place as he had expected and as it

always does.  There was the usual waiting and the important air

assumed by the doctor, with which he was so familiar (resembling

that which he himself assumed in court), and the sounding and

listening, and the questions which called for answers that were

foregone conclusions and were evidently unnecessary, and the look

of importance which implied that "if only you put yourself in our

hands we will arrange everything -- we know indubitably how it has

to be done, always in the same way for everybody alike."  It was

all just as it was in the law courts.  The doctor put on just the

same air towards him as he himself put on towards an accused

person.

     The doctor said that so-and-so indicated that there was so-

and-so inside the patient, but if the investigation of so-and-so

did not confirm this, then he must assume that and that.  If he

assumed that and that, then...and so on.  To Ivan Ilych only one

question was important:  was his case serious or not?  But the

doctor ignored that inappropriate question.  From his point of view

it was not the one under consideration, the real question was to

decide between a floating kidney, chronic catarrh, or appendicitis. 

It was not a question the doctor solved brilliantly, as it seemed

to Ivan Ilych, in favour of the appendix, with the reservation that

should an examination of the urine give fresh indications the

matter would be reconsidered.  All this was just what Ivan Ilych

had himself brilliantly accomplished a thousand times in dealing

with men on trial.  The doctor summed up just as brilliantly,

looking over his spectacles triumphantly and even gaily at the

accused.  From the doctor's summing up Ivan Ilych concluded that

things were bad, but that for the doctor, and perhaps for everybody

else, it was a matter of indifference, though for him it was bad. 

And this conclusion struck him painfully, arousing in him a great

feeling of pity for himself and of bitterness towards the doctor's

indifference to a matter of such importance.

     He said nothing of this, but rose, placed the doctor's fee on

the table, and remarked with a sigh:  "We sick people probably

often put inappropriate questions.  But tell me, in general, is

this complaint dangerous, or not?..."

     The doctor looked at him sternly over his spectacles with one

eye, as if to say:  "Prisoner, if you will not keep to the

questions put to you, I shall be obliged to have you removed from

the court."

     "I have already told you what I consider necessary and proper. 

The analysis may show something more."  And the doctor bowed.

     Ivan Ilych went out slowly, seated himself disconsolately in

his sledge, and drove home.  All the way home he was going over

what the doctor had said, trying to translate those complicated,

obscure, scientific phrases into plain language and find in them an

answer to the question:  "Is my condition bad?  Is it very bad?  Or

is there as yet nothing much wrong?"  And it seemed to him that the

meaning of what the doctor had said was that it was very bad. 

Everything in the streets seemed depressing.  The cabmen, the

houses, the passers-by, and the shops, were dismal.  His ache, this

dull gnawing ache that never ceased for a moment, seemed to have

acquired a new and more serious significance from the doctor's

dubious remarks.  Ivan Ilych now watched it with a new and

oppressive feeling.

     He reached home and began to tell his wife about it.  She

listened, but in the middle of his account his daughter came in

with her hat on, ready to go out with her mother.  She sat down

reluctantly to listen to this tedious story, but could not stand it

long, and her mother too did not hear him to the end.

     "Well, I am very glad," she said.  "Mind now to take your

medicine regularly.  Give me the prescription and I'll send Gerasim

to the chemist's."  And she went to get ready to go out.

     While she was in the room Ivan Ilych had hardly taken time to

breathe, but he sighed deeply when she left it.

     "Well," he thought, "perhaps it isn't so bad after all."

     He began taking his medicine and following the doctor's

directions, which had been altered after the examination of the

urine.  but then it happened that there was a contradiction between

the indications drawn from the examination of the urine and the

symptoms that showed themselves.  It turned out that what was

happening differed from what the doctor had told him, and that he

had either forgotten or blundered, or hidden something from him. 

He could not, however, be blamed for that, and Ivan Ilych still

obeyed his orders implicitly and at first derived some comfort from

doing so.

     From the time of his visit to the doctor, Ivan Ilych's chief

occupation was the exact fulfillment of the doctor's instructions

regarding hygiene and the taking of medicine, and the observation

of his pain and his excretions. His chief interest came to be

people's ailments and people's health.  When sickness, deaths, or

recoveries were mentioned in his presence, especially when the

illness resembled his own, he listened with agitation which he

tried to hide, asked questions, and applied what he heard to his

own case.

     The pain did not grow less, but Ivan Ilych made efforts to

force himself to think that he was better.  And he could do this so

long as nothing agitated him.  But as soon as he had any

unpleasantness with his wife, any lack of success in his official

work, or held bad cards at bridge, he was at once acutely sensible

of his disease.  He had formerly borne such mischances, hoping soon

to adjust what was wrong, to master it and attain success, or make

a grand slam.  But now every mischance upset him and plunged him

into despair.  He would say to himself: "there now, just as I was

beginning to get better and the medicine had begun to take effect,

comes this accursed misfortune, or unpleasantness..."  And he was

furious with the mishap, or with the people who were causing the

unpleasantness and killing him, for he felt that this fury was

killing him but he could not restrain it.  One would have thought

that it should have been clear to him that this exasperation with

circumstances and people aggravated his illness, and that he ought

therefore to ignore unpleasant occurrences.  But he drew the very

opposite conclusion:  he said that he needed peace, and he watched

for everything that might disturb it and became irritable at the

slightest infringement of it. His condition was rendered worse by

the fact that he read medical books and consulted doctors.  The

progress of his disease was so gradual that he could deceive

himself when comparing one day with another -- the difference was

so slight.  But when he consulted the doctors it seemed to him that

he was getting worse, and even very rapidly.  Yet despite this he

was continually consulting them.

     That month he went to see another celebrity, who told him

almost the same as the first had done but put his questions rather

differently, and the interview with this celebrity only increased

Ivan Ilych's doubts and fears.  A friend of a friend of his, a very

good doctor, diagnosed his illness again quite differently from the

others, and though he predicted recovery, his questions and

suppositions bewildered Ivan Ilych still more and increased his

doubts.  A homeopathist diagnosed the disease in yet another way,

and prescribed medicine which Ivan Ilych took secretly for a week. 

But after a week, not feeling any improvement and having lost

confidence both in the former doctor's treatment and in this one's,

he became still more despondent.  One day a lady acquaintance

mentioned a cure effected by a wonder-working icon.  Ivan Ilych

caught himself listening attentively and beginning to believe that

it had occurred.  This incident alarmed him.  "Has my mind really

weakened to such an extent?" he asked himself.  "Nonsense!  It's

all rubbish.  I mustn't give way to nervous fears but having chosen

a doctor must keep strictly to his treatment.  That is what I will

do.  Now it's all settled.  I won't think about it, but will follow

the treatment seriously till summer, and then we shall see.  From

now there must be no more of this wavering!"  this was easy to say

but impossible to carry out.  The pain in his side oppressed him

and seemed to grow worse and more incessant, while the taste in his

mouth grew stranger and stranger.  It seemed to him that his breath

had a disgusting smell, and he was conscious of a loss of appetite

and strength.  There was no deceiving himself:  something terrible,

new, and more important than anything before in his life, was

taking place within him of which he alone was aware.  Those about

him did not understand or would not understand it, but thought

everything in the world was going on as usual.  That tormented Ivan

Ilych more than anything.  He saw that his household, especially

his wife and daughter who were in a perfect whirl of visiting, did

not understand anything of it and were annoyed that he was so

depressed and so exacting, as if he were to blame for it.  Though

they tried to disguise it he saw that he was an obstacle in their

path, and that his wife had adopted a definite line in regard to

his illness and kept to it regardless of anything he said or did.

Her attitude was this:  "You know," she would say to her friends,

"Ivan Ilych can't do as other people do, and keep to the treatment

prescribed for him.  One day he'll take his drops and keep strictly

to his diet and go to bed in good time, but the next day unless I

watch him he'll suddenly forget his medicine, eat sturgeon -- which

is forbidden -- and sit up playing cards till one o'clock in the

morning."

     "Oh, come, when was that?" Ivan Ilych would ask in vexation. 

"Only once at Peter Ivanovich's."

     "And yesterday with shebek."

     "Well, even if I hadn't stayed up, this pain would have kept

me awake."

     "Be that as it may you'll never get well like that, but will

always make us wretched."

     Praskovya Fedorovna's attitude to Ivan Ilych's illness, as she

expressed it both to others and to him, was that it was his own

fault and was another of the annoyances he caused her.  Ivan ilych

felt that this opinion escaped her involuntarily -- but that did

not make it easier for him.

     At the law courts too, Ivan Ilych noticed, or thought he

noticed, a strange attitude towards himself.  It sometimes seemed

to him that people were watching him inquisitively as a man whose

place might soon be vacant.  Then again, his friends would suddenly

begin to chaff him in a friendly way about his low spirits, as if

the awful, horrible, and unheard-of thing that was going on within

him, incessantly gnawing at him and irresistibly drawing him away,

was a very agreeable subject for jests.  Schwartz in particular

irritated him by his jocularity, vivacity, and *savoir-faire*,

which reminded him of what he himself had been ten years ago.

     Friends came to make up a set and they sat down to cards. 

They dealt, bending the new cards to soften them, and he sorted the

diamonds in his hand and found he had seven.  His partner said "No

trumps" and supported him with two diamonds.  What more could be

wished for?  It ought to be jolly and lively.  They would make a

grand slam.  But suddenly Ivan Ilych was conscious of that gnawing

pain, that taste in his mouth, and it seemed ridiculous that in

such circumstances he should be pleased to make a grand slam.

     He looked at his partner Mikhail Mikhaylovich, who rapped the

table with his strong hand and instead of snatching up the tricks

pushed the cards courteously and indulgently towards Ivan Ilych

that he might have the pleasure of gathering them up without the

trouble of stretching out his hand for them.  "Does he think I am

too weak to stretch out my arm?" thought Ivan Ilych, and forgetting

what he was doing he over-trumped his partner, missing the grand

slam by three tricks.  And what was most awful of all was that he

saw how upset Mikhail Mikhaylovich was about it but did not himself

care.  And it was dreadful to realize why he did not care.

     They all saw that he was suffering, and said:  "We can stop if

you are tired.  Take a rest."  Lie down?  No, he was not at all

tired, and he finished the rubber.  All were gloomy and silent. 

Ivan Ilych felt that he had diffused this gloom over them and could

not dispel it.  They had supper and went away, and Ivan Ilych was

left alone with the consciousness that his life was poisoned and

was poisoning the lives of others, and that this poison did not

weaken but penetrated more and more deeply into his whole being.

     With this consciousness, and with physical pain besides the

terror, he must go to bed, often to lie awake the greater part of

the night.  Next morning he had to get up again, dress, go to the

law courts, speak, and write; or if he did not go out, spend at

home those twenty-four hours a day each of which was a torture. 

And he had to live thus all alone on the brink of an abyss, with no

one who understood or pitied him.

                                 ---  V  ---

     So one month passed and then another.  Just before the New

Year his brother-in-law came to town and stayed at their house. 

Ivan Ilych was at the law courts and Praskovya Fedorovna had gone

shopping.  When Ivan Ilych came home and entered his study he found

his brother-in-law there -- a healthy, florid man -- unpacking his

portmanteau himself.  He raised his head on hearing Ivan Ilych's

footsteps and looked up at him for a moment without a word.  That

stare told Ivan Ilych everything.  His brother-in-law opened his

mouth to utter an exclamation of surprise but checked himself, and

that action confirmed it all.

     "I have changed, eh?"

     "Yes, there is a change."

     And after that, try as he would to get his brother-in-law to

return to the subject of his looks, the latter would say nothing

about it.  Praskovya Fedorovna came home and her brother went out

to her.  Ivan Ilych locked to door and began to examine himself in

the glass, first full face, then in profile.  He took up a portrait

of himself taken with his wife, and compared it with what he saw in

the glass.  The change in him was immense.  Then he bared his arms

to the elbow, looked at them, drew the sleeves down again, sat down

on an ottoman, and grew blacker than night.

     "No, no, this won't do!" he said to himself, and jumped up,

went to the table, took up some law papers and began to read them,

but could not continue.  He unlocked the door and went into the

reception-room.  The door leading to the drawing-room was shut.  He

approached it on tiptoe and listened.

     "No, you are exaggerating!" Praskovya Fedorovna was saying.

     "Exaggerating!  Don't you see it?  Why, he's a dead man!  Look

at his eyes -- there's no life in them.  But what is it that is

wrong with him?"

     "No one knows. Nikolaevich [that was another doctor] said

something, but I don't know what.  And Seshchetitsky [this was the

celebrated specialist] said quite the contrary..."

     Ivan Ilych walked away, went to his own room, lay down, and

began musing;  "The kidney, a floating kidney."  He recalled all

the doctors had told him of how it detached itself and swayed

about.  And by an effort of imagination he tried to catch that

kidney and arrest it and support it.  So little was needed for

this, it seemed to him.  "No, I'll go to see Peter Ivanovich

again."  [That was the friend whose friend was a doctor.]  He rang,

ordered the carriage, and got ready to go.

     "Where are you going, Jean?" asked his wife with a specially

sad and exceptionally kind look.

     This exceptionally kind look irritated him.  He looked

morosely at her.

     "I must go to see Peter Ivanovich."

     He went to see Peter Ivanovich, and together they went to see

his friend, the doctor. He was in, and Ivan Ilych had a long talk

with him.

     Reviewing the anatomical and physiological details of what in

the doctor's opinion was going on inside him, he understood it all.

     There was something, a small thing, in the vermiform appendix. 

It might all come right.  Only stimulate the energy of one organ

and check the activity of another, then absorption would take place

and everything would come right.  He got home rather late for

dinner, ate his dinner, and conversed cheerfully, but could not for

a long time bring himself to go back to work in his room.  At last,

however, he went to his study and did what was necessary, but the

consciousness that he had put something aside -- an important,

intimate matter which he would revert to when his work was done --

never left him.  When he had finished his work he remembered that

this intimate matter was the thought of his vermiform appendix. 

But he did not give himself up to it, and went to the drawing-room

for tea.  There were callers there, including the examining

magistrate who was a desirable match for his daughter, and they

were conversing, playing the piano, and singing.  Ivan Ilych, as

Praskovya Fedorovna remarked, spent that evening more cheerfully

than usual, but he never for a moment forgot that he had postponed

the important matter of the appendix.  At eleven o'clock he said

goodnight and went to his bedroom.  Since his illness he had slept

alone in a small room next to his study.  He undressed and took up

a novel by Zola, but instead of reading it he fell into thought,

and in his imagination that desired improvement in the vermiform

appendix occurred.  There was the absorption and evacuation and the

re-establishment of normal activity.  "Yes, that's it!" he said to

himself. "One need only assist nature, that's all."  He remembered

his medicine, rose, took it, and lay down on his back watching for

the beneficent  action of the medicine and for it to lessen the

pain.  "I need only take it regularly and avoid all injurious

influences.  I am already feeling better, much better."  He began

touching his side:  it was not painful to the touch.  "There, I

really don't feel it.  It's much better already."  He put out the

light and turned on his side ... "The appendix is getting better,

absorption is occurring."  Suddenly he felt the old, familiar,

dull, gnawing pain, stubborn and serious.  There was the same

familiar loathsome taste in his mouth.  His heart sand and he felt

dazed.  "My God!  My God!" he muttered.  "Again, again!  And it

will never cease."  And suddenly the matter presented itself in a

quite different aspect.  "Vermiform appendix!  Kidney!" he said to

himself.  "It's not a question of appendix or kidney, but of life

and...death.  Yes, life was there and now it is going, going and I

cannot stop it.  Yes.  Why deceive myself?  Isn't it obvious to

everyone but me that I'm dying, and that it's only a question of

weeks, days...it may happen this moment.  There was light and now

there is darkness.  I was here and now I'm going there!  Where?" A

chill came over him, his breathing ceased, and he felt only the

throbbing of his heart.

     "When I am not, what will there be?  There will be nothing. 

Then where shall I be when I am no more?  Can this be dying?  No,

I don't want to!"  He jumped up and tried to light the candle, felt

for it with trembling hands, dropped candle and candlestick on the

floor, and fell back on his pillow.

     "What's the use?  It makes no difference," he said to himself,

staring with wide-open eyes into the darkness.  "Death.  Yes,

death.  And none of them knows or wishes to know it, and they have

no pity for me.  Now they are playing."  (He heard through the door

the distant sound of a song and its accompaniment.)  "It's all the

same to them, but they will die too! Fools!  I first, and they

later, but it will be the same for them.  And now they are

merry...the beasts!"

     Anger choked him and he was agonizingly, unbearably miserable. 

"It is impossible that all men have been doomed to suffer this

awful horror!"  He raised himself.

     "Something must be wrong.  I must calm myself -- must think it

all over from the beginning."  And he again began thinking.  "Yes,

the beginning of my illness:  I knocked my side, but I was still

quite well that day and the next.  It hurt a little, then rather

more.  I saw the doctors, then followed despondency and anguish,

more doctors, and I drew nearer to the abyss.  My strength grew

less and I kept coming nearer and nearer, and now I have wasted

away and there is no light in my eyes.  I think of the appendix --

but this is death!  I think of mending the appendix, and all the

while here is death!  Can it really be death?"  Again terror seized

him and he gasped for breath.  He leant down and began feeling for

the matches, pressing with his elbow on the stand beside the bed. 

It was in his way and hurt him, he grew furious with it, pressed on

it still harder, and upset it.  Breathless and in despair he fell

on his back, expecting death to come immediately.

     Meanwhile the visitors were leaving.  Praskovya Fedorovna was

seeing them off.  She heard something fall and came in. 

     "What has happened?"

     "Nothing.  I knocked it over accidentally." 

     She went out and returned with a candle.  He lay there panting

heavily, like a man who has run a thousand yards, and stared

upwards at her with a fixed look.  

     "What is it, Jean?"

     "No...o...thing.  I upset it."  ("Why speak of it?  She won't

understand," he thought.)

     And in truth she did not understand.  She picked up the stand,

lit his candle, and hurried away to see another visitor off.  When

she came back he still lay on his back, looking upwards.

     "What is it?  Do you feel worse?"

     "Yes."

     She shook her head and sat down.

     "Do you know, Jean, I think we must ask Leshchetitsky to come

and see you here."

     This meant calling in the famous specialist, regardless of

expense.  He smiled malignantly and said "No."  She remained a

little longer and then went up to him and kissed his forehead.

     While she was kissing him he hated her from the bottom of his

soul and with difficulty refrained from pushing her away.

     "Good night.  Please God you'll sleep."

     "Yes."

                                        ---  VI  ---

    Ivan Ilych saw that he was dying, and he was in continual

despair.

     In the depth of his heart he knew he was dying, but not only

was he not accustomed to the thought, he simply did not and could

not grasp it.

     The syllogism he had learnt from Kiesewetter's Logic:  "Caius

is a man, men are mortal, therefore Caius is mortal," had always

seemed to him correct as applied to Caius, but certainly not as

applied to himself.  That Caius -- man in the abstract -- was

mortal, was perfectly correct, but he was not Caius, not an

abstract man, but a creature quite, quite separate from all others. 

He had been little Vanya, with a mamma and a papa, with Mitya and

Volodya, with the toys, a coachman and a nurse, afterwards with

Katenka and will all the joys, griefs, and delights of childhood,

boyhood, and youth.  What did Caius know of the smell of that

striped leather ball Vanya had been so fond of?  Had Caius kissed

his mother's hand like that, and did the silk of her dress rustle

so for Caius?  Had he rioted like that at school when the pastry

was bad?  Had Caius been in love like that?  Could Caius preside at

a session as he did?  "Caius really was mortal, and it was right

for him to die; but for me, little Vanya, Ivan Ilych, with all my

thoughts and emotions, it's altogether a different matter.  It

cannot be that I ought to die.  That would be too terrible."

     Such was his feeling.

     "If I had to die like Caius I would have known it was so.  An

inner voice would have told me so, but there was nothing of the

sort in me and I and all my friends felt that our case was quite

different from that of Caius.  and now here it is!" he said to

himself.  "It can't be.  It's impossible!  But here it is.  How is

this?  How is one to understand it?"

     He could not understand it, and tried to drive this false,

incorrect, morbid thought away and to replace it by other proper

and healthy thoughts.  But that thought, and not the thought only

but the reality itself, seemed to come and confront him.

     And to replace that thought he called up a succession of

others, hoping to find in them some support.  He tried to get back

into the former current of thoughts that had once screened the

thought of death from him.  But strange to say, all that had

formerly shut off, hidden, and destroyed his consciousness of

death, no longer had that effect.  Ivan Ilych now spent most of his

time in attempting to re-establish that old current.  He would say

to himself:  "I will take up my duties again -- after all I used to

live by them."  And banishing all doubts he would go to the law

courts, enter into conversation with his colleagues, and sit

carelessly as was his wont, scanning the crowd with a thoughtful

look and leaning both his emaciated arms on the arms of his oak

chair; bending over as usual to a colleague and drawing his papers

nearer he would interchange whispers with him, and then suddenly

raising his eyes and sitting erect would pronounce certain words

and open the proceedings.  But suddenly in the midst of those

proceedings the pain in his side, regardless of the stage the

proceedings had reached, would begin its own gnawing work.  Ivan

Ilych would turn his attention to it and try to drive the thought

of it away, but without success.  *It* would come and stand before

him and look at him, and he would be petrified and the light would

die out of his eyes, and he would again begin asking himself

whether *It* alone was true.  And his colleagues and subordinates

would see with surprise and distress that he, the brilliant and

subtle judge, was becoming confused and making mistakes.  He would

shake himself, try to pull himself together, manage somehow to

bring the sitting to a close, and return home with the sorrowful

consciousness that his judicial labours could not as formerly hide

from him what he wanted them to hide, and could not deliver him

from *It*.  And what was worst of all was that *It* drew his

attention to itself not in order to make him take some action but

only that he should look at *It*, look it straight in the face: 

look at it and without doing anything, suffer inexpressibly.

     And to save himself from this condition Ivan Ilych looked for

consolations -- new screens -- and new screens were found and for

a while seemed to save him, but then they immediately fell to

pieces or rather became transparent, as if *It* penetrated them and

nothing could veil *It*.  

     In these latter days he would go into the drawing-room he had

arranged -- that drawing-room where he had fallen and for the sake

of which (how bitterly ridiculous it seemed) he had sacrificed his

life -- for he knew that his illness originated with that knock. 

He would enter and see that something had scratched the polished

table.  He would look for the cause of this and find that it was

the bronze ornamentation of an album, that had got bent.  He would

take up the expensive album which he had lovingly arranged, and

feel vexed with his daughter and her friends for their untidiness -

- for the album was torn here and there and some of the photographs

turned upside down.  He would put it carefully in order and bend

the ornamentation back into position.  Then it would occur to him

to place all those things in another corner of the room, near the

plants.  He would call the footman, but his daughter or wife would

come to help him.  They would not agree, and his wife would

contradict him, and he would dispute and grow angry. But that was

all right, for then he did not think about *It*.  *It* was

invisible.

     But then, when he was moving something himself, his wife would

say:  "Let the servants do it.  You will hurt yourself again."  And

suddenly *It* would flash through the screen and he would see it. 

It was just a flash, and he hoped it would disappear, but he would

involuntarily pay attention to his side.  "It sits there as before,

gnawing just the same!"  And he could no longer forget *It*, but

could distinctly see it looking at him from behind the flowers. 

"What is it all for?"

     "It really is so!  I lost my life over that curtain as I might

have done when storming a fort.  Is that possible?  How terrible

and how stupid.  It can't be true!  It can't, but it is."

     He would go to his study, lie down, and again be alone with

*It*: face to face with *It*.  And nothing could be done with *It*

except to look at it and shudder.

                  ---  VII  ---

      How  it happened it is impossible to say because it came about

step by step, unnoticed, but in the third month of Ivan Ilych's

illness, his wife, his daughter, his son, his acquaintances, the

doctors, the servants, and above all he himself, were aware that

the whole interest he had for other people was whether he would

soon vacate his place, and at last release the living from the

discomfort caused by his presence and be himself released from his

sufferings.

     He slept less and less.  He was given opium and hypodermic

injections of morphine, but this did not relieve him.  The dull

depression he experienced in a somnolent condition at first gave

him a little relief, but only as something new, afterwards it

became as distressing as the pain itself or even more so.

     Special foods were prepared for him by the doctors' orders,

but all those foods became increasingly distasteful and disgusting

to him.

     For his excretions also special arrangements had to be made,

and this was a torment to him every time -- a torment from the

uncleanliness, the unseemliness, and the smell, and from knowing

that another person had to take part in it.

     But just through his most unpleasant matter, Ivan Ilych

obtained comfort.  Gerasim, the butler's young assistant, always

came in to carry the things out.  Gerasim was a clean, fresh

peasant lad, grown stout on town food and always cheerful and

bright.  At first the sight of him, in his clean Russian peasant

costume, engaged on that disgusting task embarrassed Ivan Ilych.

     Once when he got up from the commode to weak to draw up his

trousers, he dropped into a soft armchair and looked with horror at

his bare, enfeebled thighs with the muscles so sharply marked on

them.

     Gerasim with a firm light tread, his heavy boots emitting a

pleasant smell of tar and fresh winter air, came in wearing a clean

Hessian apron, the sleeves of his print shirt tucked up over his

strong bare young arms; and refraining from looking at his sick

master out of consideration for his feelings, and restraining the

joy of life that beamed from his face, he went up to the commode.

     "Gerasim!" said Ivan Ilych in a weak voice.

     "Gerasim started, evidently afraid he might have committed

some blunder, and with a rapid movement turned his fresh, kind,

simple young face which just showed the first downy signs of a

beard.

     "Yes, sir?"

     "That must be very unpleasant for you.  You must forgive me. 

I am helpless."

     "Oh, why, sir," and Gerasim's eyes beamed and he showed his

glistening white teeth, "what's a little trouble?  It's a case of

illness with you, sir."

     And his deft strong hands did their accustomed task, and he

went out of the room stepping lightly.  five minutes later he as

lightly returned.

     Ivan Ilych was still sitting in the same position in the

armchair.

     "Gerasim," he said when the latter had replaced the freshly-

washed utensil.  "Please come here and help me."  Gerasim went up

to him.  "Lift me up.  It is hard for me to get up, and I have sent

Dmitri away."

     Gerasim went up to him, grasped his master with his strong

arms deftly but gently, in the same way that he stepped -- lifted

him, supported him with one hand, and with the other drew up his

trousers and would have set him down again, but Ivan Ilych asked to

be led to the sofa.  Gerasim, without an effort and without

apparent pressure, led him, almost lifting him, to the sofa and

placed him on it.

     "That you.  How easily and well you do it all!"

     Gerasim smiled again and turned to leave the room.  But Ivan

Ilych felt his presence such a comfort that he did not want to let

him go.

     "One thing more, please move up that chair.  No, the other one

-- under my feet.  It is easier for me when my feet are raised."

     Gerasim brought the chair, set it down gently in place, and

raised Ivan Ilych's legs on it.  It seemed to Ivan Ilych that he

felt better while Gerasim was holding up his legs.

     "It's better when my legs are higher," he said.  "Place that

cushion under them."

     Gerasim did so.  He again lifted the legs and placed them, and

again Ivan Ilych felt better while Gerasim held his legs.  When he

set them down Ivan Ilych fancied he felt worse.

     "Gerasim," he said.  "Are you busy now?"

     "Not at all, sir," said Gerasim, who had learnt from the

townsfolk how to speak to gentlefolk.

     "What have you still to do?"

     "What have I to do?  I've done everything except chopping the

logs for tomorrow."

     "Then hold my legs up a bit higher, can you?"

     "Of course I can.  Why not?"  and Gerasim raised his master's

legs higher and Ivan Ilych thought that in that position he did not

feel any pain at all.

     "And how about the logs?"

     "Don't trouble about that, sir.  There's plenty of time."

     Ivan Ilych told Gerasim to sit down and hold his legs, and

began to talk to him. And strange to say it seemed to him that he

felt better while Gerasim held his legs up.

     After that Ivan Ilych would sometimes call Gerasim and get him

to hold his legs on his shoulders, and he liked talking to him. 

Gerasim did it all easily, willingly, simply, and with a good

nature that touched Ivan Ilych.  Health, strength, and vitality in

other people were offensive to him, but Gerasim's strength and

vitality did not mortify but soothed him.

     What tormented Ivan Ilych most was the deception, the lie,

which for some reason they all accepted, that he was not dying but

was simply ill, and the only need keep quiet and undergo a

treatment and then something very good would result.  He however

knew that do what they would nothing would come of it, only still

more agonizing suffering and death.  This deception tortured him --

their not wishing to admit what they all knew and what he knew, but

wanting to lie to him concerning his terrible condition, and

wishing and forcing him to participate in that lie.  Those lies --

lies enacted over him on the eve of his death and destined to

degrade this awful, solemn act to the level of their visitings,

their curtains, their sturgeon for dinner -- were a terrible agony

for Ivan Ilych.  And strangely enough, many times when they were

going through their antics over him he had been within a

hairbreadth of calling out to them:  "Stop lying!  You know and I

know that I am dying.  Then at least stop lying about it!"  But he

had never had the spirit to do it.  The awful, terrible act of his

dying was, he could see, reduced by those about him to the level of

a casual, unpleasant, and almost indecorous incident (as if someone

entered a drawing room defusing an unpleasant odour) and this was

done by that very decorum which he had served all his life long. 

He saw that no one felt for him, because no one even wished to

grasp his position.  Only Gerasim recognized it and pitied him. 

And so Ivan Ilych felt at ease only with him.  He felt comforted

when Gerasim supported his legs (sometimes all night long) and

refused to go to bed, saying:  "Don't you worry, Ivan Ilych.  I'll

get sleep enough later on," or when he suddenly became familiar and

exclaimed:  "If you weren't sick it would be another matter, but as

it is, why should I grudge a little trouble?"  Gerasim alone did

not lie; everything showed that he alone understood the facts of

the case and did not consider it necessary to disguise them, but

simply felt sorry for his emaciated and enfeebled master.  Once

when Ivan Ilych was sending him away he even said straight out: 

"We shall all of us die, so why should I grudge a little trouble?"

-- expressing the fact that he did not think his work burdensome,

because he was doing it for a dying man and hoped someone would do

the same for him when his time came.

     Apart from this lying, or because of it, what most tormented

Ivan Ilych was that no one pitied him as he wished to be pitied. 

At certain moments after prolonged suffering he wished most of all

(though he would have been ashamed to confess it) for someone to

pity him as a sick child is pitied.  He longed to be petted and

comforted.  he knew he was an important functionary, that he had a

beard turning grey, and that therefore what he long for was

impossible, but still he longed for it.  and in Gerasim's attitude

towards him there was something akin to what he wished for, and so

that attitude comforted him.  Ivan Ilych wanted to weep, wanted to

be petted and cried over, and then his colleague Shebek would come,

and instead of weeping and being petted, Ivan Ilych would assume a

serious, severe, and profound air, and by force of habit would

express his opinion on a decision of the Court of Cassation and

would stubbornly insist on that view.  This falsity around him and

within him did more than anything else to poison his last days.

                             ---  VIII  ---

     It was morning.  He knew it was morning because Gerasim had

gone, and Peter the footman had come and put out the candles, drawn

back one of the curtains, and begun quietly to tidy up.  Whether it

was morning or evening, Friday or Sunday, made no difference, it

was all just the same:  the gnawing, unmitigated, agonizing pain,

never ceasing for an instant, the consciousness of life inexorably

waning but not yet extinguished, the approach of that ever dreaded

and hateful Death which was the only reality, and always the same

falsity.  What were days, weeks, hours, in such a case?

     "Will you have some tea, sir?"

     "He wants things to be regular, and wishes the gentlefolk to

drink tea in the morning," thought ivan Ilych, and only said "No."

     "Wouldn't you like to move onto the sofa, sir?"

     "He wants to tidy up the room, and I'm in the way.  I am

uncleanliness and disorder," he thought, and said only:

     "No, leave me alone."

     The man went on bustling about.  Ivan Ilych stretched out his

hand.  Peter came up, ready to help.

     "What is it, sir?"

     "My watch."

     Peter took the watch which was close at hand and gave it to

his master.

     "Half-past eight.  Are they up?"

     "No sir, except Vladimir Ivanovich" (the son) "who has gone to

school.  Praskovya Fedorovna ordered me to wake her if you asked

for her.  Shall I do so?"

     "No, there's no need to."  "Perhaps I's better have some tea,"

he thought, and added aloud:  "Yes, bring me some tea."

     Peter went to the door, but Ivan Ilych dreaded being left

alone.  "How can I keep him here?  Oh yes, my medicine."  "Peter,

give me my medicine."  "Why not?  Perhaps it may still do some

good."  He took a spoonful and swallowed it.  "No, it won't help. 

It's all tomfoolery, all deception," he decided as soon as he

became aware of the familiar, sickly, hopeless taste.  "No, I can't

believe in it any longer.  But the pain, why this pain?  If it

would only cease just for a moment!"  And he moaned.  Peter turned

towards him.  "It's all right.  Go and fetch me some tea."

     Peter went out.  Left alone Ivan Ilych groaned not so much

with pain, terrible thought that was, as from mental anguish. 

Always and for ever the same, always these endless days and nights. 

If only it would come quicker!  If only *what* would come quicker? 

Death, darkness?...No, no!  anything rather than death!     

     when Peter returned with the tea on a tray, Ivan Ilych stared

at him for a time in perplexity, not realizing who and what he was. 

Peter was disconcerted by that look and his embarrassment brought

Ivan Ilych to himself.

     "Oh, tea!  All right, put it down.  Only help me to wash and

put on a clean shirt."

     And Ivan Ilych began to wash.  With pauses for rest, he washed

his hands and then his face, cleaned his teeth, brushed his hair,

looked in the glass.  He was terrified by what he saw, especially

by the limp way in which his hair clung to his pallid forehead.

     While his shirt was being changed he knew that he would be

still more frightened at the sight of his body, so he avoided

looking at it.  Finally he was ready.  He drew on a dressing-gown,

wrapped himself in a plaid, and sat down in the armchair to take

his tea.  For a moment he felt refreshed, but as soon as he began

to drink the tea he was again aware of the same taste, and the pain

also returned.  He finished it with an effort, and then lay down

stretching out his legs, and dismissed Peter.

     Always the same.  Now a spark of hope flashes up, then a sea

of despair rages, and always pain; always pain, always despair, and

always the same.  When alone he had a dreadful and distressing

desire to call someone, but he knew beforehand that with others

present it would be still worse.  "Another dose of morphine--to

lose consciousness.  I will tell him, the doctor, that he must

think of something else.  It's impossible, impossible, to go on

like this."

     An hour and another pass like that.  But now there is a ring

at the door bell.  Perhaps it's the doctor?  It is.  He comes in

fresh, hearty, plump, and cheerful, with that look on his face that

seems to say:  "There now, you're in a panic about something, but

we'll arrange it all for you directly!"  The doctor knows this

expression is out of place here, but he has put it on once for all

and can't take it off -- like a man who has put on a frock-coat in

the morning to pay a round of calls.

     The doctor rubs his hands vigorously and reassuringly.

     "Brr!  How cold it is!  There's such a sharp frost; just let

me warm myself!" he says, as if it were only a matter of waiting

till he was warm, and then he would put everything right.

     "Well now, how are you?"

     Ivan Ilych feels that the doctor would like to say:  "Well,

how are our affairs?" but that even he feels that this would not

do, and says instead:  "What sort of a night have you had?"

     Ivan Ilych looks at him as much as to say:  "Are you really

never ashamed of lying?"  But the doctor does not wish to

understand this question, and Ivan Ilych says:  "Just as terrible

as ever.  The pain never leaves me and never subsides.  If only

something ... "

     "Yes, you sick people are always like that.... There, now I

think I am warm enough.  Even Praskovya Fedorovna, who is so

particular, could find no fault with my temperature.  Well, now I

can say good-morning," and the doctor presses his patient's hand.

     Then dropping his former playfulness, he begins with a most

serious face to examine the patient, feeling his pulse and taking

his temperature, and then begins the sounding and auscultation.

     Ivan Ilych knows quite well and definitely that all this is

nonsense and pure deception, but when the doctor, getting down on

his knee, leans over him, putting his ear first higher then lower,

and performs various gymnastic movements over him with a

significant expression on his face, Ivan Ilych submits to it all as

he used to submit to the speeches of the lawyers, though he knew

very well that they were all lying and why they were lying.

     The doctor, kneeling on the sofa, is still sounding him when

Praskovya Fedorovna's silk dress rustles at the door and she is

heard scolding Peter for not having let her know of the doctor's

arrival.

     She comes in, kisses her husband, and at once proceeds to

prove that she has been up a long time already, and only owing to

a misunderstanding failed to be there when the doctor arrived.

     Ivan Ilych looks at her, scans her all over, sets against her

the whiteness and plumpness and cleanness of her hands and neck,

the gloss of her hair, and the sparkle of her vivacious eyes.  He

hates her with his whole soul.  And the thrill of hatred he feels

for her makes him suffer from her touch.

     Her attitude towards him and his diseases is still the same. 

Just as the doctor had adopted a certain relation to his patient

which he could not abandon, so had she formed one towards him --

that he was not doing something he ought to do and was himself to

blame, and that she reproached him lovingly for this -- and she

could not now change that attitude.

     "You see he doesn't listen to me and doesn't take his medicine

at the proper time.  And above all he lies in a position that is no

doubt bad for him -- with his legs up."

     She described how he made Gerasim hold his legs up.

     The doctor smiled with a contemptuous affability that said: 

"What's to be done?  These sick people do have foolish fancies of

that kind, but we must forgive them."

     When the examination was over the doctor looked at his watch,

and then Praskovya Fedorovna announced to Ivan Ilych that it was of

course as he pleased, but she had sent today for a celebrated

specialist who would examine him and have a consultation with

Michael Danilovich (their regular doctor).

     "Please don't raise any objections. I am doing this for my own

sake," she said ironically, letting it be felt that she was doing

it all for his sake and only said this to leave him no right to

refuse.  He remained silent, knitting his brows.  He felt that he

was surrounded and involved in a mesh of falsity that it was hard

to unravel anything.

     Everything she did for him was entirely for her own sake, and

she told him she was doing for herself what she actually was doing

for herself, as if that was so incredible that he must understand

the opposite.

     At half-past eleven the celebrated specialist arrived.  Again

the sounding began and the significant conversations in his

presence and in another room, about the kidneys and the appendix,

and the questions and answers, with such an air of importance that

again, instead of the real question of life and death which now

alone confronted him, the question arose of the kidney and appendix

which were not behaving as they ought to and would now be attached

by Michael Danilovich and the specialist and forced to amend their

ways.

     The celebrated specialist took leave of him with a serious

though not hopeless look, and in reply to the timid question Ivan

Ilych, with eyes glistening with fear and hope, put to him as to

whether there was a chance of recovery, said that he could not

vouch for it but there was a possibility.  The look of hope with

which Ivan Ilych watched the doctor out was so pathetic that

Praskovya Fedorovna, seeing it, even wept as she left the room to

hand the doctor his fee.

     The gleam of hope kindled by the doctor's encouragement did

not last long.  The same room, the same pictures, curtains, wall-

paper, medicine bottles, were all there, and the same aching

suffering body, and Ivan Ilych began to moan.  They gave him a

subcutaneous injection and he sank into oblivion.

     It was twilight when he came to.  They brought him his dinner

and he swallowed some beef tea with difficulty, and then everything

was the same again and night was coming on.

     After dinner, at seven o'clock, Praskovya Fedorovna came into

the room in evening dress, her full bosom pushed up by her corset,

and with traces of powder on her face.  She had reminded him in the

morning that they were going to the theatre.  Sarah Bernhardt was

visiting the town and they had a box, which he had insisted on

their taking.  Now he had forgotten about it and her toilet

offended him, but he concealed his vexation when he remembered that

he had himself insisted on their securing a box and going because

it would be an instructive and aesthetic pleasure for the children.

     Praskovya Fedorovna came in, self-satisfied but yet with a

rather guilty air.  She sat down and asked how he was, but, as he

saw, only for the sake of asking and not in order to learn about

it, knowing that there was nothing to learn -- and then went on to

what she really wanted to say:  that she would not on any account

have gone but that the box had been taken and Helen and their

daughter were going, as well as Petrishchev (the examining

magistrate, their daughter's fiance) and that it was out of the

question to let them go alone; but that she would have much

preferred to sit with him for a while; and he must be sure to

follow the doctor's orders while she was away.

     "Oh, and Fedor Petrovich" (the fiance) "would like to come in. 

May he?  And Lisa?"

     "All right."

     Their daughter came in in full evening dress, her fresh young

flesh exposed (making a show of that very flesh which in his own

case caused so much suffering), strong, healthy, evidently in love,

and impatient with illness, suffering, and death, because they

interfered with her happiness.

     Fedor petrovich came in too, in evening dress, his hair curled

*a la Capoul*, a tight stiff collar round his long sinewy neck, an

enormous white shirt-front and narrow black trousers tightly

stretched over his strong thighs.  He had one white glove tightly

drawn on, and was holding his opera hat in his hand.

     Following him the schoolboy crept in unnoticed, in a new

uniform, poor little fellow, and wearing gloves.  Terribly dark

shadows showed under his eyes, the meaning of which Ivan Ilych knew

well.

     His son had always seemed pathetic to him, and now it was

dreadful to see the boy's frightened look of pity.  It seemed to

Ivan Ilych that Vasya was the only one besides Gerasim who

understood and pitied him.

     They all sat down and again asked how he was.  A silence

followed.  Lisa asked her mother about the opera glasses, and there

was an altercation between mother and daughter as to who had taken

them and where they had been put.  This occasioned some

unpleasantness.

     Fedor Petrovich inquired of Ivan Ilych whether he had ever

seen Sarah Bernhardt.  Ivan Ilych did not at first catch the

question, but then replied:  "No, have you seen her before?"

     "Yes, in *Adrienne Lecouvreur*."

     Praskovya Fedorovna mentioned some roles in which Sarah

Bernhardt was particularly good.  Her daughter disagreed. 

Conversation sprang up as to the elegance and realism of her acting

-- the sort of conversation that is always repeated and is always

the same.

     In the midst of the conversation Fedor Petrovich glanced at

Ivan Ilych and became silent.  The others also looked at him and

grew silent.  Ivan Ilych was staring with glittering eyes straight

before him, evidently indignant with them.  This had to be

rectified, but it was impossible to do so.  The silence had to be

broken, but for a time no one dared to break it and they all became

afraid that the conventional deception would suddenly become

obvious and the truth become plain to all.  Lisa was the first to

pluck up courage and break that silence, but by trying to hide what

everybody was feeling, she betrayed it.

     "Well, if we are going it's time to start," she said, looking

at her watch, a present from her father, and with a faint and

significant smile at Fedor Petrovich relating to something known

only to them.  She got up with a rustle of her dress.

     They all rose, said good-night, and went away.

     When they had gone it seemed to Ivan Ilych that he felt

better; the falsity had gone with them.  But the pain remained --

that same pain and that same fear that made everything monotonously

alike, nothing harder and nothing easier.  Everything was worse.

     Again minute followed minute and hour followed hour. 

Everything remained the same and there was no cessation.  And the

inevitable end of it all became more and more terrible.

     "Yes, send Gerasim here," he replied to a question Peter

asked.

                        ---  IX ---

     His wife returned late at night.  She came in on tiptoe, but

he heard her, opened his eyes, and made haste to close them again. 

She wished to send Gerasim away and to sit with him herself, but he

opened his eyes and said:  "No, go away."

     "Are you in great pain?"

     "Always the same."

     "Take some opium."

     He agreed and took some.  She went away.

     Till about three in the morning he was in a state of stupefied

misery.  It seemed to him that he and his pain were being thrust

into a narrow, deep black sack, but though they were pushed further

and further in they could not be pushed to the bottom.  And this,

terrible enough in itself, was accompanied by suffering.  He was

frightened yet wanted to fall through the sack, he struggled but

yet co-operated.  And suddenly he broke through, fell, and regained

consciousness.  Gerasim was sitting at the foot of the bed dozing

quietly and patiently, while he himself lay with his emaciated

stockinged legs resting on Gerasim's shoulders; the same shaded

candle was there and the same unceasing pain.

     "Go away, Gerasim," he whispered.

     "It's all right, sir.  I'll stay a while."

     "No.  Go away."

     He removed his legs from Gerasim's shoulders, turned sideways

onto his arm, and felt sorry for himself.  He only waited till

Gerasim had gone into the next room and then restrained himself no

longer but wept like a child.  He wept on account of his

helplessness, his terrible loneliness, the cruelty of man, the

cruelty of God, and the absence of God.

     "Why hast Thou done all this?  Why hast Thou brought me here? 

Why, why dost Thou torment me so terribly?"

     He did not expect an answer and yet wept because there was no

answer and could be none.  The pain again grew more acute, but he

did not stir and did not call.  He said to himself:  "Go on! 

Strike me!  But what is it for?  What have I done to Thee?  What is

it for?"

     Then he grew quiet and not only ceased weeping but even held

his breath and became all attention.  It was as though he were

listening not to an audible voice but to the voice of his soul, to

the current of thoughts arising within him.

     "What is it you want?" was the first clear conception capable

of expression in words, that he heard.

     "What do you want?  What do you want?" he repeated to himself.

     "What do I want?  To live and not to suffer," he answered.

     And again he listened with such concentrated attention that

even his pain did not distract him.

     "To live?  How?" asked his inner voice.

     "Why, to live as I used to -- well and pleasantly."

     "As you lived before, well and pleasantly?" the voice

repeated.

     And in imagination he began to recall the best moments of his

pleasant life.  But strange to say none of those best moments of

his pleasant life now seemed at all what they had then seemed --

none of them except the first recollections of childhood.  There,

in childhood, there had been something really pleasant with which

it would be possible to live if it could return.  But the child who

had experienced that happiness existed no longer, it was like a

reminiscence of somebody else.

    And as soon as the period began which had produced the present

Ivan Ilych, all that had then seemed joys now melted before his

sight and turned into something trivial and often nasty.

     And the further he departed from childhood and the nearer he

came to the present the more worthless and doubtful were the joys. 

This began with the School of Law.  A little that was really good

was still found there -- there was light-heartedness, friendship,

and hope.  But in the upper classes there had already been fewer of

such good moments.  Then during the first years of his official

career, when he was in the service of the governor, some pleasant

moments again occurred:  they were the memories of love for a

woman.  Then all became confused and there was still less of what

was good; later on again there was still less that was good, and

the further he went the less there was.  His marriage, a mere

accident, then the disenchantment that followed it, his wife's bad

breath and the sensuality and hypocrisy:  then that deadly official

life and those preoccupations about money, a year of it, and two,

and ten, and twenty, and always the same thing.  And the longer it

lasted the more deadly it became.  "It is as if I had been going

downhill while I imagined I was going up.  And that is really what

it was.  I was going up in public opinion, but to the same extent

life was ebbing away from me.  And now it is all done and there is

only death.

     "Then what does it mean?  Why?  It can't be that life is so

senseless and horrible.  But if it really has been so horrible and

senseless, why must I die and die in agony?  There is something

wrong!

     "Maybe I did not live as I ought to have done," it suddenly

occurred to him.  "But how could that be, when I did everything

properly?" he replied, and immediately dismissed from his mind

this, the sole solution of all the riddles of life and death, as

something quite impossible.

     "Then what do you want now?  To live?  Live how?  Live as you

lived in the law courts when the usher proclaimed 'The judge is

coming!'  The judge is coming, the judge!"  he repeated to himself. 

"Here he is, the judge.  But I am not guilty!" he exclaimed

angrily.  "What is it for?"  And he ceased crying, but turning his

face to the wall continued to ponder on the same question:  Why,

and for what purpose, is there all this horror?  But however much

he pondered he found no answer.  And whenever the thought occurred

to him, as it often did, that it all resulted from his not having

lived as he ought to have done, he at once recalled the correctness

of his whole life and dismissed so strange an idea.

                            ---  X ---

     Another fortnight passed.  Ivan Ilych now no longer left his

sofa.  He would not lie in bed but lay on the sofa, facing the wall

nearly all the time.  He suffered ever the same unceasing agonies

and in his loneliness pondered always on the same insoluble

question:  "What is this?  Can it be that it is Death?"  And the

inner voice answered:  "Yes, it is Death."

     "Why these sufferings?"  And the voice answered, "For no

reason -- they just are so."  Beyond and besides this there was

nothing.

     From the very beginning of his illness, ever since he had

first been to see the doctor, Ivan Ilych's life had been divided

between two contrary and alternating moods:  now it was despair and

the expectation of this uncomprehended and terrible death, and now

hope and an intently interested observation of the functioning of

his organs.  Now before his eyes there was only a kidney or an

intestine that temporarily evaded its duty, and now only that

incomprehensible and dreadful death from which it was impossible to

escape.

     These two states of mind had alternated from the very

beginning of his illness, but the further it progressed the more

doubtful and fantastic became the conception of the kidney, and the

more real the sense of impending death.

     He had but to call to mind what he had been three months

before and what he was now, to call to mind with what regularity he

had been going downhill, for every possibility of hope to be

shattered.

     Latterly during the loneliness in which he found himself as he

lay facing the back of the sofa, a loneliness in the midst of a

populous town and surrounded by numerous acquaintances and

relations but that yet could not have been more complete anywhere -

- either at the bottom of the sea or under the earth -- during that

terrible loneliness Ivan ilych had lived only in memories of the

past.  Pictures of his past rose before him one after another. 

they always began with what was nearest in time and then went back

to what was most remote -- to his childhood -- and rested there. 

If he thought of the stewed prunes that had been offered him that

day, his mind went back to the raw shrivelled French plums of his

childhood, their peculiar flavour and the flow of saliva when he

sucked their stones, and along with the memory of that taste came

a whole series of memories of those days: his nurse, his brother,

and their toys.  "No, I mustn't thing of that....It is too

painful," Ivan Ilych said to himself, and brought himself back to

the present -- to the button on the back of the sofa and the

creases in its morocco.  "Morocco is expensive, but it does not

wear well:  there had been a quarrel about it.  It was a different

kind of quarrel and a different kind of morocco that time when we

tore father's portfolio and were punished, and mamma brought us

some tarts...."  And again his thoughts dwelt on his childhood, and

again it was painful and he tried to banish them and fix his mind

on something else.

     Then again together with that chain of memories another series

passed through his mind -- of how his illness had progressed and

grown worse.  There also the further back he looked the more life

there had been.  There had been more of what was good in life and

more of life itself. The two merged together.  "Just as the pain

went on getting worse and worse, so my life grew worse and worse,"

he thought.  "There is one bright spot there at the back, at the

beginning of life, and afterwards all becomes blacker and blacker

and proceeds more and more rapidly -- in inverse ration to the

square of the distance from death," thought Ivan Ilych.  And the

example of a stone falling downwards with increasing velocity

entered his mind.  Life, a series of increasing sufferings, flies

further and further towards its end -- the most terrible suffering. 

"I am flying...."  He shuddered, shifted himself, and tried to

resist, but was already aware that resistance was impossible, and

again with eyes weary of gazing but unable to cease seeing what was

before them, he stared at the back of the sofa and waited --

awaiting that dreadful fall and shock and destruction.

     "Resistance is impossible!" he said to himself.  "If I could

only understand what it is all for!  But that too is impossible. 

An explanation would be possible if it could be said that I have

not lived as I ought to.  But it is impossible to say that," and he

remembered all the legality, correctitude, and propriety of his

life.  "That at any rate can certainly not be admitted," he

thought, and his lips smiled ironically as if someone could see

that smile and be taken in by it.  "There is no explanation! 

Agony, death....What for?"

                     ---  XI   ---

     Another two weeks went by in this way and during that

fortnight an even occurred that Ivan Ilych and his wife had

desired.  Petrishchev formally proposed.  It happened in the

evening.  The next day Praskovya Fedorovna came into her husband's

room considering how best to inform him of it, but that very night

there had been a fresh change for the worse in his condition.  She

found him still lying on the sofa but in a different position.  He

lay on his back, groaning and staring fixedly straight in front of

him.

     She began to remind him of his medicines, but he turned his

eyes towards her with such a look that she did not finish what she

was saying; so great an animosity, to her in particular, did that

look express.

     "For Christ's sake let me die in peace!" he said.

     She would have gone away, but just then their daughter came in

and went up to say good morning.  He looked at her as he had done

at his wife, and in reply to her inquiry about his health said

dryly that he would soon free them all of himself.  They were both

silent and after sitting with him for a while went away.

     "Is it our fault?" Lisa said to her mother.  "It's as if we

were to blame!  I am sorry for papa, but why should we be

tortured?"

     The doctor came at his usual time.  Ivan Ilych answered "Yes"

and "No," never taking his angry eyes from him, and at last said: 

"You know you can do nothing for me, so leave me alone."

     "We can ease your sufferings."

     "You can't even do that.  Let me be."

     The doctor went into the drawing room and told Praskovya

Fedorovna that the case was very serious and that the only resource

left was opium to allay her husband's sufferings, which must be

terrible.

     It was true, as the doctor said, that Ivan Ilych's physical

sufferings were terrible, but worse than the physical sufferings

were his mental sufferings which were his chief torture.

     His mental sufferings were due to the fact that that night, as

he looked at Gerasim's sleepy, good-natured face with it prominent

cheek-bones, the question suddenly occurred to him:  "What if my

whole life has been wrong?"

     It occurred to him that what had appeared perfectly impossible

before, namely that he had not spent his life as he should have

done, might after all be true.  It occurred to him that his

scarcely perceptible attempts to struggle against what was

considered good by the most highly placed people, those scarcely

noticeable impulses which he had immediately suppressed, might have

been the real thing, and all the rest false.  And his professional

duties and the whole arrangement of his life and of his family, and

all his social and official interests, might all have been false. 

He tried to defend all those things to himself and suddenly felt

the weakness of what he was defending.  There was nothing to

defend.

     "But if that is so," he said to himself, "and i am leaving

this life with the consciousness that I have lost all that was

given me and it is impossible to rectify it -- what then?"

     He lay on his back and began to pass his life in review in

quite a new way.  In the morning when he saw first his footman,

then his wife, then his daughter, and then the doctor, their every

word and movement confirmed to him the awful truth that had been

revealed to him during the night.  In them he saw himself -- all

that for which he had lived -- and saw clearly that it was not real

at all, but a terrible and huge deception which had hidden both

life and death.  This consciousness intensified his physical

suffering tenfold.  He groaned and tossed about, and pulled at his

clothing which choked and stifled him.  And he hated them on that

account.

     He was given a large dose of opium and became unconscious, but

at noon his sufferings began again.  He drove everybody away and

tossed from side to side.

     His wife came to him and said:

     "Jean, my dear, do this for me.  It can't do any harm and

often helps.  Healthy people often do it."

     He opened his eyes wide.

     "What?  Take communion?  Why?  It's unnecessary!  However..."

     She began to cry.

     "Yes, do, my dear.  I'll send for our priest.  He is such a

nice man."

     "All right.  Very well," he muttered.

     When the priest came and heard his confession, Ivan Ilych was

softened and seemed to feel a relief from his doubts and

consequently from his sufferings, and for a moment there came a ray

of hope.  He again began to think of the vermiform appendix and the

possibility of correcting it.  He received the sacrament with tears

in his eyes.

     When they laid him down again afterwards he felt a moment's

ease, and the hope that he might live awoke in him again.  He began

to think of the operation that had been suggested to him.  "To

live!  I want to live!" he said to himself.

     His wife came in to congratulate him after his communion, and

when uttering the usual conventional words she added:

     "You feel better, don't you?"

     Without looking at her he said "Yes."

     Her dress, her figure, the expression of her face, the tone of

her voice, all revealed the same thing.  "This is wrong, it is not

as it should be.  All you have lived for and still live for is

falsehood and deception, hiding life and death from you."  And as

soon as he admitted that thought, his hatred and his agonizing

physical suffering again sprang up, and with that suffering a

consciousness of the unavoidable, approaching end.  And to this was

added a new sensation of grinding shooting pain and a feeling of

suffocation.

     The expression of his face when he uttered that "Yes" was

dreadful.  Having uttered it, he looked her straight in the eyes,

turned on his face with a rapidity extraordinary in his weak state

and shouted:

     "Go away!  Go away and leave me alone!"

                           ---  XII ---

     From that moment the screaming began that continued for three

days, and was so terrible that one could not hear it through two

closed doors without horror.  At the moment he answered his wife

realized that he was lost, that there was no return, that the end

had come, the very end, and his doubts were still unsolved and

remained doubts.

     "Oh!  Oh!  Oh!" he cried in various intonations.  he had begun

by screaming "I won't!" and continued screaming on the letter "O".

     For three whole days, during which time did not exist for him,

he struggled in that black sack into which he was being thrust by

an invisible, resistless force.  He struggled as a man condemned to

death struggles in the hands of the executioner, knowing that he

cannot save himself.  And every moment he felt that despite all his

efforts he was drawing nearer and nearer to what terrified him.  he

felt that his agony was due to his being thrust into that black

hole and still more to his not being able to get right into it.  He

was hindered from getting into it by his conviction that his life

had been a good one. That very justification of his life held him

fast and prevented his moving forward, and it caused him most

torment of all.

     Suddenly some force struck him in the chest and side, making

it still harder to breathe, and he fell through the hole and there

at the bottom was a light.  What had happened to him was like the

sensation one sometimes experiences in a railway carriage when one

thinks one is going backwards while one is really going forwards

and suddenly becomes aware of the real direction.

     "Yes, it was not the right thing," he said to himself, "but

that's no matter.  It can be done.  But what *is* the right thing?

he asked himself, and suddenly grew quiet.

     This occurred at the end of the third day, two hours before

his death.  Just then his schoolboy son had crept softly in and

gone up to the bedside.  The dying man was still screaming

desperately and waving his arms.  His hand fell on the boy's head,

and the boy caught it, pressed it to his lips, and began to cry.

     At that very moment Ivan Ilych fell through and caught sight

of the light, and it was revealed to him that though his life had

not been what it should have been, this could still be rectified. 

He asked himself, "What *is* the right thing?" and grew still,

listening.  Then he felt that someone was kissing his hand.  He

opened his eyes, looked at his son, and felt sorry for him.  His

wife camp up to him and he glanced at her.  She was gazing at him

open-mouthed, with undried tears on her nose and cheek and a

despairing look on her face.  He felt sorry for her too.

     "Yes, I am making them wretched," he thought.  "They are

sorry, but it will be better for them when I die."  He wished to

say this but had not the strength to utter it.  "Besides, why

speak?  I must act," he thought.  with a look at his wife he

indicated his son and said: "Take him away...sorry for him...sorry

for you too...."  He tried to add, "Forgive me," but said "Forego"

and waved his hand, knowing that He whose understanding mattered

would understand.

     And suddenly it grew clear to him that what had been

oppressing him and would not leave his was all dropping away at

once from two sides, from ten sides, and from all sides.  He was

sorry for them, he must act so as not to hurt them:  release them

and free himself from these sufferings.  "How good and how simple!"

he thought.  "And the pain?" he asked himself.  "What has become of

it?  Where are you, pain?"

     He turned his attention to it.

     "Yes, here it is.  Well, what of it? Let the pain be."

     "And death...where is it?"

     He sought his former accustomed fear of death and did not find

it.  "Where is it?  What death?"  There was no fear because there

was no death.

     In place of death there was light.

     "So that's what it is!" he suddenly exclaimed aloud. "What

joy!"

     To him all this happened in a single instant, and the meaning

of that instant did not change.  For those present his agony

continued for another two hours.  Something rattled in his throat,

his emaciated body twitched, then the gasping and rattle became

less and less frequent.

     "It is finished!" said someone near him.

     He heard these words and repeated them in his soul.

     "Death is finished," he said to himself.  "It is no more!"

     He drew in a breath, stopped in the midst of a sigh, stretched

out, and died.   

Chapter 3
Learning from the Dying

On Death and Dying 

Elisabeth Kubler-Ross (Discussant), Stanford Wessler and Louis V Avioli (Editors)

DR J. RUSSELL LITTLE, Chief, Division of Infectious Disease, the Jewish Hospital of St. Louis and Associate Professor of Medicine and Microbiology, Washington University School of Medicine: Our guest this morning is Elisabeth Kubler-Ross, MD. Dr. Ross has become something of a celebrity since the feature story in Lire magazine (Nov 21, 1969; p 36) concerning her and her work and the appearance of her recent book entitled On Death and Dying.' The book provides a fascinating account of an experiment in teaching and therapy concerned with the emotional problems of seriously ill and dying patients. We have decided to dispense with the traditional case presentation today even though Dr. Ross could discuss any of our hospitalized patients with a terminal disease. Instead we shall turn over the entire hour to her discussion of her approach to the emotional problems of dying patients. 

DR. ELISABETH Kubler-ROSS, Medical Director, South Cook County Mental Health and Family Services, Chicago Heights, III was asked this morning why this topic on death and dying has taken such a long time to come into public awareness. Dying and dignity have been with us for as long as there has been mankind. Why is it now that we have to give seminars and workshops on death and dying? Has it taken us all these decades to begin to be aware that we are finite, and we have to treat dying patients?

Psychiatric Basis

I believe I shall talk like a psychiatrist for about five minutes and try to explain what death means and what the fear of death really represents. In terms of the unconscious, we cannot conceive of our own death. This is very important to understand. I believe that it shall happen to everybody in this room, but not to me. If I am forced to conceive of my own death, then I can only conceive of it as a malignant intervention from the outside. I cannot possibly conceive of dying of old age at home in my own bed. If I have to die, in my unconscious, I can only conceive of it as being killed. I am not afraid of death per se, but rather the destructive catastrophic death that hits me from the outside when I am not prepared. Perhaps the most complicated thing to understand is that I cannot differentiate between the wish and the deed. In the Bible it says somewhere that to lust after your neighbor's wife is as bad as actually doing it. In terms of my reality, testing this is actually absurd. I can have all sorts of fantasies of what I would like to do, but as long as I don't do it, that is satisfactory. In terms of my unconscious that is not acceptable. If you understand this, then you can see what is relevant and what is important to understand, especially in the death of a parent of a young child

Little children have a peculiar concept of death. They regard death not as a permanent happening, but as a temporary happening. Every normal 4- or 5-year-old child who is angry at mommy wishes mommy to drop dead. That is very normal behavior. Children think of it when they are angry, when they feel small and impotent and helpless, and they wish mommy would drop dead only to make her get up again when they are hungry and they want a peanut butter-and-jelly sandwich. The trouble is that the little 4- or 5-year-old boy may really lose his mother by death, separation, or divorce. He then feels that he has actually contributed to her death. This thinking shows that he cannot yet differentiate between his wish to kill mommy and whether he has actually done it. If we understand this, then we appreciate many of the complications of dying patients who sometimes, decades later in their old age, moan and groan and cry and have a lot of somatic complaints which we cannot understand medically. When we talk to these people, we see that they have a peculiar sense of guilt; they feel that they have committed a crime and they have to be punished before they die. These patients suffer far beyond our medical understanding.

Our Death-Denying Society

Why is dying different now? People have the same kind of unconscious thoughts and fantasies that they had years ago. What has changed, I think, is our society, which has become increasingly a death-denying society. Half of our patients now die in hospitals, as compared to 50 years ago when people died at home in a familiar environment with a little bit of chicken soup instead of transfusions, with their families around them instead of interns, residents, and laboratory technicians. People who are dying in a hospital are attached to several pieces of monitoring equipment and we, as physicians, pay a lot of attention to these gadgets. Sometimes we feel very uncomfortable when a dying patient looks at us and would like to ask a question in regard to dying or to some unfinished business or to fears and fantasies. In Switzerland, where I am originally from, there is no embalming. They do not have drive-in funeral homes such as we are beginning to have in the United States where you drive up in your sports car, looks through a glass window, sign a guest book, and take off. All of this is an attempt to deny that people die. We have a society where we deep freeze people and promise at high cost to defrost them in 50 or 100 years. We have had questions from widows about whether they are eligible for social security, or if they are allowed to get married again. In this sense, people use denial that their next of kin are really dead. 

Joseph Matthews has provided a beautiful description of the death denying society and if you will bear with me I will read just one page to give you an even better description of what I mean by a death-denying society: 

To symbolize the dignity of the father's death the family decided to clothe the father in a pine box and rest him in the raw earth. Having been told that caskets ranged from one hundred to several thousand dollars, they asked for the one hundred-dollar coffin. "What $100.00 coffin'." replied the astonished undertaker.

"Why, the one you mentioned." "Oh no, caskets begin at $275.00." "Did you not mention a $100.00 coffin?" The persistent wishes of the family were met and the pine box was selected. Later Matthews describes his experience after his father had been prepared by the undertaker:

My father was 92. In his last few years he bad wonderfully put chiseled wrinkles I had helped to put them there. His cheeks were deeply sunken, his lips pale: he was an old man. There is a kind of glory in the face of an old man, but not so with the stranger lying there. They had my papa looking like be was 52 They had put cotton in his cheeks and had erased the best wrinkles His lips were painted. He looked ready to step before the footlights of a matinee performance. I fiercely wanted to pluck out the cotton, but was afraid_ At least the make-up could come off. I called for alcohol and linens and a very reluctant mortician brought them to me. I began the restoration. As the make-up disappeared, the stranger grew older. He never recovered the looks of his 92 years, but in the end the man in the coffin became my papa.

Later he describes his experience at the cemetery:

I say I smelled that fresh earth, but there was none to be seen. What I did see was difficult to believe. I mean that green stuff. Someone had come before us and covered that good raw earth, every part of it, with green stuff. Every scar of the grave was concealed under simulated grass just as if nothing bad been disturbed here-just as if nothing was going on here, just as if nothing were happening. What an offense against nature, against history, against papa, against us, against God. 

It goes on, but I shall stop here. You have to ask yourself why we have to conceal the grave, why we have to cover up that good earth with artificial greens, why we have to pretend that nothing is happening. You must understand that the fear of death is the fear of a catastrophic happening, a catastrophic destructive force that destroys us from the outside. Then we also have to look at death in the past and death in the present. In the old days death also came as a catastrophic happening in the form of epidemics. It erased populations of whole villages, but it was not manmade. In times of war you faced your enemy face-to-face and had a chance to kill rather than to be killed. These things have changed. In the past, epidemic disease was the killer; now we have developed antibiotics, vaccines, all sorts of things that can master the old types of death. In our fear of death we have also created weapons of mass destruction. We now have weapons that you cannot defend yourself against physically. We cannot see, smell, or hear an enemy and I’ am thinking of chemical warfare, bacteriological warfare, and means of mass destruction, all of which are man-made. We are afraid, we are guilty, and still hope "it shall happen to thee and to thee but not to me'." I think this is the reason why this society, especially at this time, is using such a mass denial. We live in the illusion that, since we have mastered so many things, we shall be able to master death too.

Physicians' Reactions to Dying Patients

How does this affect you as physicians? How does this affect our patients? I had a glimpse of this 42 years ago through a chance happening. Some theology students knocked at my door and asked me if 1 would help them to write a paper on a crisis in human life. Several had chosen dying as the biggest crisis man had to face, but they were stuck. They did not know how to do research on dying. You cannot experience it, you cannot verify it. I suggested that one way that you could really collect some data and understand it was by getting close to dying patients and asking them to be our teachers. I had a similar experience some years earlier when I tried to understand what it is like to be schizophrenic. I spent two years in the state hospital where I sat with schizophrenic patients and asked them what is it like, how did it start, what are the changes, what does it feel like, until I had the feeling that I really knew what it was like to be a schizophrenic from the patient's point of view. Because I had this good learning experience, I recommended the same kind of methods to my theology students. 

I promised them that I would interview dying patients and that as they would become more comfortable during the interviews, I would drop out and let them continue the dialogue until they had enough data. A week later, after asking numerous people, there was not a single dying patient in that 600-bed hospital'. There was just nobody dying. When I pushed, I was given all sorts of rationalizations. These patients were too sick, too weak, too tired, or "they don't feel like talking." Occasionally I was told that if I talked to patients about dying they would jump out the window. It was extremely difficult during the first year. It took an average of ten hours a week to get permission to see a single terminally ill patient. In all fairness I must say that I was new at the University of Chicago, and so the physicians had no assurance that I would not cause trauma or that I would be tactful. But this same kind of resistance I have also seen in Colorado; it was not associated with the University of Chicago alone. When we finally obtained permission to see a patient, he was an old man who was ready to talk. He put his arms out and said please sit down now. I told him, "No, not now," because my students were not with me. My needs as a teacher prevented me from seeing his needs. I described to the students the next day his outstretched arms, his pleading eyes, how he emphasized the now. The next day when I came with the students he was in oxygen, he could hardly talk, and the only thing he was able to say was, "thank you for trying anyway." He died about half an hour later. This was our first and most difficult patient, because of our own feelings, which prevented us from really listening to his needs. 

We decided we would meet in my office and talk to each other about what we called our "gut reaction"- how we really felt about this type of work, about seeing these kinds of patients, and about the reception we would get from the patients. One of the students, who was as white as a bed sheet, said, "Oh, I'm not afraid of death," and the other students questioned him as to why he was so pale. They wanted to know why he was the only one who denied his fear. He said that he had been the hospital student chaplain in a state hospital the year before and that he had been assigned to a ward where a patient was dying. He had walked into the ward and said (I am quoting him almost verbatim now): "I yelled at the peak of my voice, 'God is love, God is love' until the patient dropped dead." This was his proof that he was not afraid'. I told him that when I was a little girl in Switzerland, I had to go down to the wine cellar to get a bottle of wine, and the darker the cellar became, the louder I yodeled. That experience reminded me of him. 

What I am trying to say is that after each patient interview, we tried not only to listen to the patient, but also to ourselves, to our own reactions; we tried to get to know ourselves better. In these after-interview discussions, we analyzed how we really reacted-when we had some tender thoughts, and when we had some difficulties. We also learned to become more sensitive, not only to the patients, but to ourselves and to our own needs. Dr. Wall described beautifully in his book on the dying patient how a social worker was faced for the first time with a dying patient and what her reactions were. He said every time she entered the patient's room, she felt strong feelings of guilt. She was going to live, while he, of her own age, was going to die She knew he wanted to talc to her, but she always turned the talk into a little joke or into some evasive reassurance, which had to fail. The patient knew and she knew because he saw her desperate attempts to escape: he took pity on her and kept to himself what he wanted to share with another human being. So he died and did not bother her. 

We have interviewed more than 400 patients during the last four years. We have seen many times that patients want to talk and that they would very much like to share their thoughts with another human being. It is very difficult sometimes to try to do that. When we come in, that we would like them to be our teacher that we would like to know what it is like to be very sick, and sometimes we use the word dying. Many of our patients respond like we are opening flood gates. They share with us things that we were never aware of. 

I think the most important thing that we have learned, and I am summarizing a bit now, is that all our patients know when they are terminally ill, whether they have been told or not. To me this is a very consoling thought. They not only know when they are seriously ill, but patients can even tell you the approximate day of their death, right up to their actual demise. They will tell you goodbye and you know this is the last time you will see them. This is also true for children. We asked our patients the question that we are most often asked, and that is, would the patient have liked to be told. Two-fifths of our patients had never been told, although they knew it anyway after a while. Our patients usually told us that they would like to be told if it is serious, but not without hope. Hope for the healthy and the living is a very different thing. We tend to forget that sometimes. Hope for the living is always associated with cure, treatment, and, if that is not possible, a prolongation of life and perhaps relief of pain and suffering. When a patient says to you, "I hope the research laboratories work on a new drug and I am the first one to get it and by some miracle I am going to walk out of this hospital," that is hope prior to the final stage. When the same patient then, suddenly, a few days later, looks at you and says, "I hope my children are going to make it," then you know that this patient has changed not to the kind of hopes that dying patients express, which are very reasonable, very appropriate, and not unrealistic. It is not wise at this point to tell them, "Oh, come on now, you are going to make it, you are going to get well." I think at this point we should support them, encourage them, and reinforce the hope that the patient expresses.

Stages between Awareness of Serious Illness and Death  

Patients go through five stages between their awareness of serious ill ness and their death, if they have a minimal amount of time available. Most patients respond with shock and denial when they are told that they have a serious illness. This may last from a few seconds to a few months. Most of the patients we interviewed had dropped their denial; only three, less than 1% maintained it to the very end. Patients begin to see, when they are seriously ill, that the family comes in and does not know what to talk about and becomes estranged. Someone may come in with a red face and smile. Others may change their conversation a bit; they may talk more about a triviality because of their discomfort. Patients accept quickly that things are not at all perfect. When the patient cannot maintain his denial anymore, he will become difficult, nasty, demanding, criticizing; that is the common stage of anger. How do you respond to one who complains and criticizes everything you do? You may tend to withdraw and not deal with him anymore. What else can you do? You can avoid him, you can stick the needle in a bit farther-not consciously-but when you are angry you touch patients differently. We can measure some of these responses. In California some investigators measured the response time between patients ringing for the nurse and the nurse actually coming into the room. They showed that patients beyond medical help, terminally ill patients, had to wait twice as long as other patient` for the nurse to respond. This behavior should not be judged; it should be understood. It is very difficult to remember that members of the helping professions, who work hard all day, may have a difficult job coming into the dying patient's room. In the first place, the professional is uncomfortable; second, she is worried that the patient may ask how long he has to live or all sorts of unpleasant questions, and then, if the nurse does something for the patient, he may begin to criticize her. The nurse comes in and shakes the pillow, and the patient says, "I just wanted to take a nap, can't you leave me alone." When you don't shake the pillow, the patient remarks, "why can't you ever straighten up my bed?" Whatever you do is criticized. Such patients are very difficult to manage and the families-suffer tremendously because, when they come in and visit, they are always too early, too late, or there are not enough people, or too many people. Someone has to do something for these patients, to facilitate life for everybody concerned. It is important to understand that these patients are not angry with the nurse or the family. (The more vibrant the nurse is when she comes into the patient's room, the more energetic she is, and the more she is going to get through to the dying patient. In a way she should be able to accept the anger as a compliment, because what the nurse reminds the patient of is functioning health, ability to go to work, to go for a coffee break, all those things that the patient is about to lose. Because the nurse reminds the patient of all these things and because he is desperately attempting to deny that he is dying, he becomes angry and says in effect, „Why me?" But he is also asking, "Why couldn't this happen to Joe Blow or somebody else?" of the nurse can put fuel into the fire-, if she can help hire to express this anger, if she car, permit him to ask the question, "Why- me?" without the need to answer it, then she will have a much more comfortable patient almost immediately we interviewed a young patient who was dying. She was in my office and looked completely numb and I asked her if she felt like screaming. She looked as if she were on the verge of an explosion. She asked if we had screaming rooms in hospitals. I said no, we had chapels. "No, this is wrong," she said, "because in chapels we have to pray and be quiet and I need just to do the opposite. I was sitting out in the car yelling at God and asking him, 'Why did you let this happen to me?' "I encouraged her to express this in my office and to cry on my shoulders. They never scream as loud as they think they will.

 If you can help patient`, express the question, "Why- me?" you can help them express their rage and anger, then your patients become more comfortable and ring for the nurse less often and stop nagging and complaining. Sometimes they even quickly become much more comfortable patients and we wonder what ~I has happened to them Q

That is often when they reach the stage of bargaining. In the bargaining they may pray for another year to live; they would donate their kidneys or their eyes, or they may become very good people and go to church every Sunday. They usually promise something in exchange for extension of life. Some of the promises are not made to God, but to someone on the hospital staff. W e had a woman who asked to be relieved of some of her tremendous pain for one day so that she would not be dependent on injections around the clock. She said she would just love to go home one more day and the reason for this was that her favorite son was getting married. We tried everything, and finally we were able to teach her self- hypnosis to relieve her pain. She left the hospital and looked like a million dollars. She attended her Bor.'s wedding. I was curious about patients who only ask for one single day; how do they react when their bargaining time is up? It must be extremely difficult. I waited for her, she saw me in the hallway and she was not happy to see me at all. Before I could ask her a question, she said "Dr. Ross don't forget, I have another son.” This is the most typical part of bargaining. Promises are never kept; patients say, "If I could live just long enough for my children to go through high school," and then they add college, and then they add I just want a son-in-law, and then they would like to have a grandchild, and it goes on and on. If, in the denial stage, they say „No, not me then in the anger stage they say, "Why me," and in the bargaining stage they say, "Yes me, but." When they drop the "but," it is, "Yes me." Then the patient becomes very- depressed. 

There are two kinds of depression and it is important to understand the two different kinds. The first type is a reactive depression in which the patient cries when he talks about it, and mourns the losses which he has experienced. Later on he becomes quiet and depressed. When you enter his room, you see a man crying and he doesn't say what he is crying about. It is very difficult to accept such behavior over a long period of time. What does the physician do when he enters the room of a patient who is crying, especially if it is a man? This is one area in which men have a much more difficult time than women. The physician may be quiet. Many physicians go into the room and give the patient a pat on the back and say, "Come on, it is not so bad." «-e try to cheer them up because, as physicians, we cannot tolerate crying patients very well. The reason our tolerance is low is not because of the patient; it is rather because of our own inability to tolerate depressed patients over a long time. Sometimes we request a psychiatric consultant, which is not appreciated by most patients. It is an inappropriate request because the patient's response represents normal, not abnormal, behavior.

If I were to lose one beloved person, I would be allowed to mourn and everyone here would respect that as being socially acceptable. But who has the courage to face not only the loss of one person, but the loss of everybody he has ever loved? It is a thousand times mores sad, and takes much more courage to face. What we should be trying to do is to tell our patients that it takes a man to cry and that we mean it completely and willfully. We should help them express their grief, which, in fact, is a preparatory grief. It is not mourning and grieving over things lost; rather, it is a grieving and mourning over impending loss. The patient is beginning to separate himself from the people that he has to leave in the near future. This is what we call preparatory grief. If the physician can help his patient through a preparatory grief, the patients will ask once more to see the relatives, then the children, and at the very end, only one beloved person, who is usually husband or wife and, in the case 9J children, naturally, the parents. This is what we call the stage of diathesis, when the patient begins to separate, when he begins to feel no longer like talking; when he has finished all his unfinished business; when he just wants the companionship of a  person who is comfortable, who can sit and hold his hand. 1t is much more important than words in this final stage. If the physician can help the patient express his rage and his depression and assist him sincerely through the stage of bargaining, then most patients will be able reach the stage of acceptance. It is   resignation-there is a big difference. Resignation, I think, is a bit like giving up. It is almost a defeat (A stage of acceptance is almost beyond any affect. It is the patient who has said, "My time comes very close now and it is all right."

 A woman who was always hoping for a miracle drug that would cure her suddenly looked with an almost beaming face and said, "You know, Dr. Ross, a miracle has happened." I said, "What miracle?" and she replied, "The miracle that I am ready to go now and it is not any longer frightening." This is the stage of acceptance. It is not happy; the time is rarely ever right. People almost al ways want to live, but they can be ready for death and they are not petrified anymore. They have been able to finish their business. 

Even children, depending on age, can show these stages, but to much less of an extent than adults. Very small children are only afraid of separation. They have no real concept of death yet. When they are a bit older, the added fear is one of mutilation. Later on they see death as a man whom they run from at night-a bad man; they want the lights on at night, as they are afraid of darkness. Later on they realize that death is not a temporary but a permanent happening. They begin to see it after the age of 9 years or so as biological force, almost like grown ups. Sometimes children talk about death and dying, too-not in words, but in pictures. A little boy tried to paint what be felt like. He drew a huge tank and in front of the barrel was a tiny, little figure with a stop sign in his hand. This to me represents the fear of death, the fear of the catastrophic, destructive force that comes upon you and you cannot do anything about it. If you can respond to him by saying it must be terrible to feel so tiny and this thing is so big, he may be able to verbally express a sense of smallness or impotence or rage. The next picture he drew was a beautiful bird flying up in the sky. A little bit of its upper wing was painted gold. When-he was asked what this was, the boy said it was the peace bird flying up into the sky with a little bit of sunshine on its wing. It was the last picture he painted before he died I think these are picture expressions of a stage of anger and the final stage of acceptance. 

Comment

DR. Little: I wonder if I could urge you to tell a story that you told yesterday afternoon concerning the reaction of the nurse in encouraging patients to achieve a state of acceptance of death.

DR. Ross: Many people wonder whether all patients should die in a state of acceptance. Somebody once asked me that, and I said you try to elicit the patient's needs. One nurse in the audience arose very angrily. "I have been angry and a rebel all my life and I hope I can die that way." My answer to her was, "I hope they let you die that way and not sedated to keep you 'nice, quiet, and peaceful."' It is very important to remember that the patients who have used denial all their lives may want denial and may die in a stage of denial. W e should not project our own values onto the patient. The "stages of dying" affect not only terminally ill patients. You can apply these lessons to everyday living.

If a man loses a girlfriend, he may deny it at first; then he becomes angry at the other suitor. Then be sends her some flowers to bargain, and if he cannot get what he wants, be becomes depressed. Eventually, he reaches the stage of acceptance, when he finds another girlfriend. 

DR. Jerome D. Cohen: Were there any differences between the patients who were told by their physicians about their fatal illness as opposed to those who were not? What guidelines would you recommend to physicians in determining whether the patient should be told or not?

Dr. Ross: I could tell after a while whose physician the patient was by the degree of comfort experienced by the patient. I did not even have to ask anymore. I do not believe the variable is whether or not they have been told. The variable is how comfortable the physician is in facing the dying patient. We had, at our institution, one surgeon who was particularly effective in this area. I think that he conveyed to them verbally or nonverbally the belief that he would stay with them until the end. The patients were able to pick this up. It is something that is more important than anything else. It is a conviction that the doctor is going to stick it out no matter what. He always did that. The patients knew that, even though there was no more possible surgery or medical treatment, he would still come to see them and care for them. Those patients had it much easier. In fact, we hardly ever got referrals. We sometimes went to see them because we needed some "good patients" who were not troubled all the time. I am in favor of telling patients that they have a serious illness because patients accept that almost without exception, as long as you always allow for some hope.

A Physician: What advice do you have for the families of patients who are dying?

DR. Ross: That is only difficult if the patient or the family lags behind in the stages. We have patients who have already separated themselves from their relatives. In fact, we have a patient now at the hospital who is waiting to die- His family has stopped visiting him. The nurses are terribly upset because the wife called up and said that if her husband died, they should not bother calling during the night. She would call in the morning to check. This family has already separated itself and yet the husband is still alive and very lonely. When I went to see him, he expressed a lot of grief and asked if I would pray that it would soon be over. There is nothing much that he wants to do. It is more often true that the patient has reached a stage of acceptance and the family has not. That is the time when the family begins to run around and beg you for life-prolonging procedures. We have had one difficult case where a woman was ready to die. She had accepted it and was only concerned that her husband could not accept it. The husband was busy arranging for additional surgery, which was scheduled for the following Monday. The patient could not tolerate the thought of an additional procedure. She became very anxious and uncomfortable prior to surgery. She demanded twice as much medication for pain and finally, in the room outside of the operating room where she was prepared, she had an acute psychotic episode and became paranoid and screamed, "They are going to kill me, they are going to kill me." In her psychotic state she kept saying, "Talk to that man, talk to that man." When I talked with her husband and tried to explain what had happened, he said that be would rather have as a last memory his beautiful, dignified, wonderful wife than know that she was dying a psychotic woman. When he was able to convey to her that he had accepted and acknowledged the fact that she was terminally ill and the surgery was permanently cancelled, she soon became no psychotic- She lived for about one week and she even went home one more time to help her husband turn the clock back a little bit. 

We have had three instances so far where patients used psychotic defenses against artificial and extraordinary life-prolonging procedures. We have some very traumatic cases where husband and wife could not reach the same stage at the same time. I think a golden rule for us as physicians is to know enough to stop the extraordinary measures when a patient has reached the stage of acceptance. When the patient has come that far, then I think many of us know that such interference is no longer therapeutic, and may only gratify our own needs.

A Physician: Do you ever tell a patient he is dying?

Dr. Ross: You never tell a patient he is dying; never. You don’t have to- you just tell him that he has a serious illness. You say, “It looks pretty grim”, or “It looks pretty bad”. Then you wait for and answer his next questions. He may ask you, “Is it going to be painful?” “Am I going to be alone?” “How long is this going to last?” You say you don’t know, because the worst thing that we have experienced is people who tell time, for example people who figure on six months, which is not correct anyway.

A Physician: Have many of your patients been physicians, and if so, have they presented unusual problems?

Dr. Ross: We have had perhaps six or seven physicians and bout the same number of dentists. I would say that they may have maintained the denial for a bit longer in spite or perhaps because of a better understanding of their diagnosis or of their illness. I think physicians have it much harder. We are trained to heal, to cure, to prolong life, and I think many of us feel that “if a patient dies on us, “it is like a defeat or a failure, and so we do not talk about it. That hope is that in time we will have more interdisciplinary seminars not only for medical students like we have in Chicago now s an accredited course, but for sociology students, nursing students, social work students, and members of the clergy.

A Physician: Have you noticed whether or not the patient’s religious orientation has affected his view toward resignation in the end?

Dr. Ross: Not resignation but acceptance! I have a peculiar patient population, or at least I tend to think so. I have very few really religious people. The few I have-and I mean those with a deep intrinsic faith-have it much easier, but they are extremely few. I have an even smaller number of real atheists who believe nothing, and they have it rather easy too. About 95% are somewhere in between. They are struggling at the end very desperately, but they would like to have the rock of Gibraltar and they only have a straw; they would like to enlarge that and get more faith, but it is somewhat too late. Many patients become more religious in the end, but it is not really effective.

Summary

Psychiatrically it is extremely important to appreciate that, in terms of the unconscious, we cannot conceive of our own death and that; in addition, we cannot differentiate between the wish and the deed. Although people today have the same kind of unconscious thoughts and fantasies about death that other persons had years ago, our society has changed and has become increasingly a death-denying society. We live today in the illusion that, since we have mastered so many things, we shall be able to master death too.

Certain generalizations based on interviewing more than 400 dying patients in the past four years can be stated. All patients know when they are terminally ill, whether they have been told or not. Patients usually state that they would like to be told if it is serious, but not without hope.

Most, but not all, patients pass through five stages (denial, anger, bargaining, depression, and acceptance) between their awareness of serious illness and their death, when they are faced with a potentially fatal illness. The knowledgeable physician, particularly one who is himself comfortable in facing the dying patient, can help these patients pass through one or all of these stages by appropriate verbal and nonverbal support-particularly the support engendered by the patient’ s realization that his physician will stay with him until the end.

Personality, Lifestyle, and Death 

Richard S. Perrotto

In the history of mankind, it is difficult to find a topic more ancient than death and dying. This topic has persistently occupied the thoughts of philosophers, theologians, scientist, and most certainly the average human being. Scientific investigation of this topic did riot begin in earnest until the mid-1950's for reasons yet open to conjecture. Certainly, the Freudian notion that we cannot accept our own mortality since we cannot "know" death has provided a quick and convenient rationale for skirting the issue (Freud, 1915, 1917). The idea that we cannot "know" death is also found in the writings of the eminent suicidologist Edwin Shneidman who wrote that people can only "know" death as one experience the death of another, or as one anticipates it for himself (1973). The latter is what Sneidman calls "knowledge through the Postself"; the current anticipation of what the world will be like when the person is absent from it and how his fame, reputation, and impact. will be perceived. The Postself may be inscribed in: a. the memories of others; b-the stimulation of the works and deeds of others through one's own works; c. the bodies of others through organ transplantation; d. the genes of one's progeny and e. the cosmos as part of the universe. According to Shneidman, if one could experience death directly, one would not be dead! This attitude toward death has helped foster the reputation of our society as death-defying and death-denying. It can be clearly seen in Judeo-Christian beliefs that stress eternal life even if corporeal existence is ephemeral, and in the euphemistic verbalizations that refer to death as expiration, being deceased, passing away, and in the usual device of avoiding reference to the term death altogether for fear that such usage may actualize it. Death-denying and defying is also conspicuous in the practices of physicians and other "healing" professionals where new life-extending techniques abound in a seemingly vain attempt to prevent (or at least postpone) what no person can.

Given that we live in a death-denying society, a death awareness movement has been counterposed in an attempt to deal directly with a human concern for the plight of the dying person. One of the basic tenets of this movement maintains that since death is inevitable, it would be counterproductive to deny in it. In fact, it would be more humane and therapeutic to prepare for it. Moreover, the imminence of depth can be assuaged if the individual is permitted to die appropriately. Weisman (1972) defined "appropriate death" as "one in which there is reduction of conflict, compatibility with the ego ideal, continuity of significant relationships, and consummation of prevailing wishes." In short, an "appropriate death" is one which a person might choose for himself had he an option. It is riot merely conclusive; it is consummatory. An "appropriate death" is as painless as possible to the individual, his postself, and significant others in his life. Undoubtedly, the most popularized position on "appropriate death" is that of Elizabeth Kubler-Ross whose work On Death and Dying (l969) is considered by many to be one of the first and most important in the humanistic death awareness movement.

Kubler-Ross contends that there are five stages of dying from a psychological perspective. At points along this process, appropriate psychiatric interventions are implemented toward the end of acceptance. Generally, those working with the dying person try to be as open as possible about death .in ~: manner that is considerate of the person's plight and his ability to assimilate information. If one operates under the assumption that on some level the person "knows" he is dying, how the information is presented and how the person may maneuver it is an important concern. Basically, people hear what they want to hear in a way that is consistent with their current orientation to the world. The five stages of dying can be outlined as follows:

1. Denial - a basic refusal to believe that he is dying despite overwhelming medical evidence.

2. Anger - person begins to face reality and angrily questions why it had to happen to him.

3. Bargaining - patient is looking for ways to buy more time or effect some trade-off or compromise.

4. Depression - person desponds because of the realization that death is imminent and bargaining is unrealistic.

5.     Acceptance – is reached when the person realistically appraises that he has done everything possible and now - "so be it". This stage is beyond affect since the reasons for negative emotional response have been worked through.

While the goal of treating the dying person with dignity may be served by Kubler-Ross, Shneidman (1973) echoes common criticisms that while dying people may be seen bargaining, depressed, and denying, that is not proof that there are stages of dying nor that they are experienced in that order or in any universal order. Shneidman (1973) and Weisman (1972) are more inclined to view the dying process as an ebb and flow or waxing and waning of disbelief and hope, denial and acceptance. Others have leveled criticisms stating that the "stage theory" does not consider the significance of the preterminal personality and other life history factors in addition to other peculiar situational determinants such as the actual disease process and the nature of treatment (Kastenbaum and Costa, 1977). "Stage theory" may in fact be divorced from the context of the person's past and present life. The greatest danger may lie in the conversion of an untestable theory into a recipe for perfect or desirable death.

Side-by-side with the death awareness movement is an apparently contrary movement based on the idea that death and dying are the culmination of the effects of particular personalities and lifestyles (P/LS) on physiological integrity. If death and dying can be attributed to P/LS, it follows that people contribute to their own demise. If P/LS can produce demise, then it is conceivable that people can learn to change those variables and thereby defy death. Therefore, at issue is whether psychological factors, i.e., emotions, perceived stress, cognitions, attitudes and behavioral propensities can contribute to-physical disease, dying and ultimately death. If so, what premorbid characteristics might be predictive?; is there scientific evidence to support this position?; how can knowledge of such factors be translated into a therapeutic regimen either in prevention or secondary and tertiary treatment?; is it ethical to encourage death-defying especially in light of the death-awareness movement? The remainder of this chapter will be devoted to the exploration of these questions.

i.Use of the pronouns "he" and "his" are not intended to be discriminatory. It is a matter of habit and writing comfort.                

Reprinted by permission of the author.

PHILOSOPHICAL NOTIONS AND HOLISTIC MEDICINE

Western thought has been influenced by the Cartesian dualism of mind and body which views mind and body as distinct entities each "knowing” a different reality. The body can only "know" physical reality while the mind can only "know" metaphysical reality. Certainly, the mind can "know" of the body and vice versa, but neither can "know" of the other in the same way that each "knows" of itself. This line of reasoning has fostered a dichotomous view of human nature as evidence by language which reserves different terms to denote the different entities; mind and body. It is clearly demonstrated in the way in which certain sciences are segregated. Physicians investigate physical disease and tend to view and thus treat people as mechanical entities while psychologists investigate mental realities and tend to see people in terms of intangibles such as thoughts, feelings, and personality traits.2 Unfortunately, too many physicians tend to ignore the potential role of P/LS in physical disease while too many psychologists tend to ignore the contributions of physical factors in understanding "mental" functioning.

Despite the perceived segregation of mind and body in Western thought, it is commonly held that mind does interact with body and despite the lack of substantial medical evidence people often perceive their physical condition as deriving from psychological forces. Such people also tend to see their "cure" as being partially dependent on "taming" these psychological forces. These views have crystallized in the Holistic Medicine movement which holds that an individual's condition results from the fine interplay of psychological and physiological factors in a reciprocal manner. Any attempt to explain or treat disease in terms that fail to consider the person as a whole functioning organism would be deficient. In his book, Mind as Healer, Mind as Slayer (19?"' Kenneth Pelletier contends that "all disorders are psychosomatic in the sense that both mind and body are involved in their etiology. Any disorder is created out of a complex interaction of social factors, physical and psychological stress, the personality of the individual subjected to these influences and the inability of the individual to adapt adequately to pressures. Once illness is viewed as a complex interaction of these factors, then it is possible to view symptom as an early indication of excessive stain upon the mind-body system. (Pelletier, 1977, P. 13).

• This is not to say the psychologists have not also adopted a mechanical model of mind; many have.

The Holistic approach is the cornerstone of an emergent field called Behavioral Medicine, an interesting interdisciplinary approach encompassing the behavioral and biological sciences united to the goal of understanding, predicting and treating disease. A necessary ingredient of the behavioral approach to treatment is the concept of self-control. In strict behavioral terms, a person does not "have self-control in the sense of some internal trait. He learns it. Stated more broadly, if a person learned a maladaptive lifestyle, and it is that lifestyle that has contributed to disease, then the person may learn more adaptive coping skills and thereby prevent or ameliorate disease. Rather than accept death, the individual in recognition of his own contribution to the dying process, may learn to defy death. This fits nicely with a recently advanced notion by Bandura, a cognitively-oriented therapist, that the common denominator of effective psychotherapy is a sense of "self-efficacy". This refers to the expectation a person develops that he not only knows what to do to get better but also knows that he possesses the wherewithal to perform the necessary behaviors (Bandura, 1977). Bandura makes the point that most patients either know what to do in order to produce certain favorable outcomes or at least can recognize the possible utility of the therapist's advice. However, change does not occur until the person believes he has developed the skills necessary.

Finally, I would like to point out that the recognition of psychological factors in the etiology of physical disease is also expressed in the official nosological system of the American Psychiatric Association (APA-DSM-III, 1980). The DSM-III allows for diagnoses of "Psychological Factors Affecting Physical Condition". Here, the diagnostician can specify a particular disease such as ulcer, migraine, hypertension, tachycardia, etc., considered by clinical and experimental evidence to be symptomatic of maladaptive mind-body interactions.

RESEARCH RELATING P/LS AND DISEASL

Certainly all lifestyles terminate in death and many of those who die have succumbed to disease. It is possible that how and when people die may be traceable to particular personality characteristics and lifestyles. Intuitively this idea is sensible, yet most scientific attempts have failed to clarify the precise cause and effect relationships necessary to unequivocally make a point. Among the numerous stumbling blocks to scientific verification, one is salient. Most studies attempting to link psychological factors to disease are retrospective in design. The researchers assemble a sample of diseased individuals and then assess past and present P/LS in the hope of discovering a connection. The retrospective approach is nearly analogous to fishing. Just as the fisherman casts a bait-laden hook into the lake hoping to catch a fish, the retrospective researcher observes the diseased and dying person and hopes to disentangle the multitude of possible etiologic factors in a "sea" of possibilities. Such research is relatively risk-free in the sense that the researcher need not necessarily make any specific predictions. It is easy to make claims after the fact. However, it is nearly impossible to determine cause and effect. What the researcher is usually left with is a disease state, dying patients and speculations regarding associations among possible etiologic factors. The researcher may in fact be looking at factors related to other variables not being observed or the cognitive emotional by-products of disease. The possible solution resides in identifying some of the more strongly associated factors and then observing their presence in the premorbid personality as predictors of future disease states. This is a prospective study; difficult to conduct, time consuming, but definitely in order.

One example of how this has been employed is in the study of Coronary Heart Disease (CHD). It is well known that CHD (angina pectoris, myocardial infarction, hypertension, congestive heart failure, etc.) can be crippling and deadly, afflicting roughly 3% of American adults past the age of 30. While numerous factors such as smoking, diet, lack of exercise and genetics have been implicated in CHD etiology, it has been suggested that P/LS plays an important developmental role. Friedman and Rosenman, two San Francisco cardiologists, began to study this relationship in the 1950's and 1960's and in 1974, published Type A Behavior and Your Heart, wherein they identified the prospective CHD patient as suffering from time urgency, impatience, ambition, competitiveness,, and unrecognized hostility. Subsequently, such adjectives as aggressive, dominant, quick-thinking, self-confident, autonomous, extroverted, changeable, and adventurous were added (Chesney, et al., 1981). The Type-B person presents the opposite characteristics. Several prospective studies have apparently confirmed the connection (Chesney, et al., 1981). While flaws in the research methodology render the connection hazy, it is clear that the P/LS characteristics outlined do play some causal role even if not an all-determining one. Identification of these characteristics is important not only from a descriptive-predictive point of view, but also as target variables for psychotherapeutic interventions. One particular problem in using this knowledge to devise a treatment program is that the Type-A person is not likely to see himself as having a problem and therefore not likely to seek treatment.

P/LS AND SUICIDE

Suicide presents the clearest example of how P/LS produce death. But what about deaths that invite psychological explanation? I am specifically referring to cases in which the mode of death is equivocal. For economic, political and legal reasons beyond the purview of this chapter, deaths are typically classified as Natural (N), Accidental (A), Suicide (S), or Homicide (H); hence the NASH designation according to Shneidman (1973). However, the cause of death certified on a Death Certificate does not always provide specific information regarding the mode of death and in roughly 10-15% of all cases, the mode of death is equivocal due to paucity of information, an inadequate psychological investigation or both. This is painfully obvious in trying to ascertain suicide vs. accident but equally curious in cases of natural death if P/LS contribute to one's demise. For example, if a person is found dead in a fire, death may be accidental. But it could be a homicide at the hands of an arsonist. More boggling is the possibility that the person set the blaze intentionally, in which case it could be a suicide! Even if no conscious process could be deduced, can we rule out the possibility of a subintentioned inclination to die which in turn was manifested in poor judgment and carelessness with flammable items?

As another example which integrates the previous discussion with CHD, might not the Type-A personality be affecting his own demise through some intentional or sub-intentional proclivity? The principal shortcoming of official death certifications of death is that they fail to specify intention. A boy who drowns in a pool may have been rushed, may have jumped, or may have been careless. A precise certification depends on assessment of intent; a monumental task considering that the prime source of information -- the deceased -is dead!

Since the HASH designation is basically Cartesian in nature, one must appeal to other approaches. One such approach is the "Psychological Autopsy" which reconstructs the role played by the deceased in his own death (Shneidman, 1969). Before describing the "Psychological Autopsy", an analysis of intention is necessary. Shneidman (1973) contends that in order to fathom the concept of death and intention one must recognize the contrary emotions that people experience simultaneously; pleasure-pain, love-hate, wish-fear, life-death -- ambivalence. As Shneidman puts it, "One can swallow a pill, genuinely wishing to die, and at the same time, hope for rescue" (Shneidman, 1973, P. 82). While the concept of ambivalence is fundamental to Psychodynamic theory, one need not subscribe to the Freudian concepts of life and death instincts, libido, or death wish. Ambivalence might be easily reconceptualized in a number of ways and still retain its essence. The point is that people may, to varying degrees, knowingly and unknowingly, contribute to their own demise. 

Shneidman distinguishes several personality types where intention is reasonably clear (1973). There is the:

1. Death-Seeker - who consciously behaves in such a way as to bring about his death. Method is irrelevant. What matters is that the person single-mindedly behaves in a way that makes it nearly impossible for people to save him. Tomorrow he may actively resist death, but today he actively seeks it.

2. Death-Initiator - who knows that his days are numbered or that he is deteriorating and cannot live with that.

3. Death-Ignorer (transcender) who believes that after he terminates his life by suicide he will continue to exist in some other way such as in the afterlife.

4. Death-Darer - who essentially is playing "Russian Roulette" with his life. This person engages in "dare-devil" activities where he stands a low probability of surviving because of a lack of skill necessary; to succeed. This person is "flirting with death".

Of course, most deaths are not suicides, corning; as a result of violence or natural causes and as far as the individual is concerned, they are unintentional in that the person was not consciously trying to kill himself. With unintentional deaths there is the:

1. Death-Welcomer - who after a long incapaciting illness welcomes the relief that death brings.

2. Death-Postponer - who hopes it will not come some

time soon and does what is possible to delay it.

3. Death-Accepter - who has resigned himself to death.

4. Death-Disdainer - who momentarily contemplates death yet believes he is beyond any involvement in the death process.

5. Death-Fearer- Who is almost phobic about death or any reference to it.

6. Death-Feigner- Who cries “Wolf” for the purpose of manipulating others.

Shneidman (1973) also talks of subintention -- an unconscious motive to kill oneself evidenced by poor judgment, imprudence, high sensation-seeking and risk-taking, personal neglect and abuse such as drug and alcohol taking. Subintention may play a significant role in all four of the NASH categories. Shneidman also views "voodoo deaths", unexplained hospital deaths, and sudden deaths in apparently healthy individuals as attributable to subintention. He also cites accidental death in "accident-prone" people and "victim-precipitated" homicide as suggestive of subintention. Clearly, "accident-prone" is a contradiction in terms implying a personal involvement in the "accidental" event. In "victim-precipitated" homicide, it is powerfully suggested again that the person did something to provoke the homicidal event although there may be no conscious awareness of intent. People who drive recklessly, abuse drugs, frequent crime-beleaguered neighborhoods, or provoke aggressive behaviors in others seem to invite death. Shneidman identifies the following personality types:

1. Death-Chancer - who gambles with death. He is more likely to die than the Death-Darer because he requires significantly greater odds that he will live. His life is left to chance. 

2. Death-Hastener - who unconsciously brings about death by irritating an existing abnormal physiological condition through bodily abuse and/or mismanagement. 

3. Death-Facilitator - who does not resist death. By passively succumbing to his condition, he makes it easy for death to occur. In this regard, Seligman's "learned helplessness" model is relevant (1975). According to Seligman, depression results when an individual believes that he no longer has any control over what happens to him. He has learned from experience that he is ineffectual and that the locus of control has shifted to agents in the external world, rendering the person helpless and his future hopeless. Even when the opportunity to remedy one's situation exists, the person does not respond owing to his negative cognitive set. The person may then lose his will to live, thereby facilitating death. Farber (1968) has presented a similar view in which he construes suicide as a "disease of hope". According to the hypotheses, suicides are committed by people who are psychologically damaged and confronted by a del3rivation situation. Suicide (S) is a function (f) of vulnerability (V) and deprivations (D); S=f(VD). This is consistent with certain Behavioral conceptions of depression which hypothesize that depression results from a reduction of positively reinforcing behaviors (Ferster, 1965, 1973; Lewinsohn, 1974) or a reduction in reinforcer effectiveness (Costello, 1972). In either case there is a perceived sense of hopelessness and helplessness which may result in the loss of the will to live. 

4. _Death-Capitulator - who through fear of death arouses strong emotions that affect his demise. 

5. Death-Experimenter - who lives on the edge of death by subintentionally wishing for a permanently altered state of consciousness. This person experiments with drugs and alcohol, always running the risk of converting his altered state into coma and death. This type of death is usually considered to be accidental.

THE PSYCHOLOGICAL AUTOPSY

Since many deaths are equivocal with regard to mode, it is necessary to retrospectively assess P/LS with the "Psychological Autopsy". Data to be included would be: 

l. Identifying information for the victim (name, age, address, marital status, religious practices, occupation, etc.). 

2. Details of death (cause, method, etc.). 

3. Historical information (sibs, marriage, medical illnesses, medical and psychotherapy, suicidal attempts or gestures). 

4. Death history of victim's family (suicides. cancer, other fatal illnesses, age at death). 

5. Description of personality and lifestyle. 

6. Victim's characteristic reactions to stress. 

7. Any recent upsets, pressures, tensions, or anticipations of trouble. 

8. Role of alcohol or drugs in a) overall lifestyle b) death. 

9. Nature of victim's interpersonal relationships. 

10. Fantasies, dreams, cognitions, premonitions or fears relating to death, accident or suicide. 

11. Before death changes in habits, hobbies, sexual pattern or other life routines. 

12. information about upswings, successes, plans. 

13. assessment of intention. 

14. Rating of lethality, i.e., intent to die in terms of low, medium, or high. 

15. Reaction of informants to victim’s death (Shneidman, 1969, 1973). 

Such a retrospective account may then be pooled with other “Psychological Autopsies” in the hope of finding predictors of future suicide. While Suicidology is far from an exact science, the information culled from such a procedure may yet prove useful in identifying lifestyles of persons who are at risk.

P/LS AND CANCER

The main thread drawn through this entire chapter is that people contribute to their own demise and in keeping with our death-denying attitude I will present evidence to show that P/LS may contribute to the incidence, course, and treatment of cancer. It is not at all unreasonable that the "Psychological Autopsy" and corresponding death-types defined by Shneidman can be applied to "natural deaths" resulting from cancer and disease in general. One of the more celebrated cases involving psychosomatic disease is the account of Norman Cousins (1976). In 1964, Cousins developed a comprehensive, degenerative collagen disorder called Ankylosing Spondylitis. He experienced extreme difficulty in initiating movement, nodules appeared under the skin, and his jaws nearly locked. He was informed that his chances of recovery were, at best, 1 in 500. Through discussions with medical specialists and his own reading, Cousins formed the hypothesis that his condition probably resulted from heavy-metal poisoning interacting with a predisposing lowered resistance to bodily insult. He presumed that his lowered resistance was "adrenal exhaustion" owing to his laborious stressful work demands. He reasoned that his cure required a restoration of normal adrenal functioning. With the supervision of a rather open-minded physician, Cousins' therapeutic regimen consisted of mega-doses of vitamin C and positive emotions. If stress an negative emotions contributed to the illness, it was reasonable to assume that positive emotions would contribute to his recovery. This facet of therapy involved a positive attitude, the will to live, hope, faith, and watching episodes of "Candid Camera". Slowly but surely, Cousins' condition went into remission and he fully recovered. According to Cousins, the prime ingredient was his belief that he could and would get better; something that was more than an abstraction but rather a physiological reality. 

Cousins' account has been harshly criticized recently by the sociologist F. A. Ruderman. It is her contention that the diagnosis was never certain and that the disease may have been nothing more than an acute attack of arthritis which subsided spontaneously (Holden, 1981). Ruderman continues that Cousins arbitrarily cited scientific references that bolstered his preconceived notions just as he arbitrarily traced the etiology of his disease. More serious is Ruderman's contention that Cousins offered no proof that his therapeutic regimen was responsible for his cure. In the long run she believes that his account and the curious laudatory response of the medical community will injure the doctor-patient relationship.

More recently, 0. Carl and Stephanie Matthews-Simonton have presented evidence that positive mental imagery can be incorporated into a therapeutic regimen for terminally ill cancer patients. The Simontons first became interested in imaging in 1969 when Carl Simonton, a radiation oncologist, heard a prominent immunologist express the idea that cancer was due in part to a breakdown in immunocompetence. To treat his leukemic patients, the immunologist extracted abnormal white cells and applied them to the skin in the hope of summoning the body's natural defenses. Remission was higher than with more traditional techniques prompting Simonton to look more closely at the possible factors responsible. After researching the area, Simonton arrived at the tentative conclusion that the best predictor of successful treatment was a positive attitude toward the treatment regimen and life in general. Moreover, the beliefs of the patient's family, significant others and physicians are positively correlated with positive treatment outcome. Following the notion that one's beliefs limit one's perceptions of reality and possibility, Simonton began to explore the ways in which he could change the attitudes of dying people who were depressed, unaccepted, and overwhelmed by their plight. The course of therapy must also be attuned to particular psychological factors that the Simontons believe are etiologic in cancer (1978). "Those predisposing factors most agreed upon as (negative) personality characteristics of the cancer patient are:

1. a great tendency to hold resentment and a marked inability to forgive; 

2. a tendency toward self-pity; 

3. a poor ability to develop and maintain meaningful long-term relationships; 

4. a very poor self image. 

In the majority of cases the person has lost a significant loved one." 

The Simonton plan involves 4 steps. First, the individual goes through a period of orientation in which he is encouraged to bring friends and relatives to the clinic where they will be introduced to the concepts of stress reduction, meditation, visualization and the notion that physical disease represents the complex interplay of P/LS and physical factors. The patient is introduced to the idea that to some extent, physical integrity is compromised by unrelieved psychological tensions so that in a sense, the person has contributed to his illness. Later, therapy attempts to capitalize on the logic that if a person has helped produce his condition, he can also help ameliorate it. In the second phase, the person is instructed in visualization and imagery exercises arid instructed to read "The Will to Live" by Arnold Hutschneker (1953). For those patients who do return (approximately 50%), the third stage involves group therapy sessions every day for 5 days. The content of these sessions deals with imagery exercises concerning psychosocial factors and lifestyle changes. The fourth stage finds the patient leaving the clinic to return home and practice what has been learned in the prior 3 stages. Patients commit themselves to one year of treatment and return every 3 months for 3 days of intensive group sessions. It should be noted that the Simonton approach requires that the patient continue to participate in the prescribed medical treatment plan which may consist of radiation and chemotherapy.

Since imagery is central to both the efficacy of this approach and some of the controversies surrounding it, I would like to describe the technique in some detail. First, patients are taught a simplified form of autogenic training which involves deep muscle relaxation induced by autosuggestion (Pelletier, 1977, 1979). The person subvocally repeats the word "relax" while passively focusing on a tense body part. Through proper training and practice, the person learns to release tensions on cue. Once relaxation is induced, the individual is asked to visualize a peaceful scene, thus enhancing psychological tranquility. Next the person is asked to visualize the illness in whatever form it may appear to him, then visualize the medical therapy attacking and conquering the disease. The precise content of the imagery is less important than the theme: treatment conquering disease. Thus, treatment may be visualized as bullets are showering a hamburger or voracious sharks (lymphocytes) attacking feeble grey fish (cancer cells).

Achterberg and Lawliss (1978) have formulated a test called IMAGE-CA which assembles patients' subjective reports and scores them in order to provide clinicians with a method of understanding the role patients play in their treatment. The administration of IMAGE-CA in conjunction with a battery of other psychodiagnostic tests shows that the psychological factors outlined by the Simontons (1975) are better predictors of treatment outcome than other medical analyses. Basically, the procedure involves asking patients to go through relaxation exercises while focusing on subjective cancer imagery. Then they are asked to draw the images. Fourteen factors were subjected to standardization. They are "vividness, activity and strength of cancer cell; vividness and activity of white blood cell; relative comparison of size and numbers of cancer and white cells; vividness and effectiveness of medical treatment; degree of symbolism; overall strength of imagery, regularity of imagery process; and clinical opinion related to prognosis, based on imagery factors" (Achterberg and Lawliss, 1978). Common elements of imagery that are predictive of good prognosis are images that included "white knights", "Vikings", and large powerful animals such as dogs and bears aggressively assaulting cancer cells. Those who saw white blood cells as more vivid than cancer cells had a better prognosis than those who saw the cancer cells as being more vivid.

To date, the Simonton's claim to have extended the life expectancies of approximately 100 patients judged to have less than a year to live. Average survival time is approximately 20 months. Of the 63 still surviving, 22.2% had no evidence of disease while 19% were in remission. Despite these apparently impressive data, the Simontons have been beset by criticisms on both scientific and ethical grounds. Let us assume for the moment that the results do speak favorably for their approach and the idea that P/LS are etiological factors in cancer. What is the mind-body connection that might account for these findings?

While the psychophysiological mechanisms are sketchy at best, one line of research suggests compromised immunocompetence. The hypothalamus, an important element in the neural and hormonal control of emotionality and systemic physiology, receives stress input via cortical pathways. This triggers sympathetic arousal via descending nerve pathways. The net result is the mobilization of bodily resources appropriate to the classic fight or flight reaction. Among the numerous physiological concomitants it seems that the secretion of stress hormones (epinephrine and norepinephrine from the adrenal medulla are crucial in maintaining a positive feedback loop accelerating the already accelerated hypothalamic influence. When stress cannot be diminished, the hypothalamus hormonally influences the pituitary to secrete ACTH (adrenocorticotrophic hormone), which in turn stimulates the adrenal cortex to secret glucn-P-'4oq;ds and steroids, which have the effect of resisting a variety of stressors and maintaining physiological processes while paradoxically suppressing the body's immune response. Research by Solomon at Stanford (1969) and Stein, Schiavi and Camerino at Mt. Sinai School of Medicine (1976) suggests that while the influences are certainly multifactorial, one important element seems to be the linkage between the hypothalamus and thymus gland which functions in the surveillance of microorganisms and antibody production. Any compromise of thymus functioning should negatively influence thymus integrity, thereby suppressing the immune response. The result could be cancer. Numerous studies with lab mice show that when the hypothalamus is lesioned, thymus activity is inhibited, rendering the animal susceptible to certain forms of cancer (Solomon, 1969; Amkraut and Solomon, 1975). Recent research by Riley (1975, 1961) has shown that environmentally induced stress in lab mice leads to a breakdown in immunological apparati and a greater risk of cancer. Keller, et al. (1981), has also provided evidence in mice that lymphocyte production can be suppressed by subjecting animals to a graded series of stressors.

ADDITIONAL STUDIES RELATING P/LS TO CANCER

The work of the Simonton's and Achterberg and Lawliss is appealing because it is consistent with a death-defying movement which overlaps with the so-called "self-help" movement which burgeoned in the 1970's. The credo is that since each person has virtually unlimited potential, he can cure himself if only he could find a way to tap his powers. One way would be to adopt a positive attitude. This idea is pleasing but impossible to verify. The sobering alternative is to assume that man is a powerless pawn of nature. Perhaps the important point is that what one perceives to be real is reality for that person. If in fact the Simonton approach is nothing more than placebo, still the patient is more concerned that he is getting better than he is about satisfying the scientific curiosity geared toward determining why he is getting better. I will present criticisms to the Simonton approach in a later section. I would now like to present other data bearing on the relationship between F.LS and cancer. It would be virtually impossible to review the multitude of factors that have been implicated, and the numerous studies that are relevant. In addition, most of the studies are seriously flawed methodologically, making data interpretation risky. Therefore, it r,-,ay be more instructive to focus on research areas, and then spend some time on the more methodologically sound studies. For a thorough account of research trends and future possibilities in this area, the interested reader is urged to consult Fox (1978). Much of the forthcoming information has been derived from this source and a complete list of references can be found therein. 

Some studies address personality factors, both stable and emerging, while the majority of studies address transient or long-term life events, hypothesizing that the stress resulting from particular experiences increases one's susceptibility to cancer. In these studies, cancer is considered to be the result of immunosuppression. Other studies focus on personality factors that are reflective of greater reactivity to stressors again by immunosuppression. This third type of study conceptually blends personality and life-stress factors. Many of these studies adopt a psychodynamic stance by explaining cancer development in terms of denied form of disease in a particular organ system. Such people show a poor outlet for emotional discharge, reduced aggressive expression, and diminished introspection into their emotional difficulties. Most show depression, apathy, and a sense of hopelessness. Such findings are not unlike those observed by the Simontons. 

Study of the relationship between stress and disease began in earnest with the work of Selye (see 1974). Evidence has proliferated that stressful occupations, job situations and other life changes are associated with a greater incidence of disease in general. Holmes and Rahe (1967) have attempted to assess the relationship between psychosocial stress and disease by having subjects rate the impact of 43 events on their lives. Impact scores are assigned and the subjects are followed for a period of time. Generally speaking, higher impact scores are associated with a higher future disease incidence. When this approach is applied to cancer, the results are contradictory, showing as many negatives as positives and making one wonder about how well life-stress can predict cancer. There are simply not enough data to infer causation. 

Many of the social stresses that have been implicated in the causation of mental illness have also been suspected in the etiology of cancer. Some putative factors are: insecurity, poverty, loss of social status, social isolation, work role incompatibility, loss of self-esteem, disrupted family situations, and social change. However, one prospective study of "neurotics" discharged from the army in 1944-45 demonstrated that these people showed no greater. incidence of cancer 24 years later than control subjects (Keehn, 1974). Kissen (1966) found no differences in neuroticism between lung cancer patients and other hospitalized patients. 

In studying the relationship between social stress and cancer, particular types of stressor have been observed. Meares (1975) has expressed the view that the dominancesubordination factor may be critical with submission increasing vulnerability to psychosomatic disease in general. It is conceivable that long-term frustrations in marriage, child-rearing, and job may fulfill one of the more important criteria for a carcinogen; long-term stimuli acting as promoters of cancer development. Appropriate to this notion is the finding that male and female stomach cancer had a shift toward lower androgen-estrogen ratios and a reduced rate of baldness also predicted by androgen-estrogen levels (Wakisaka, et _al., 1972).          Abse, et al. (1974) found that men in his cancer group were hypoassertive. These findings are in line with Seligman's notion of "learned helplessness" mentioned previously and may be consistent with Lazarus' notion that being able to anticipate events or stressors even if one cannot control them is a form of symbolic coping. It might be predicted that if stress can induce cancer, being able to cope should reduce the risk. Is this, in fact, what the Simonton's have accomplished?  

REVIEW OF IMPORTANT PROSPECTIVE STUDIES

Thomas and Duszynski (1974) prospectively studied 1337 Johns Hopkins medical students between 1948-1964, by having each subject complete a questionnaire concerning family attitudes as perceived by the subject. Three family attitude scales were derived: closeness-to-parents, emotional demonstratives, and matriarchal dominance. Five disordered groups were then defined: suicide, mental illness, hypertension, malignant tumor, coronary occlusion. The most impressive finding was that the suicide, tumor, and mental illness groups scored very low on the closeness-to-parents scale indicating a perceived lack of closeness to parents. The relationship was most powerful for the tumor Croup suffering from several types of cancer such as leukemia, seminoma, basal cell carcinoma, lymphoma, melanoma, carcinoma of the pancreas and astrocytoma. In this study every negative family attitude was more common in the tumor group than in any other. Negativity was also inferred from failure to check positive attitudes. Some of the positive attitudes rarely checked were: companionable, warm, understanding, steady, admirable, confiding, comfortable, and congenial. Some of the negative attitudes were: detached, unpredictable, dislike, rebellious, hurt, and disagreeing. Thomas and Buszynski view these findings as consistent with many of the interpretations thus far presented. LeShan (1966) has hypothesized that early in life a child's ability to relate to others is damaged resulting in feelings of isolation, and the expectation that relationships bring pain and rejection and a sense of hopelessness and helplessness. Later, when considerable emotional energy is invested in a meaningful relationship, and then the relationship dissolves due to the death of a spouse, loss of a job, or a child leaving home, the sense of despair resurfaces. This hypothesis is virtually identical to the concept of "anaclitic depression" espoused by  many psychodynamicists 

CRITICISM OF SIMONTON APROACH AND P/LS RESEARCH

In a previous section I somewhat uncritically presented the work of the Simontons. However, the reactions of the scientific community have not been favorable and in many cases have been downright disdainful. Let us review some of the criticisms of the Simonton approach and PILS research. Despite the convictions of the Simontons, no consistent personality profile has been found that would allow us to talk of cancer-types. The profiles described in this chapter could be indicative of any number of psychosomatic disorders. Moreover, the profiles have often been deduced from people already suffering from cancer making it entirely possible that cause and effect have been misconstrued. I will elaborate. Early cancer affects the patient both by his awareness of having the disease, and through physiological changes resulting from complications, surgery or chemotherapy. In advanced stages there is often pain and debilitating psychological disequilibrium due to one's knowledge of his condition and the disruption of his life. There are also endocrinopathies resulting in the secretion of hormones with actions similar to ACTH, epinephrine, cortisol, parathormone and insulin. Some cancers produce encephalopathy which along with endocrine dysfunctions may produce ti7e oft-seen psychiatric symptoms of anxiety, depression, disorientation, memory impairment, depressed intellectual functioning, and mood disturbances. Davies (1973) found that, even though the clinical picture showing an apathetic giving-up syndrome correlated with the loss of significant loved one, it also correlated with greater physical illness, hematological disturbances and reduced sleek. Loss did not correlate with tumor. Nehmiah and Sifneos (1970) described a psychological condition associated with certain illnesses in which the patient finds it difficult to use language to express emotions and engage in emotional fantasy. The authors have posited a neuroanatomical break between neocortex, the locus of language, and paleocortex, the locus of emotionality. In light of our previous discussion of P/LS factors as etiologic, the following question now becomes very interesting. Are we looking at psychosomatic cancer where P/LS produce disease or are the connection somatopsychic, where the disease and its psychophysiological concomitants and byproducts lead to the psychological and behavioral effects?

In conclusion to this section it can be said that there are differences between cancer and non-cancer patients. But considering the state of science that is probably all we can safely state.

Numerous studies have shown connections between P/LS and hormones, but few have drawn a link to cancer. Other studies have shown that the immune system can be affected by altering the activity of particular brain regions, but it has also been shown that the immune system plays a limited role in inhibiting or promoting cancer. Immunological deficiencies can produce a variety of cancers but rarely are they the most common types: lung, breast, colon (Fox, 1978). Cancers of the Immune system are more likely. In short, a causal link among stress, immunosuppression and cancer has not been satisfactorily demonstrated. This casts a shadow on the Simonton approach and the whole area of cancer and immunosuppression.

If the above criticisms were not enough, others include unsuccessful attempts of others to replicate Simonton's finding, the absence of adequate control groups, and inappropriate statistical analyses. In defense, I wish to address some of these criticisms. While scientific proof should be required, such proof would be difficult, if not impossible to come by. It would require massive prospective studies wherein subjects without evidence of neoplasm are carefully studied and assessed physically and psychologically over many years. Whom would we get to participate in this study? Who would submit to the constant intrusion necessary to adequately explore the problem? The task would be monumental. 

On the issue of replication, nobody would argue the need for replication; yet it is well known that researchers tend to find what they would hope and need to find rather than what is the case. This is easy to understand when job, money, reputation, one's career are on the line. In general, the medical profession has always tried to deflect outsiders from muscling in on their territory. Besides, medical science (and probably all science) is somewhat resistant to change, especially when there are assaults on time-honored methods and when these assaults emanate from sources outside of that science. In the case developed here, imagery has never found a place in traditional western medical science. 

Sampling, assignment of subjects to one group or another and control are always an area vulnerable to criticism. Assuming that sampling procedures were adequate, we would yet run into the ethical consideration of withholding treatment from roughly half of our subjects (controls). If in fact the treatment does appear to be sound, we would be faced with the dilemma of having to satisfy the demands of scientific rigor while forsaking those who may have been helped.            

Regarding studies showing no increase in risk factor among patients whose immunocompetence has been surgically compromised, and the observations that high-stressed individuals do not always show an increased incidence of cancer, I would like to state that while these are valid criticisms that must be faced, they are by no means clearly indicative of a flaw in the Simonton approach. Since there is no evidence that we can equate psychological and physiological parameters across studies, comparisons become risky. If the holistic approach has any merit, one could argue that if disease is multifactorial then no single factor by itself is capable of producing any condition. Accordingly, stress per se produces nothing. 

Finally, most of the research showing a link between stress and disease has been conducted with lab mice. I trust that the reader realizes the problems inherent in extrapolating from animals to humans. Many cancer researchers argue that animal cancers are in many ways not like human cancers. Riley has made the following rejoinder. "Although it may be hazardous to extrapolate biological findings from mice to other species, it would be equally imprudent to ignore the many physiological similarities and analogous biochemical relationships that evolutionary biologists have demonstrated in animals belonging to the same phyla. The fundamental biological principles that are further delineated through the study of animal models may be expected to have application to man" (Riley, 1981). I guess we must be careful not to throw out the baby with the bath water. 

Other criticisms not directly based on methodological flaws state that the Simonton method is analogous to medieval evangelism in which sin has been replaced by depression, denial and redemption, placing it in the vein of the self-help movement of the '60's and '70's. Many are appalled that the Simonton's are committing a cruel fraud by playing a game called "blame the patient". It is enough that the patient is suffering, dying, and blaming himself already. What he needs least is another slap in the face. Even if patients accept their role in the production of their illness, they will develop an illusion of mastery that will be shattered at the moment of truth (Scarf, 1980). 

What will become of the Simonton method is unknown.

One factor bearing on future appeal is the burden or scientific proof in a world where statistics speak loudest. Pelletier (1977) discusses a statement by Simonton regarding the issue of scientific proof in which Simonton tells of a psychiatrist who was using an unorthodox approach in the treatment of schizophrenia. Under pressures from colleagues to substantiate the efficacy of his approach, the psychiatrist organized a symposium of prominent scientists to deal with the question of what constitutes scientific proof. One response was particularly interesting. The letter stated that "the question is much too difficult for me" and went on to state that "I couldn't be of much help". The letter was signed "Albert Einstein". 

Regarding the issue of ethics, it seems that the Simonton approach will be viewed more favorably if it proves to work. The more scientifically sounds the method, the more ethical it will be to utilize it within limits. Scientific proof is not the only, nor should it be the only, consideration. As with most medical and psychotherapeutic interventions, the price one pays in the hope of reaping greater rewards is a sticky problem. One only has to look at recently publicized treatments such as laetrile for cancer, marijuana for the side effects of chemotherapy, amphetamines for obesity and psychosurgery for intractable psychiatric disorders. Does the end justify the means? What initially starts out as a scientific issue ultimately becomes a legal, political, ethical, economic and sociological issue involving physicians, patients, lawyers, clergy, drug companies, politicians, civic groups ... ad nauseam. 

Simonton's attitude is that considering the condition of the patients, it is worth a try. The Simonton method is clearly controversial but it seems that controversy is only generated when matters are not clearly black or white. If the method were either as "terrible" or "effective" the opposing parties claim, controversy would not exist. 

In conclusion, elucidation of the relationships among P/LS, cancer and dying will require much more than an attempt at scientific corroboration. What is needed is a cognitive shift or change in mind-set that will permit a fresh look at the problem from the holistic viewpoint. For many involved in research, this may prove difficult if not impassible, since for a variety of reasons people tend to become cognitively stale and unable to reconceptualize. The possibility exists that there is no significant relationship among the variables discussed. However, that determination cannot be made until more data are accumulated. It seems as though even data may be of little help if those data continue to be viewed through the same pair, of tinted glasses. Knowledge often comes from technological advances. But it also comes from changing one's glasses. 
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Chapter 4
Caring for the Dying

The Hospice Concept in Health Care Kathleen Ann Allen

The hospice movement has been receiving a great deal of attention lately. Care of the dying has become the byline for any professional as well as non-professional writers. You are sure to find at least one article in any current journal for health professionals devoted to the care of the terminally ill. Television has presented news miniseries and specials on the needs of the dying, and syndicated columnists, such as Sylvia Porter, have written on the subject. Why all this interest in the dying? 4hy all this interest by the health professionals who have been dealing with dying clients for centuries? One answer has been to attribute this recent attention to the fact that people are now living longer than even a half-century ago. However, the answer is quite likely much more complex than that. There is currently an internal evaluation process being carried out in most health related facilities. These evaluation procedures have evolved from government and consumer demands over recent years. It has become a recognized fact that within the medical and nursing professions not enough attention has been given to the care of the dying and/or the handling of the dying client. Attempts are made to correct this dilemma. Medical and nurai1:,; schools are now offering courses and recommending them to their students on such topics as "Perspectives on Death and Dying." They have not reached a required status in most college curricula; however, death and dying is at least accepted as a topic to be discussed in the professional preparation of the future health care practitioners in this country.

When considering the health care needs of the dying today, many think of the work of Dr. Elisabeth Kubler-Ross with her theory of the Stages of Death and Dying, and the work of other thanatologists, and most recently the hospice movement. This work will focus on hospice. Just what is the Hospice concept and what are its roots?

The term "Hospice" comes from the Latin root Hospes which means both host and guest. It implies, therefore, a mutual caring between practitioner and recipient. The first Hospice in modern times is the well-known St. Christopher's in London from which the American Hospice movement grew. However, the original hospices date back to medieval times. They were way stations established by religious communities to provide care and personal attention to those who became sick or wounded on their travels to the Holy Land. They became famous for the excellence and compassion of the care given in them. They were the historical institutions from which more specialized modern institutions such as hotels and hospitals have evolved. Thus, Hospices have come to be remembered as a community for sojourners along the way, a place of replenishment, refreshment, and care. The reigning moral theme at the time of the medieval hospices was "as long as you do it for the least of my brothers that you do unto me." Whatever the moral tone of our contemporary society, the Hospice movement seems to be catching on. We will have to face the inevitable one day -- our own death. We can deny it, cry about it, worry about it, laugh it off, or we can be prepared for it. Realizing that no one has found a "way out" throughout the centuries, many today are trying to insure that they will die with dignity and with others around who genuinely care for them. That is what Hospice workers have been trying to accomplish.

For anyone who has ever had a loved one die in the cold, sterile atmosphere of a hospital, it isn't easy or necessarily dignified. It is not entirely the fault of the medical and nursing staff either. I believe that I can say that as a nurse who has been in life and death situations throughout my career. Knowing someone is going to die and knowing all that you have been trained to do is useless in terms of prolonging that person's life, is not only the most frustrating and helpless feeling, but also one of the saddest that a nurse has to face. Nurses must deal with those feelings early in their careers to be of any benefit to the dying clients entrusted to their care.

Today, Hospice can be equated to a special way of caring for those incurably ill, and its goal is to blend the best of professional care with the most personal service possible so as to meet ongoing client needs for comfort and relief even when a cure is no longer possible. Hospice was developed to supplement, not replace, existing medical facilities or services. The staffing of the Hospices is primarily volunteers who are carefully selected and trained, and made up of both professionals and non-professionals.

The purposes of the Hospice approach, an interdisciplinary total care approach to the care of the dying, are as follows: to establish a community of caring for clients diagnosed as having an incurable chronic illness with a life expectancy of six months or less and for their families; to help ease the physical and psychological discomforts inherent in such illness and death; and to assist families during the bereavement period which includes follow-up care after the death of the loved one. The Hospice approach is family oriented, with the family as the unit of care. It is a highly people-oriented approach also, i.e., an interaction and caring between humans. Hospice is not a place, but a concept or program of health care. The Hospice approach is dedicated to removing the stigma of death and isolation that accompanies the institutionalized way of dying. Dr. Leigner, a specialist in radiation therapy at St. Luke's Hospital, N.Y.C., states hospice "teaches the realization and acceptance (consciously of dying and death as part of being born and part of the struggle of life."

The hospice goals vary within each institutional setting. The general or overall goals would include the following: to help the client live as fully as possible, conscious and free of pain, and in control; to support the family as the unit of care; to keep the client at home as long as appropriate; to educate health professionals as well as lay people, to supplement, not duplicate, existing services; and to keep costs down. The concept of remaining home is the “ideal” Hospice approach.

Dr. Cicely Saunders made the Hospice synonymous with more humane care of the dying and good medical practice. In 1967, Dr. Saunders founded St. Christopher's Hospice in London, England. It is indeed a way station for the dying -a place where people can go in the final stages of degenerative diseases. It is a place of warmth and support. St. Christopher's has a charitable foundation; it is funded by friends and families. A client, however, is never turned away because of financial inadequacy.

Dr. Sylvia Lack began the United States hospice Movement after working at St. Christopher's and St. Joseph's in London. The design of the New Haven Hospice accommodates the primitive fear of and revulsion for the dead body. This hospice is the first here in the United States to be closely modeled after St. Christopher's. The Federal government's attitude toward the birth of the Hospice movement in the United States has been one that is cautious and investigatory by nature, but finally approving. There are at this time 300 operating Hospices in the United States, with more than 125 planned.

In the United States, death has finally come out of the closet. In the past, we did not know when to let go. Our society, including trained physicians, denied death. We still have a need to keep clients "biologically alive" with modern technology. Medical and nursing staffs haven't looked at dying clients realistically. All they saw in the death and dying around them was failure and the terror of their own inescapable death -- their mortality. The only health care deemed acceptable was successful care -- care that saved a life.

The group best suited and motivated to take the lead in the provision of care and comfort for the dying seems to have been religious communities or religious lay groups. An example of an earlier undetected "Hospice" in the United States is Calvary Hospital in the Bronx. It was founded in 1899 by Mrs. Annie Storrs and a group of Irish Catholic laid women for the care of the destitute, dying of cancer. It is now owned by the New York Archdiocese, and it is the only hospital in New York State exclusively for the terminally ill. This recently modernized hospital can house up to 200 clients. It is a voluntary, non-profit facility. Although a pioneer in the care of the dying, it still remains a Hospice experience within a hospital setting. Philosophically little has changed in 82 years at Calvary. V. Dunigan, 5 C.M. referred to Calvary Hospital in the May, 1980 Catholic Digest as a place "where the dies come.

None of the New York area Hospice programs at present fulfill the "ideal." The Hospice program that is closest to the "ideal" is the one in Riverside, New Jersey. It was set up in January of 1977. It is a program of medical, spiritual, and social support services established to enable terminally ill cancer clients to die at home. Its philosophy is to provide humane, compassionate, palliative medical and social care to clients with cancer and their families. Its primary goals are to provide support necessary to help the client die with dignity and minimize the destructive impact of the cancer death on the surviving family members. The Riverside Hospice has a back-up in-patient unit with the home care program receiving the primary emphasis. This particular hospice is funded through the National Cancer Institute. The dying clients and their families meet with the hospice team initially to identify the problems, set goals, and make any necessary referrals, and then meet as often as necessary.

There are a variety of programs markedly diversified that have been labeled as Hospices. The American Hospice Movement recognizes several variations from the "ideal" home-based set-up. St. Luke's in New York City was organized in 1975; it was the first hospice program incorporated into a United States medical center, and it was the second hospice established in this country (New Haven being the first). It is open only to adults; it has an in-patient and an outpatient approach. Influenced by Dr. Saunders, pain management with medications is geared toward maintaining an alert and rational client for as long as possible. This is a voluntary, non-profit hospital. The goal of this integrated, consultative Hospice team within the hospital medical center is to improve the quality of life that remains for their clients.

Twenty-six Hospice programs had been selected initially by the Health Care Financing Administration of HEW as two year demonstration projects for reimbursement through Medicaid and Medicare. One of the fifteen in New York State participating; in this project has been the Brooklyn Hospice, sponsored by the Metropolitan Jewish Geriatric Center. It is a 50 bed in-patient facility with out-patient services too. Its goal is to foster the spiritual, emotional, and physical well-being of dying clients and their families.

North Shore Hospital in Manhasset in Nassau County has an H.O.M.E. (Home Oncology Medical Extension) approach for advanced cancer clients wanting to be treated at home. They have a mobile van equipped with lab and medical supplies. Their outreach program offers chemotherapy. This program was one of the pioneers in alternatives to hospitalization for dying clients.

Another Hospice program is St. Rose’s free home for incurable cancer run by the Hawthorne Dominicans which was built in 1912. It houses 60 clients. There are no lab or work-up facilities on the premises. Their goal at St. Rose's is to keep the client pain-free and alert. Pain medications when needed are given before the patient has to request them as it is done in St. Christopher's. This facility will accept anyone who is unable to pay for care anywhere else. St. Rose's was founded by Rose Hawthorne, daughter of Nathaniel. It relies on the donations of the sympathetic public. It is one of many homes run by these Sisters in this country.

Mercy Hospital Hospice in Rockville Center in Suffolk County is family centered with volunteers an integral part of the program. It is part of the general hospital setting, i.e., a unit with its own staff.

The first Hospice in the world planned for children is St. Mary's Hospice in Bayside, Queens. It emphasizes the concept, more than the institution. St. Mary's program will have ten beds, and 60-70 out-patient department clients. There will be active in-service education programs. There will be a cost of $125/day. However, at the outset it will be a funded project; therefore, there will be no charge to clients. There will be continuous outcome, process, and structure evaluations done in the program. The approach taken with the children will be one characterized by honesty.

Thus, one can see the "variations on the theme" concept applied to the set-up of a few Hospice programs in the New York City vicinity. The main similarity is a caring community of people trained in their various skills and offering a service and fellowship, not only to the client, but to the entire family unit. There are no prejudices in the Hospice Movement as to race, creed, or financial abilities. Since all of us will one day die, all of us are entitled to the same care and concern from our fellows. This caring community operates on its own principles, autonomous in terms of its professional procedure (Stoddard, 1980). The major difference perhaps from this way of caring for the dying from the well-known hospital approach is that the Hospice is planned as a therapeutic environment designed from the client's point of view. What makes Hospice a better way of dying and a "good death" is the insistence upon fitting care to the client, rather than forcing the client into the relentless routine of some institutions, that are basically designed and run for other purposes. "The Hospice provides individuals with the process of pure being, as it is acted out in giving and receiving of human love" (Stoddard). This is the key to the Hospice movement and the Hospice success.

There has long been a need to talk about death and dying and that need continues even today, but we also need to begin to take action on those thins that will enable us to improve the care of the terminally ill. Death need not, nor should it, he experienced alone.

The future of Hospice is bound up in the growing awareness that this is a better and more humane attitude than that which has preceded it. 

Hospice has developed much recognition these days, so much so that there is a National Hospice Organization in McLean, Virginia, 22101. There is also a Hospice Institute for education, training, and research, in New Haven, Connecticut, 06511. Hospice Inc. in Connecticut is a non-profit corporation with voluntary members. The institute has been able to estimate the cost of the hospice care to be $450 over a 3 month period for home care, which is far cheaper than hospital care.

Nurses are interested in the people-oriented type of care in the Hospice setting, which attracts capable, caring nurses. The nurse's role in the Hospice is as diversified as it is in other nursing settings. The nurse is responsible for pain and symptom management, teaches the family basic nursing care, lends emotional support to client and family through close of life and through bereavement, and makes home visits. The nurse, in this type of care, needs to listen, touch, and hear, be thoughtful and competent, open and willing, use silence and be honest. Since Hospice is a way of life - a commitment--those attracted to this special caring usually have some commitment to spiritual values, and are outgoing individuals who enjoy helping and caring for others. As in most nursing services, hospice clients require 24 hour a day, 7 days a week coverage. The nurse needs to be accessible to the client, and have a kind of candor and conscience in filling the information gap.

As for physicians, Dr. Twycross at :sir Michael Sobell House in Oxford, England drew up what he called the Ten Commandments for doctors dealing with the pain of cancer.

I previously mentioned as part of the nurse's responsibility symptom and pain management. Let me expound on that statement in this section. Symptom control can be divided into three main categories: 1) physical, e.g., pain, nausea, vomiting, etc.; 2) emotional, e.g., helping the client and family cope with the distress accompanying impending death; and 3) spiritual, an integral part of the program, with attention to human spiritual concerns a priority. Pain control varies as follows: 1) narcotics, 2) precision dosage and timing, 3) morphine, 4) the "American Hospice Mix" which contains morphine 5-90 ms's-, cherry syrup to 10 mls, and Compazine 5 mgs. (This is derived from the "Brompton's Cocktail" used in Britain, which is a liquid formal-: of herein, cocaine, alcohol, syrup, and chloroform water), and 5) hypnotics, and 6) adjuvant drugs (e.g., phenothiazines). Addiction is not an issue in a Hospice; the quality of the life remaining for the client is the key and real issue. Since the major concern of the Hospice is to keep the client alert and responsive at the same time pain and nausea free, the prescribed drugs are not given prn (whenever necessary) as is the usual method of dispensing pain medications. The proper time to give a dying client pain medication is before the client feels any pain, eliminating, therefore, the anxiety of the expectation of the pain. This requires close monitoring and continuity of care and personnel. The client will usually then remains as comfortable and peaceful as possible until he or she dies. For many clients “it is not death they fear, but unspecified, unlimited pain” (Lowell). Thus, how the pain medication is given is far more important than what is actually given.

Another key to the success of the Hospice movement is the lack of restriction in the area of visiting clients confined to the "non-ideal" Hospice outside the home. No restrictions are placed on the volume of visitors, as long as the client can tolerate it, nor the age of visitors including infants and small children; even pets are allowed to visit if that will add to the client's peace and comfort, and no restrictions are placed on visitors as to time, since time is very precious to the dying person. Recent studies have shown that survivors who do not view the body at the close of their loved one's life have difficulty in separating from the dead and can become long-term, chronic grievers, making them susceptible to higher morbidity and mortality rates. Moreover, there is much to be learned from the dying that would be lost if they are kept isolated. It is the dying who teaches us the real meanings of life.

Hopefully, the Hospice movement is an alternative method of care for dying clients that is more positive and more humane. The hospice accepts the client's death as a natural end to the client's life. The hospice team assists the client and family through the various stages of dying and the experiences associated with death, after first coming to grips with their own attitudes, concepts, and fears of death. The caring community helps and supports the client through their psychological and emotional reactions to dying, e.g., anger, guilt, shame, grief, depression, and acceptance; they recognize the client's coping mechanisms, e.g., denial, regression, and intellectualization as part of that dying client's death process. They enforce guidelines for interacting with a dying client such as: maintaining the client's dignity (respect as a person), helping the client feel secure (a need for trust), and maintaining the client's hope (short-term goals). The Hospice team preserves the dying person's bill of rights which was established back in 1975. The Hospice approach eliminates the "living dead" syndrome so frequently seen in hospital settings (the dying client who waits alone, isolated, and already mourned by the family members in an emotionally and physically sterile environment). The control over one's life is important even if one knows that death is near and inevitable. The Hospice approach has added new dimensions to the nurse-dying client relationship.

The United States is on the verge of a Hospice proliferation. As the American health care system progresses away from the renowned hospital setting and moves back into a community-based system, as it is predicted, the Hospice movement will probably be strengthened. With or without the passage of the National Health Insurance Program, Hospice bills will still be paid for in part by such plans as Blue Cross/Blue Shield, Medicare, and Medicaid as it is currently being covered.

The scope of this paper thus far has been the Hospice as the future hope of the dying client's right to die with dignity. Drawbacks and imperfections in this system are also evident to the probing mind. One prime example is the setting up of the Hospice program as yet another specialty in the medical world. Nurses and physicians have departmentalized themselves into these specialties at the expense of the holistic approach to health care. Individual practitioners tend to remain in one chosen aspect of the field until burn-out occurs. Burn-out has also been experienced as a recurrent theme, especially in Hospice care. How long can one work with only the dying before depression or frustration sets in? An apparent solution to this problem would be a rotation schedule for medical and nursing staffs to prevent one from becoming too specialized or burnt-out. However, this would defeat the purpose of the commitment and continuity needed for Hospice care. As in every other area of the medical/nursing professions, the skills utilized can also become mechanical and rote in the Hospice movement. In Hospice care the need for hope, freshness, and diversity is apparent. Another possible drawback of this type of health care is an emotional over-involvement with the clients with the resultant: "each man's death diminishes me." How much can one give to another without paying a price? It is very draining to continually be supportive, accept the anger of others, and constantly face one's mortality. The caring required in Hospice care involves the willingness to do the unlovely -- a chief ingredient in this type of commitment (Hoskovec,8 Administrator of St. Mary's Hospital, Bayside, Queens.) How long can this willingness thrive in a selfish society?

Another potential problem is the exploitation by commercial interests who would convert nursing homes, geriatric centers, and wards into "nominal" hospices in order to take advantage of a trend without any real preparation for, knowledge of, or commitment to the ideals of the hospice movement.

In summary, there has been change in the approach of the health care practitioners in the care of the terminally ill clients. The Hospice approach has been offered as an alternative to the existing pattern of avoidance and denial in the care of the dying. This approach is still in its formative years and has a long way to go before it is a widely accepted, preferred approach with minimal drawbacks that realizes the ideals of the Hospice movement as expressed by Dr. Saunders (1967): "You matter because you are you. You matter to the last moment of your life, and we will do all we can not only to help you die peacefully, but also to live until you die."

PHYSICIAN'S ATTITUDES

The physician's task as stated by Edward Trudeau many years ago "to cure sometimes, to relieve often, to comfort always" seems to be the basis for care at Hospice. While the health team at Hospice consists of doctors, nurses, clergymen, social workers, psychiatrists, and volunteers, the most important person is still the physician. Too often the dying client feels abandoned by the doctor, that one has been written off as incurable -- therefore to be ignored as frequently as is possible by that one person whom they have come to trust and depend on. The Hospice doctors do not shun their clients or try to avoid "uncomfortable discussions" concerning their illness. The client knows the illness, prognosis, and what can be expected in the future. The client is not treated as a child but as an intelligent adult (assuming, of course, the client is an adult). The client is given functions to perform for and by himself for as long as possible. The client is also consulted in regards to the type and amount of pain reducing medication needed, the foods the client wants to eat, and when the client wants to sleep. The physicians sit down with the other members of the health care team on a regular basis to work out a plan of care for the client/family.

Taking care of the dying client has been part of medical treatment down through the ages. Maybe even now it should n_-It been excluded from the mainstream of medicine, since it has always been the responsibility of compassionate family physicians. Clients welcome continuity of care until their last breath (this is the "rule rather than the exception in Hosp- ice" S. Lack),  This editorial comment of John P. Callan, i•'1.D.~l was refuted a few months later in the same journal by Sylvia A. Lack and William Fischer from the New Haven Hospice. In response, they commented that the ultimate goal of the hospice movement is reincorporation of timeless values and accepted methods into general medical care, and not to exclude the care of the dying from the mainstream of medicine. Technologically specialized curative medicine has catalyzed the growth of the hospice Medical care as a natural balance. Part of our responsibility and commitment is to educate health professionals that a "care system" can coexist with a "cure system". This requires fundamental changes in attitude. Until these ultimate goals are realized, hospice care remains the only way to get competent and compassionate terminal medical care from a multidisciplinary team on a continuously available basis for care in the home and for bereavement follow-up.

Most hospices require the primary physician to remain responsible for the client's on-going plan of care.

Dr. Grebin, St. Mary's Hospice, said that one continuing uncertainty was the attitude of the profession and whether medical authorities would be prepared to make referrals. Some physicians "stand back from the idea that they cannot do anything" for the dying client, h°_ declared, adding; that it was even more difficult for the physician to accept the fact that he had reached the end-point of treatment for a child.

            Although the majority of practicing physicians may believe that it is better for them to be reticent with the dying, this opinion must be reconsidered in the light of the fact that an equally large proportion of lay people say that they would like to be told. On the surface, it seems quite perverse that 80 or 90% of physicians say that they rarely, if ever, tell clients that their illness is mortal (Oken 1961)13 whereas about 80p of clients say they would like to be told (Gilbertsen & Wangensteen, 1961).1 If a physician sees the question in rather unreal black and white terms of either pressing unpleasant news of impending death upon a client or keeping the client in happy ignorance of one's fate, this will sway the physician towards expressing an opinion against telling. This travesties the usual situation, however, where the dying person, with gathering doubts and clues, becomes increasingly suspicious that the end is near.

While physicians are trying to judge their clients' capacity to stand unpleasant news, many clients are equally making their intuitive judgments of whether their physician can bear sincere but difficult questions. (Hinton 1967).15

"Medicine tries to deny the need for pain, suffering, and death. So when they do appear, their victims, deprived of cultural support, have to face them unprepared. With the belief that the physician's task is to struggle against death, man has lost control over his own destiny. The medical profession has undermined the ability of people to manage their own lives" (Downie 1974).16

In a 1979 New York Times article, Hugh O'Haire17 stated physicians agree that community-based treatment is not only more convenient but also welcome to clients because of some of the immediate but short-lived side effects of chemotherapy which make travel arduous. According to Dr. Roger Winn, chairman of a community-based outreach program of Memorial Sloan-Kettering Cancer Center, "doctors trained at large city-based medical centers are now able to carry out complex treatment regimens at the community level.”

In the    St. Luke's Hospice Pilot Project, the physician’s role is summed up as follows: 

1) To see referred clients and decide if they are hospice candidates;

2) To discuss with the client's physician if the client is to be picked up by the Team;

3) To prescribe a plan of care in coordination with the client's physician;

4) To see clients at least once a week and more frequently as needed;

5) To discuss the client's condition and plan of care with the Team once a week;

6) To see clients in the clinic;

7) To function as a consultant to other physicians who desire help in managing the symptoms of advanced cancer;

8) To assist with the writing of a research proposal related to the care of clients with advanced carcinoma.

PAIN CONTROL

Mindful that not all pain suffered by the cancer client is due to the cancer, the hospice team seeks to control the pain so that it will not return. They strive for constant pain control! The client who experiences pain quickly learns to fear it. Most physicians in most conventional hospitals would prescribe pain relief medications every three to four hours whenever necessary (prn). By the time the client's pain medication arrives, the client is anxious, fearful, and probably angry. It then takes approximately one half hour for the medication to work and become effective, and even longer for the client to calm down. The client may get an hour worth of peace and then the vicious cycle begins again -- anticipation of the expected pain, the wait again, and the short-term relief.

The Hospice Team tries to avoid the waiting period for terminal clients. The client knows that there will not be a wait for relief-medication is administered in anticipation of the pain. If pain is eliminated, so is the fear of it. One does not become depressed or angry and one is able to derive the maximum relief from the drug given.

Non-narcotic drugs are used for as long as they are effective for each individual client. When relief is no longer attained, narcotic drugs are given. Fear of addiction is not a concern of the Hospice Team. The nurses will administer the smallest dose possible to accomplish the desired results an alert, pain-free client. Narcotics are usually administered with phenothiazines to potentiate the narcotic, to provide an antiemetic effect, and to alleviate anxiety.

At the New Haven Hospice, morphine dissolved in cherry syrup and phenothiazine is used for their clients. This is referred to as the "Hospice Mixture". Cocaine, alcohol, or chloroform water (components of the famous Brompton’s Cocktail) is not deemed necessary. The Hospice staff also considers the use of heroin unnecessary in almost all cases.

The current debate about whether to permit the use of heroin or morphine by dying clients is symptomatic of a larger problem: the lack of a humane approach to the care of the incurably ill.

Dr. Robert Butler, Director of the National Institute on Aging, editorialized in 1977 that there are several factors to consider in dealing with the pain that characterizes the final days for many. Physicians must change their present practice of prescribing analgesics "as needed" and begin to prescribe small doses of effective pain-killers, gradually increasing the dose until the client is pain-free. The next dose should be given before the client may even think it is necessary. Thus, it is possible to erase both the memory and the fear of pain and to enable the client to review life and face death as serenely and comfortably as possible. Relief from pain is essential, and physicians should be able to prescribe the most effective drugs for their clients, including morphine and heroin.

With the current system of waiting for pain relief, clients actually require a higher dosage of medication than would ordinarily be indicated. With lower dosages required clients experienced less confusion and were afforded more "quality time" to talk and share feelings with friends and loved ones.

In another New York Times editorial by Harold M. Schmeck, Jr., it was suggested that the person dying of cancer usually needs protection from pain and fear. The treatment for pain and nausea is sometimes so cautious as to suggest that those in charge consider it either unimportant or immoral to deal thoroughly with the client's final agony.

The attitude appears to be changing, however; and the change was accelerated recently by the prodding of no less an agency that the White House.

The current focus is on two drug-- heroin and marijuana. The current attitude seems to be toward making these drugs more easily available, at least through legitimate research projects with clients. How far this will go and soon is not yet clear.

Heroin proved to be no more effective than morphine when administered orally at St. Christopher's Hospice as part of the Brompton mixture, a cocktail of narcotics, tranquilizers and alcohol given regularly to terminal cancer clients (Clark 1978).22

THC, the active ingredient in pot (marijuana) was tried as an antiemetic on a small group of clients receiving chemo therapy and found no better than conventional anti-nausea drugs. Dr. Peter Bourne, a President's special assistant health issues and an expert on narcotic abuse, and other experts believe that questions about the usefulness of heroin and marijuana can be resolved within the next few years.

The hospice at St. Luke's Hospital Center, New York City controls severe pain with methadone by mouth, giving it in initial doses of 5-10 mg. At 3-4 hour intervals. They have also had good results controlling pain with an oral solution consisting of morphine sulfate, 15 mg; cocaine hydrochloride, 10 mg. 951% alcohol, 1.7 ml. cherry syrup, 3.7 ml. and distilled water, 10 ml. It is given to many clients around the clock instead of prn (whenever necessary) because of the chronicity of their pain. Pain that is not allowed to reach peak intensity is easier to control.

Tylenol or aspirin sometimes is given with narcotics (though not all clients require narcotics) to potentiate their effects. Some clients require only APL's with codeine.

Analgesics may not always be needed to treat discomfort. What is essential is an assessment of the pain -- noting its site, duration, pattern, precipitating factors, and what relieves it.

TRAINING PROGRAMS FOR NURSES

Nursing; students expressing an interest in thanatology can refer to professional journal articles, as well as register for elective courses in "Death and Dying" at their affiliated colleges. Some of the classic nursing and medical articles, books, workshops, and forum papers are listed in the Bibliography. It is impossible, of course, to list every article or book ever written on the hospice Movement or on '' Death and Dying. However, a fairly good resource list has been compiled for your use.

For the graduate nurse the same opportunities exist as for the future nurses still in schools and colleges. The opportunity for further education in this contemporary field can also be found in the many in-service education programs/ workshops/conferences offered by their employers.

A copy of in-service education programs and workshops open to all nurses that are offered by various institutions in the New York area can be obtained by writing to the institutions directly. Speakers and sources of very pertinent in formation on thanatology and the hospice movement are not only diversified but also follow a much dispersed geographical pattern.

St. Vincent's hospital in Manhattan gave a pre-test/ personal questionnaire on one's perspectives on dying before beginning a workshop on the "Care of the Dying Client." It was a very enlightening experience for the participants. This particular workshop provided time for peer sharing and discussing of one's views on the subject. This was found to be a most beneficial aspect of the workshop by the many participants.

Continuing education in nursing, a future must, also provides the opportunity for educational advancement in the area of thanatology. Many community colleges, senior colleges, and hospitals offer C.E.U.'s (continuing education units) for the courses they present during the day, evening, or weekends.

Some institutions offer conferences on various topics such as hospice, or provide paid "professional leave days" for their nurses to attend conferences in other institutions.

Thus, nursing professionals have various opportunities to learn about, discuss, and update their professional and personal knowledge and skills.
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HOPSICE APPENDIX I

INSTITUTIONS/ORGANIZATIONS

New York City

Calvary Hospital

Bronx, New York

St. Luke’s – Roosevelt Hospital Center

New York, New York

The Brooklyn Hospice

The Metropolitan Jewish

Geriatric Center

Brooklyn, New York

St. Mary’s Hospital

Bayside, New York

North Shore University Hospital

Manhasset, New York

Memorial Sloane-Kettering Cancer Center

New York, New York

Mercy Hospital Hospice

Rockville Centre, New York

Long Island Jewish-Hillside Medical Center

New Hyde Park, New York

New York State

United Hospital

Port Chester, New York

Mercy Hospital Hospice

Rockville Centre, New York

Long Island Jewish-Hillside Medical Center

New Hyde Park, New York

Hospice Care, Inc.

New Hartford, New York

Our Lady of Lourdes Hospital

Binghamton, New York

Hospice 

Planning and Educational

Foundation of Westchester, Inc.

White Plains, New York

HOSPICE APPENDIX II

SUGGESTED DRUGS FOR USE AT A HOSPICE

I. The aim of all therapy is relief of uncomfortable and unpleasant symptoms in all areas.

   The proper dose of any medication is the effective dose for the individual patient.

ANALGESICS IN ADVANCED MALIGNANT DESEASE

II. Aim to keep the patient both free of pain and fully alert.

Method

1. Chronic pain demands preventive therapy, which means that analgesics should be given regularly and prophylactically.

2. The right dose is that which gives relief for a reasonable period of time: a four-hourly interval may be regarded as the norm between administrations.

3. Non-narcotic analgesics should be tried in the first instance.

4. If ineffective - transfer to a stronger preparation.

5. Adjuvant medication is the rule rather than the exception. A phenothiazine such as prochlorperazine or chlorpromazine acts as an antiemetic and, possibly, potentiates analgesia.

6. Use oral medication whenever possible - it is easier to administer and does not necessitate inpatient treatment.

7. There is more to analgesia than analgesics. Some pain responds better to other forms of treatment, e.g., radiotherapy, cytotoxic drugs, nerve blocks, alone or in combination with analgesics.

8. Diversional therapy. The perception of pain requires both attention and consciousness. Diversional therapy - people to talk to, activities to attend, etc. - is, therefore, of great value.

9. Morphine, Methadone, and Dilaudid.

The use of these drugs does not guarantee success, particularly if the psychological component of pain is ignored.

PAIN CONTROL - Agents

Mild Pain 

Ascaf Tylenol for those intolerant of aspirin

Moderate Pain

ASA with codeine o/015 gm. Percodan

Talwin

(with or without compazine or thorazine syrup or tablet)

Severe Pain

Thorazine, Phenergan or Compazine tablet or syrup with: 

Methadone

Dilaudid 

Morphine

Anorexia

Rhubarb and soda 

Tigan

Steroids: Prednisone, Dexamethasone

Nausea and Vomiting

Tigan

Compazine 

Thorazine 

Phenergan

Dyspnea

l) Bronchodilators

            Tedral

            Elixophyllin

            Choledyl

            Aminophylline suppository

2) Steroids

           Prednisone

           Dexamethasone

3) Antibiotics (if infection is prominent feature)

4) Opiates

            Morphine

            Codeine

5) Terminally only, when dryness will not be apparent to     patient – atropine

Cough

ETH with codeine

Benylin expectorant

Glyceryl guaiacolate

Codeine

Anxiety, Mental Distress 

Valium, P.O., I.V. 

Thorazine

Haldol

Stelazine

Confusion

Thorazine P.O., I. M.

Haldol with or without Artane

Depression

1) Attention to physical and mental distress

2) Steroids if indicated

3) Antidepressants:

Elavil

Tofranil

Ritalin

Insomnia

Chloral hydrate

Phenergan

Valium

Dalmane

Elavil

Constipation 

Colace

Senokot

Dulcolax tablets or suppository

Cascara, with or without milk of magnesia Enema

Fungating Growths

1)         Clean with peroxide

2)         Bacitracin ointment

3)         Non-adhesive dressing

Frequency of Urination

1) Treatment of infection according to results of culture 

2) Pyridium

Psychotherapy with the Dying Person

 Joseph Culkin

"There are no inflexible rules that do not contradict the principle that dying is an individual matter, and therefore should be individualized. Management is most appropriate when the therapist at the outset projects his imagination into the future toward the "Omega Point" and considers when, where, how, and with whom this inexorable death ought to occur."                             A.D. Weisman (1)

INTRODUCTION

                Psychotherapy with dying patients shares many features with all other psychotherapy. However, the unique status of the dying person presents special problems for the mental health professional. Clearly, everyone will die, and in this sense all therapy is done with patients of a limited life span. The labeling of a person as a "dying patient", identifies that person as belonging to a special category of humanity, and creates profound changes in the emotional, social, and spiritual climate of therapy. The dying person is one who is seen to be in a life-threatening condition with relatively little remaining time rind little or no hope of recovery. This unique existential position of the dying person necessitates some adaptations of the typical psychotherapeutic attitudes and strategies. The goals, structure, and process of therapy must change to meet the special needs and circumstances of the dying patient.

How does therapy with a dying person differ from "typical" therapy? There are several features which distinguish it.

* First, therapy is more time-limited and time-focused. The dimension of time takes on special urgency with the dying patient. While many therapies are time-limited, often they proceed as if time were an inexhaustible resource. The brief remaining time for the dying patient intensifies the therapy process, and accelerates it.

* Second, the goals of therapy with dying patients are often more modest. Recognizing the limits of possible change is an essential feature of therapy with the dying. What can be accomplished is quite restricted by time, disability, and other aspects of the patient's condition.

* Third, the treatment of the dying patient often requires careful coordination with a variety of medical, nursing, and pastoral professionals. The physical condition, medical treatments, and institutional settings of the patient complicate the practical and psychological context of therapy.

THERAPEUTIC APPROACHES

Prior to Elisabeth Kubler-Ross' seminal work, "On Death and Dying" (2), very little systematic attention had been given to psychotherapy with dying patients. One important exception to this neglect was the humanistic approach described by Bowers, Jackson, Knight, and LeShan in their book, "Counseling the Dying" (3). The prime impetus, though, was certainly Kubler-Ross, who provided an integrated theoretical and therapeutic perspective for use with the dying patient. Following her lead, hundreds of books and articles have appeared in the last decade. Reflecting the increased maturity of the field, there are presently many therapists and researchers focusing on this population, and in addition several scholarly journals which devote some attention to the care of the dying person. Psychotherapy is beginning to be incorporated into the more general and growing field of clinical thanatology, which is concerned with the overall care and treatment of the dying person - mind, body, and spirit. (4, 5)

Modern psychotherapies are divided into four main groups - psychodynamic, humanistic, behavioral, and family therapy.

The main features of these therapies as used with all patients are preserved in the treatment of the dying, but each has been modified somewhat to fit the unique needs of dying persons.

The Psychodynamic Approach

     The psychodynamic approaches are primarily concerned with the emotional conflicts and defense mechanisms of the individual. Special issues of conflict and defense arise in the dying person, and this approach addresses them in the hope of resolving the psychic crisis to the fullest extent possible. Dying is the ultimate crisis of ego development, and as such is associated with intense infra-psychic turmoil. Psychoanalyst Erik Erickson labels the last stage of ego development, "ego integrity versus despair", and identifies it with the crisis provoked by the confrontation with one's mortality. The fear of death may precipitate a breakdown of previously integrated ego functioning, and result in an attitude of despair and disgust. (6)

In most people the threat of death generates powerful defensive reactions, and although these defenses provide some limited relief of emotional distress, in the end they prohibit the person from effectively coping with the death crisis. Common defenses which are found in the dying person include denial, displacement, projection, and regression. As Kubler-Ross pointed out, denial is a very typical reaction of the dying person. The refusal to accept the reality of death makes it impossible for people to prepare themselves and their families adequately for it.

Through the displacement defense the fear of dying is channeled into other, "substitute" fears. For example, one may become preoccupied with anxiety about family members, personal business, household jobs, or other matters, and, thus, obtain partial release of one's death anxiety. The dying person's projection defense typically expresses itself in hostility and resentment toward others, e.g., doctors, nurses, and family. The person may irrationally blame others for the illness, or accuse them of not doing enough to cure or help. Regression in the dying person is often manifested in increasingly immature, dependent, and occasionally self-threatening behaviors and attitudes. An example is the extremely helpless, "infantilized" position of the person who has completely given up and merely waits for death.

A major goal of dynamic therapy with the dying is to help the person recognize, confront, and replace the defenses which run counter to an emotionally healthy attitude toward death. In the process it may be necessary to try to work through some long-standing problems and fixations which are intensified by the death crisis. For instance, a patient with a history of anxiety over separation from family members may be more distressed over the issue of loss/separation than by other death-related concerns. Dynamic therapy with dying patients is not directed as much toward the goal of insight, as it is with others. Time limits the course of therapy with the dying, and the goals are therefore more short term changes; rather than long-term personality change. The strategy of Kubler-Ross is a good model of a dynamic approach to defenses and emotional conflicts in therapy with the dying. (2, 7)

"On Death and Dying" provides many wonderful examples of a therapeutic approach that begins by accepting the defensive position of the patient, and then proceeds to work with the patient to overcome the self-defeating results of those defenses. Below is an example of one of Kubler-Ross' cases:

Mr. 0. was a successful businessman dying of Hodgkin’s disease. During his stay in the hospital he behaved like a tyrant with his family and the staff. He blamed his cancer on his own "weakness" and claimed that "it was in his own hands to get up and walk out of the hospital the moment he made up his mind to eat more." His wife consulted with Dr. Ross for help in dealing with his domineering behavior.

"We showed her - in the example of his need to blame himself for 'his weakness' - that he had to be in control of all situations and wondered if she could give him more of a feeling of being in control, at a time when he had lost control of so much of his environment. She did that by continuing her daily visits but she telephoned him first, asking him each time for the most convenient time and duration of the visit. As soon as it was up to him to set the time and length of the visits, they became brief but pleasant encounters. Also, she stopped giving him advice as to what to eat and how often to get up, but rather rephrased it into statements kike, “I bet only you can decide when to start eating this and that”. He was able to eat again, but only after all staff and relatives stopped telling him what to do”.

As Mr. O. began to regain a sense of control over his environment and his activities, his anger, guilt, and tyrannical behavior decreased, and his relationship with his family improved.

Another significant concern which has been addressed by the psychodynamic approach is countertransference, the emotional reactions of the therapist. The therapist must be particularly careful to avoid letting personal fears and conflicts over death interfere with helping the patient. The three potential negative results of countertransference are:

1) The therapist unwittingly supports the patient's denial of death by avoiding the issue.

2) The therapist regresses to a helpless position in doing therapy with the patient.

3) The therapist engages in an anxious avoidance of the patient and his concerns.

In order to minimize the effects of the therapist's own attitudes toward death on the therapy, the therapist should explore and confront personal death attitudes before initiating treatment. (8)

The Humanistic Approach

More than other approaches the humanistic view of therapy clearly integrates a philosophy of human nature in which death plays an essential role. Existentialism is a philosophy which has had a significant effect on the humanistic approach, and in this philosophy living the "good life" demand a confrontation with the reality of death. Death awareness helps us to clarify our values and purpose in life, and motivates us to live our lives with fullness and meaning. Death is the absolute existential threat, and it forces us to acknowledge the limit of our life plans and face "nothingness". (9)

Humanistic therapy aims to help the dying patient live as full a life as possible in the face of death. Without giving false hope or optimism, the therapist attempts to mobilize the patient's will to live, to encourage the expression and growth of the self, and to facilitate the patient's self-actualization (10, 11, 12). LeShan, an advocate of this approach, expresses his view of humanistic therapy with the dying in the following remark:

"Help is really needed in terms of how to live, not how to die." (10)

With the dying patient humanistic therapy is more intensely focused than with others. According to LeShan psychotherapy should "move strongly" with the dying patient. An example of his approach is given in this dialogue.

Patient (P): "I'm afraid of my cancer. I want to live

Therapist (T): "Why? Whose life do you want to live?"

P: "I detest it! I've never lived my own life. There was always so much to do at the moment. So much to ...I never got around to living my life."

T: "You never even were able to find out what it was."

P: "That's why I drink.     It makes things look better. Not so dark."

T: "Maybe the better way would be to find out what is your way of life and start living."

P: "How could I do that?"

T: "That's what we are trying to do here." (10)

Feigenberg describes the main features of his humanistic, "patient-centered" approach in the following way:

1) It emphasizes building a strong, supportive, and empathic relationship with the client.

2) It allows the client to set the pace of the treatment. 

3) It enables the client to actively and positively participate in the process of dying. (13)

The Behavioral Approach

The behavioral approach to therapy relies on educating patients about more adequate coping skills to help deal better with the death crisis. Impending death is a terribly stressful situation, and it produces extreme emotional reactions like anxiety and depression, which inhibit patients from living out the remainder of their lives in a satisfactory way. The symptoms of the dying patient are partially manageable through some standard behavioral techniques. For example, relaxation training and desensitization can help to alleviate excessive fear and tension. Other self-management skills, like biofeedback and self-hypnosis, are also useful in controlling the distressing emotions of the patient.

One example of a valuable behavior therapy technique is "stress inoculation training". With the dying patient this strategy may be used to help cope with the physical and emotional aspects of pain. In this approach the patient is taught how to employ cognitive and behavioral skills in preparing for pain and managing pain. Some of the "self-statements" learned in this technique for pain control are shown below.

Preparing for Pain:

"What is it I have to do?"

"I can develop a plan to handle it."

"Just think about what I have to do."

Confronting and Managing Pain: 

"I can meet the challenge."

"Just handle it one step at a time."

"Just relax, breathe deeply."

Self-Reinforcing Statements:

 "Good, I did it."

"I handled that pretty well."

"I knew I could get through it."

A basic goal of behavior therapy is to provide some Coping skills so that the patient can reduce discomfort and gain a measure of control over life. The loss of control over one's body, one's actions, and one's future which is experienced by the dying patient can lead to emotional distress and to feelings of helplessness and passivity. The acquisition of productive coping skills will not only enable the patient to manage negative feelings better, but can also improve self-esteem by providing a sense of competence and self-efficacy.

The behavioral approach to therapy tends to focus on specific and concrete symptoms. It does not directly attend to the developmental and personality issues which are so important in dynamic or humanistic approaches. The goal of the therapy is primarily to relieve negative emotions and to enable the patient to cope more effectively in the remaining time. (14, 15)

Family Approach

The impending death of a family member places the entire family in a state of crisis. Death presents a threatening situation for each member of the dying person's family. The degree of disturbance in the family depends on many factors such as the role of the dying member, the stage of development of the family, and the quality of relationships among family members. A family systems approach conceives of the entire family, not just the dying person, as the recipient of therapy. This approach seeks to provide the family unit the opportunity to learn to deal with the tragedy. Some therapists will continue treatment beyond the death, offering grief counseling for the survivors.

Though family therapy may be integrated into therapies of various types, there are several issues on which family therapists are more likely to focus. Lying patients often experience a need to feel the closeness and support of their families in facing the death crisis. In families where past conflicts have interfered with relationships between the patient and others, family therapy can facilitate more open and productive communication. This can benefit all members concerned in terms of finding closure for "unfinished business". The defenses of family members can make it very difficult for the dying patient to confront death. It often happens that family members share the defensive reactions of the dying person, such as denial of the facts and displaced anger.

An advantage of the family approach to therapy is that it offers an experience that may enable everyone to accept the facts and to work together to enhance the quality of life for the dying person. Families generally experience a range of intense emotions regarding the dying patient, including anger, guilt, fear, and depression. In family therapy members are encouraged to understand and express these feelings in anticipation of the death of their loved one. (16)

As she was in many other areas, Kubler-Ross was a pioneer in involving families in the therapeutic process with the dying. The case below, from Kubler-Ross (2), illustrates some common emotional dynamics in families with a terminally ill member.

"I am reminded of an old woman who had been hospitalized for several weeks and required extensive and expensive nursing care in a private hospital...

Her daughter was torn between sending her to a nursing home or keeping her in the hospital, where she apparently wanted to stay. Her son-in-law was angry at her for having used up their life savings... When I visited the old woman she looked frightened and weary. I asked her simply what she was so afraid of ... She was afraid of 'being eaten up alive by the worms'. While I was catching my breath and tried to understand the real meaning of this statement, her daughter blurted out, 'If that's what's keeping you from dying, we can burn you' by which she naturally meant that a cremation would prevent her from having any contact with earthworms. All her suppressed anger was in this statement."

Kubler-Ross encouraged the mother and daughter to communicate honestly for the first time about their individual concerns, and they were able to console each other and make arrangements for the mother's cremation. The mother died the next day.

MAJOR THERAPY ISSUES

The Psychology of the Dying Person

The best known theory of the dying process is that of Kubler-Ross, who proposes that many dying people progress through five stages of dying, described below:

1. Denial. Initially the reaction is "No! Not me!” Though the denial is rarely complete, most people respond with disbelief in the seriousness of their illness.

2. Anger. In this stage the dying person expresses anger, resentment, and hostility at the "injustice" of dying, and often projects these attitudes onto others.

3. Bargaining. The dying person tries to "make deals" to prolong life, e.g., making promises to God.

4. Depression. Here the individual may become overwhelmed with feelings of loss, hopelessness, shame and guilt, and may experience "preparatory grief".

5. Acceptance. In the final stage one comes to terms with death, not necessarily happily, but with a feeling of readiness to meet it.

Some researchers have questioned the generality of Kubler-Ross' five stages, pointing out that they do not necessarily apply to all dying people and that the therapeutic implications of the theory are not necessarily appropriate for everyone.

An alternate view of the "trajectory" of the dying person is offered by the psychiatrist, Avery Weisman (5). He believes that Kubler-Ross' theory describes some common reactions to loss, rather than general stages of dying. Weisman proposes four very flexible stages:

1. Existential Plight. The dying person experiences an extreme emotional shock at the awareness of his/her own mortality.

2. Mitigation & Accommodation. The individual attempts to resume a "normal" life after first learning of the terminal nature of the illness.

3. Decline & Deterioration. When illness and its treatment begin to take full control over one's life and normal living is no longer possible, this stage begins.

4. Pre-Terminality & Terminality. This final stage refers to the very end of life, when treatment is no longer helpful and the "death watch" begins.

Whether they accept stage theories or not, most researchers and practitioners recognize that there are many common features in the emotional reactions of dying people. The core emotions on which therapies focus include depression, anxiety, and anger (17, 18, 19, 20).

Depression.    Depression is perhaps the most typical response of the dying person. Although they are not inevitable, feelings of hopelessness and powerlessness pervade the experience of most dying people. The physical impairments that result from terminal illnesses and the restrictions on hospitalized patients only add to these feelings. The mental and physical condition of the dying person fosters a sense of alienation and withdrawal.

Patients may slowly become estranged from family and friends, and they begin to disengage from "normal" living at the point where death is the prognosis. Depression is also associated with the loss of control over life events experienced by the patient. As death nears it is easier to slip into a state of passive resignation and despair. The potential of suicide is also a matter of great concern. The demoralization, hopelessness, and physical pain of the dying patient contribute to a greater risk for suicidal action. The relatively high rates of suicide among the elderly may reflect depression in this group because of the infirmities of old age.

Anxiety.          For most people the thought of death provokes anxiety. In facing death people typically experience a wide range of anxieties and related emotions like fear, dread, and panic. An analysis of the anxiety of the dying person identifies several central concerns. Surely, everyone confronts death in a unique way dependent on one's individual needs, personality, culture, and social situation, but the majority of dying persons experience intense feelings of anxiety and associated emotional stress. Some of the common elements of this anxiety are described below:

* The physical condition of the patient is certainly an obvious and significant source of anxiety. Pain, suffering, and the physical debilitation of the terminally ill person contribute significantly to insecurity, stress and anxiety. In addition terminally ill patients whose medical treatments are painful or aversive, e.g., chemotherapy for cancer victims, may develop conditioned anxiety reactions to the treatment setting and anticipatory anxiety regarding further treatments. Anxiety and shame can also result from the physical changes which occur in the dying person. The patient who insists "I don't want anyone to see me like this!" may be expressing a fear of rejection by others because of unacceptable bodily alterations from the illness. 

* The social dimension of anxiety is also an important issue with the dying. Many worry about the effects of their illnesses on family members and friends. For people whose social roles are critical to the well-being of others anxiety over others may be as pronounced as self-concern. For instance, a single mother with two young children is quite likely to experience great fear for the future and safety of her children. Another aspect of social anxiety in the dying -involves the fear of loss and disruption of relationships. As suggested above social anxieties may be due to anticipated rejection because of physical revulsion, or to other factors, e.g., the fear of not being needed or wanted by others.

* The spiritual and existential aspects of death anxiety are also part of the psychology of dying. Questions about the meaning of one's life and the possibilities of life after death are common concerns of the dying person. It is not unusual for people to show sudden increases in religious feelings when facing the prospect of personal annihilation. In dealing effectively with these concerns psychotherapists do well to cooperate with the clergy and pastoral counselors, who are proficient in helping people through religious crises.

Anger.             In Kubler-Ross' model anger is an essential stage of dying. The disorganization of and threat to life felt by the dying person generates frustration, resentment, and hostility. These emotions can easily be turned against others or turned in on the self. Family members, friends, hospital staff, and therapists are likely to bear the brunt of this anger. The reactions of the recipients of anger may include withdrawal, anxiety, defensiveness, and anger in return. This will only complicate an already tension-filled situation. When the patient's anger is internalized, it leads to self-recrimination, self-blame, guilt, and lower self-esteem. As many psychologists have pointed out, anger turned on the self often fuels depression. The anger of the dying person is not always focused on others or the self, but is for many a diffuse, untargeted feeling. The pain, injustice and absurdity of dying cannot always be blamed on anyone or anything but the human condition, and that cannot be changed.

A case reported by Kubler-Ross (2) illustrates some of the common features of a patient's anger.

Bob, a 21 year old cancer victim, was troublesome with the staff and other patients. His intense hostility prompted Kubler-Ross' consultation with him. On seeing his collection of "Get Well" cards she asked him, "Bob, doesn't that make you mad? You lie on your back in this room for six weeks staring at this wall with these pink, green, and blue get well cards?"

"He turned around abruptly, pouring out his rage, anger, envy, directly at all the people who could be outside enjoying the sunshine, going shopping, picking a fancy get-well-soon card. And then he continued to talk about his mother who 'spends the night here on the couch.

Big deal! Big sacrifice! Every morning when she leaves, she makes the same statements - "I better get home now, I have to take a shower!" ‘And he went on, looking at me, most full of hate, saying, 'And you too, Dr. Ross, you are no good! You, too, are going to walk out of here again.'

What counsel and advice can be offered to the dying person who experiences these intense emotions, and the many associated problems accompanying them? Often, the answer depends on the theoretical orientation of the therapist. As discussed earlier, different theories recommend different strategies for treating emotional distress. Behavioral therapies can assist the patient to take some control over these feelings through techniques like desensitization, stress management, and relaxation training. Even a small measure of control can improve the condition of the patient. Humanistic therapists seek to help the patient confront death in as active and positive a way as possible, relying on an exploration of the individual's values, goals and self-understanding. Dynamic therapy attends to the defensive reactions of the patient, and attempts to overcome self-defeating defenses in order to help the patient through the dying process.

Despite considerable diversity in theory, the practical demands on counselors of the dying have led to some common concerns. As a rule therapists working with dying people take an "eclectic" approach - they choose from various theories those ideas which are most applicable to the individual needs of their patients. 

If there is one fundamental principle of therapy with the dying person, it is to facilitate communication about the person's needs. A primary task of therapists is to assist patients in meeting their individual needs in their remaining time. Of course, each one has different needs, depending on life history, personality, and many other factors, but there are some common needs shared by most dying people. These needs include, but are not necessarily limited to, security, affection, support, dignity, and self-expression.

Psychosocial Context of Dying

Dying, like other aspects of life, is uniquely conditioned by numerous individual differences. In discussing this uniqueness the term "life context" may be used to capture the complex aspects of the patient's life which influence the process of dying (16). Two psychosocial dimensions of the life context will be explored here - the developmental and the treatment contexts.

The Developmental Context

Dying is often assumed to be a problem of the elderly. Although this is generally an accurate assumption, much of the attention of psychotherapists working with the dying has been directed at groups other than the elderly. The age of the person is an important therapeutic factor insofar as it determines the needs of the patient, the reactions of the family, and attitudes of treatment staff. Specific therapeutic issues will be considered for three age groups - the elderly, adults, and children.

The Elderly.    The elderly person, having reached what is usually thought to be the "normal end" of life, is more likely to see death as a timely, though not necessarily welcome, event. The perceived timeliness of death is an important variable in the patient's and others' reactions to the process of dying (5). Death is not typically desired by the elderly person, but it is more likely to be accepted. The families and friends of the elderly dying person tend to view death as less tragic and threatening than in the case of a child or young adult. Unfortunately, in our society the elderly are an undervalued group, and this is reflected in the attitudes toward death in this part of the life span. The death of an old person is usually less disruptive of normal family processes, because of the marginal economic and social roles of the elderly.

In therapeutic work with this group several important age-specific problems arise. The combined effects of old age and terminal illness can produce extreme physical handicaps which are both painful and emotionally distressing. The loss of physical control over one's body is a frustrating, embarrassing, and depressing experience. Given a marginal social role and terminal illness the elderly person can easily experience a sense of uselessness and unimportance in the final months of life.

One way to alleviate these concerns is to enable elderly patients to become actively involved in the decisions which affect their lives, and to encourage them to participate as much as possible in their treatment programs. (21, 22, 23, 24)

For this group a common therapy concern is "unfinished business" with family and friends. Unresolved problems, unhealed hurts, and incomplete plans can haunt the person near death, and can lead to profound emotional distress. Therapy can offer opportunities to examine their unfinished business, to work toward resolutions where possible, and to accept failures where necessary. The "life review" is one therapeutic strategy to help accomplish these goals. Looking back over one's life, reflecting on it in a positive way, and integrating one's understanding of life can help the person through the death crisis in a self-enhancing way.

"Use of the life review in therapy has produced impressive changes: A 78-year-old man, optimistic, reflective, and resourceful, who had significantly impairing egocentric tendencies, became increasingly responsive in his relationships to his wife, children, and grandchildren. These changes corresponded with his purchase of a tape recorder. Upon my request he sent me the tapes he had made, and wrote:

'There is the first reel of tape on which I recorded my memory of my life story. To give this some additional interest I am expecting that my children and grandchildren and great-grandchildren will listen to it after I am gone. I pretended that I was telling the story directly to them' ". (25)

A common therapeutic concern with the elderly patient is depression. Some have attributed depression among the elderly to a developmental process of the last stage of life. "Terminal drop" (26) and "psychogenic mortality syndrome" (27) are two labels for this process in which the person begins to show psychological deterioration, withdrawal from family and friends, and general disengagement from living.

Whether or not depression is a "natural" part of these more general reactions, it is nevertheless a major mental health problem for the elderly in our society. As suggested earlier, the sudden increase in suicide prevalence among the elderly may be a reflection of the high rate of depression. In addition to the numerous reported cases of suicide, it is likely that there are many uncounted "silent suicides' among this group - deaths due to self-destructive or neglectful behavior which do not appear to be intentional suicide.

Adults.            Adults who are dying in the "prime of life", rather in advanced age, present quite different needs and problems to the therapist. The adult with family responsibilities who is stricken with terminal illness and the octagenarian in a nursing home face their deaths with distinctive concerns because of their ages.

The sense of loss, injustice, and anger is apt to be more intense in the person at this "middle" stage of life. The loss of family, career, identity, and the expected future are typical concerns of the dying adult. It is more common for the middle-aged adult to be role-identified than for people at other ages. The structure and meaning of adult life is often grounded in job and family roles. The dying adult is removed from those activities which provide security, identity, and purpose in life.

The effects of dying on family members are also different in this age group. When the person is actively engaged in the responsibilities and relationships of family life, the threat of death creates extreme stress on the entire family system. Kubler-Ross reports a case in which this is evident:

"The first example is Mrs. W., a twenty-eight-year-old mother of three small preschool children. She had liver disease and because of her liver disease, she slipped in and out of hepatic coma, confusional states, and psychotic episodes. She was a young woman who felt that she was too young to die. She never really had the time to be with her children. During these times of confusion she was totally disoriented. he went in and out of the hospital; her husband took out of the hospital; her husband took out a loan to pay for the hospital and doctor bills. He had babysitting problems, and he finally asked his mother to come into the household and take care of children. The mother-in-law did not tolerate the daughter-in-law well. She would have liked to get it over with as soon as possible.

The young father was in great distress because of his financial problems and the whole mixed-up state of the household. One day he came home from work tired

and desperate, and he blurted out to his dying wife, 'It would be better if you would live and function as housewife and mother for one single day than drag out this misery any longer!' This young mother sensed that her husband counted the days; the mother-in-law wanted to get it over with as soon as possible; the three children did not make it any easier, but they made her feel even more guilty for dying on them." (7)

Therapy with dying adults generally aims to "normalize" the patient's life ac much as possible. Patients need to remain as fully engaged in the routines of living as they can. It is important to help them preserve as much involvement in the roles, habits, and responsibilities of daily life as they can manage. Of course complete normalization is impossible, but depending on the individual's situation, it is important to help mobilize the patient for living fully in the remaining time. Family involvement is especially important. Dying adults are understandably worried about spouses and children, and the effects of death on them. Concerns about financial matters, funeral arrangements, and household responsibilities are commonplace. Dying adults need assurance that their families will be secure after they are gone.

Children.     There are few events like the death of a child which provoke such intense emotions and exert such powerful effects on family, friends, hospital staff, and therapists. The therapy needs of dying children vary greatly with age, illness, personality, and family factors. Toddlers and infants respond to their dying mostly in terms of the reactions of family members. The lack of understanding of death in the very young child limits the range of emotional reactions to dying. The young child's conception of death is quite vague and magical, and the feelings about dying are more often fears of separation from parents. In addition the fear of physical pain and suffering needs to be managed in therapy, as well as the behavior of the dying child, e.g., compliance to hospital rules and medical advice.

With increased maturity and self-awareness the school age child begins to perceive death as a more permanent and concrete event. At this age the child may view dying as a punishment for wrongdoing, and experience remorse, guilt, and shame. Through middle childhood the concept of death becomes more defined as a final and irreversible event. By age 10 children generally will conceive of death as permanent, and with this awareness comes a more intense and personal emotional response to dying.

Dr. Bluebond-Langner, an important researcher in this area, describes five stages of understanding that children undergo in their awareness of the meaning of death:

1.    An understanding that the illness is serious.

2.    An understanding of the drugs and their side-effects.

3.    An understanding of the purpose of treatment procedures.

4.    An awareness of phases of relapse and remission.

5.    An awareness of their own eventual death. (28)

From late childhood through adolescence there is a greater concern of the dying child with the physical aspects of the process. The fear of pain and physical disability emerge as central concerns. A related problem that is most apparent in teenaged patients involves the association between body-image and identity, and the feelings of shame and disgrace over their physical conditions. For the terminally ill adolescent there is an acute sense of

the injustice of death. Dying teens rightly see themselves as being cheated out of a future, and this hard to accept. Hostility and aggressive behavior is not unusual for this group, and these feelings certainly need to be addressed. (29, 30)

Therapy for the dying child must be adjusted to the developmental level of each patient. In general therapists seek to provide information, support, and solace for the dying child. The child needs accurate facts about the illness and treatments, but obviously communications of this sort must be appropriate to the child's capacity for understanding. The discussion of death and dying with the young child is best approached by letting the child lead with questions, and giving direct answers to them without overloading the child with information too advanced for comprehension. The role of parents in these discussions is extremely important, especially for the very young child.

Emotional support is also a goal of therapy with dying children. The emotions of the child may be overwhelming and confusing. Children need to feel security and support in the therapy so that they may openly express their concerns and fears. For younger children play therapy is a good strategy to enable them to work on their emotions. Therapists should provide the child with opportunities to experience positive feelings of success and control to enhance the child's self-esteem and confidence.

Attempts to normalize the child's life may also help. For example, it is beneficial where possible to maintain the family and educational activities in which the child is involved. For older children and teens help can be gained through the use of peer group meetings.

For dying children therapy needs to address the concerns of the family. Family members are essential for effective therapy with children. However, family members must be helped to deal with their own problems regarding the child's dying. In a family therapy approach both the dying child and others in the family learn to communicate openly with one another. Parents often must be helped to manage their feelings of anger, guilt, and helplessness, as they learn to help their child. (31. 32, 33)

The Treatment Context

Everyday reality is obviously quite different for the dying person, and a central fact in the difference is that of "treatment". The primary social role of the dying person is "patient", whose identity-and purpose are defined largely in terms of the medical treatments and other services being offered - psychotherapy, social welfare, pastoral counseling. The features of the treatment context vary from patient to patient depending on specific medical, psychological, and social characteristics, but for the entire treatment context will influence the needs and concerns of the dying person. The treatment context often produces problems which have to be addressed in therapy. Two aspects of this context which will be considered are the death awareness and the specific illnesses of patients.

Death Awareness

Glaser and Straus analyzed several patterns of communication between family, medical staff, and dying patients in their important work, "Awareness of Dying" (34). These patterns define the awareness context of the dying person. Each of these patterns is distinguished by the type of communication about the person's condition that takes place between the patient and significant others. Four patterns can be identified - closed awareness, suspected awareness, mutual pretense, and open awareness.

* In the closed awareness context others know the patient is dying, but the patient does not.

For example, the parents of a terminally ill child may pretend that the child will be getting out of the hospital soon, even though they know it will never happen. Parents may play this game to "protect" the child and to try to maintain their own denial.

* Suspected awareness exists when others try to deceive the patient about the terminal condition, even when the patient suspects the truth.

The dialogue below from an interview with two nurses from Glaser and Strauss' book shows the working of suspected awareness in a hospitalized patient.

First Nurse: A stern face, you don't have to communicate very much verbally, you put things short and formal ... Yes, very much the nurse.

Second Nurse: Be tender but don't...

First Nurse: Sort of distant, sort of sweet.

Second Nurse: Talk about everything but the condition of the patient.

First Nurse: And if you do communicate with them, when you are not too much the nurse, you could talk about all kinds of other things, you know, carefully circling the question of death.

* The pattern of mutual pretense is one in which the patient and others have struck a "silent bargain" to pretend that the patient is not dying, even though everyone knows the truth. The dialogue below, also from Glaser and Strauss, illustrates such a context between a nurse and patient.

Interviewer (I): Did he talk about his cancer or his dying?

Nurse (N): Well, no, he never talked about it. I never heard him use the word cancer.

I: Did he indicate that he knew he was dying?

N: Well,         I got that impression, yes ... It wasn't really openly, but I think the day that his roommate said he should get up and start walking, I felt that he was a little bit antagonistic. He said what his condition was, that he felt very, very ill that moment.

I: He never talked about leaving the hospital?

N: Never.

I: Did he talk about his future at all.

N: Not a thing. I never heard a word.

I: You said yesterday that he was more or less isolated, because the nurses felt that he was hosted. But they have dealt with patients like this many times. You said they stayed away from him.

N: Well, I think at the very end. You see this is what

I meant by isolation-we don't communicate with them.

* The healthiest pattern is open awareness in which both patient and others acknowledge and openly discuss the facts of dying. From a therapeutic stance this is the ideal awareness context and a goal of therapy. Open awareness is not necessarily easy to attain, and attempts to establish this type of relationship may prematurely overwhelm the defenses of the dying person and provoke significant emotional distress. There are many advantages of this open awareness for the patient and significant others in the treatment context. Patients and their families can benefit by honest sharing of their experiences regarding death and can prepare themselves more fully for it. Also, the patient is able to make plans and arrangements necessitated by death, e.g., funeral plans, writing a will.

Specific Illnesses

In considering the treatment context of the dying person one factor of fundamental importance is the specific disease from which the patient suffers. Specific terminal illnesses create unique medical, psychological, and social problems for patients. Though there are obviously many diseases which kill people, only a few have received special attention by those working with the dying. Three diseases and their implications for psychotherapy will be discussed here: cancer, Alzheimer's disease, and AIDS.

Cancer.           Therapists have attended to cancer victims more than any other terminally ill group. Some of the features of terminal cancer which set it apart from other illnesses are its prolonged course, periods of remission, and its stigma (35, 36). Because cancer may be a progressively debilitating disease, the cancer victim can anticipate a long and often painful struggle, associated with aversive medical treatments. For many cancer patients the disease involves a rollercoaster ride from remission to relapse, which is enormously stressful.

Therapists working with cancer patients will focus on the cycle of optimism and despair which accompanies changes in the symptoms of the disease. In addition there are stress and pain management techniques that are helpful in enabling patients to get through the more noxious periods of medical treatment, e.g., chemotherapy. Behavioral therapy techniques such as desensitization and relaxation training have been useful to help cancer patients learn to control the anticipatory stress and nausea related to chemotherapy. (37)

Alzheimer's Disease.     This is a degenerative brain disease which presents a major health problem for the elderly. The combined physical and psychological effects of this disease are quite devastating, and taken in conjunction with the normal problems of old age, it creates a host of therapeutic needs for the victims and their families. In the early stages patients and family members benefit by education in the nature of the disease so they can anticipate and better cope with the changes to come, in particular the emotional and cognitive impairments of the patient. With its advance the patient experiences severe dementia, and the focus of therapy shifts more to helping family members manage the patient as effectively as possible, assuming they are in the role of caretaker (38).

Even though there is at this time no cure for Alzheimer's, it is possible to address in therapy the patient's secondary symptoms and their consequences in order to assist the person in adjusting to the disease. Three kinds of issues are of major concern in treatment of the Alzheimer's patient:

* Painful Self-Awareness. The emotional reactions of the patient to the physical and psychological debilitation due to the disease may include anxiety, depression, and hostility.

* Self-Incapacitation. Numerous self-harming consequences may result from the progressive deterioration, such as careless behavior (e.g., falling down), malnutrition, and self-neglect.

* Over stimulation. With reduced stress tolerance capacities and coping ability the Alzheimer's victim may be more easily overwhelmed by tensions and irritations of everyday life. (39)

AIDS.              The past few years have seen an enormous amount of interest in AIDS (acquired immune deficiency syndrome). Some predictions indicate that AIDS will reach epidemic proportions in the next 20 years. For now though mental health professionals have begun to examine the specific therapeutic needs of AIDS victims. As great as the stigma of cancer may be, it pales in comparison with the stigma of AIDS. Several reasons for this stigmatization are apparent. It is primarily transmitted through intimate sexual contact and sharing of needles by intravenous drug users. The prevalence of AIDS in homosexuals, prostitutes, and drug abusers gives it an association with "deviant" sexuality and antisocial behavior.

Aside from its association with groups who are negatively perceived, the disease is typically fatal, thus allowing little or no hope for recovery on the part of victims. For now at least, a diagnosis of AIDS is equivalent to a death sentence, and the fear generated by this disease among the public has often been turned against its victims and those in high AIDS-risk groups.

Where most other terminally ill patients are pitied, AIDS victims are often shunned, rejected, and met with open hostility, even by those family members and friends who are most needed by the patient. 

Presently, the single largest risk group for AIDS is homosexual men, and consequently much of the therapeutic work has focused on the needs of this group. Guilt, shame and fear of recriminations from others are common emotional reactions presented by the gay patient. These feelings are sometimes justified in light of the responses of family and hospital staff". Therapists can work to help AIDS victims openly express their fears and to manage the emotional distress produced by the disease. (40, 41, 42)

CONCLUSIONS

What Can Psychotherapy Offer the Dying Person?

Basically psychotherapy offers the dying person much the same that it offers anyone - a supportive relationship in which the individual has opportunities to work on significant personal concerns. The unique life situation of the dying person places limits on the process of therapy and demands greater modesty on the part of therapists regarding possible outcomes. Regardless of theoretical orientations therapists working with dying patients rely first and foremost on communication. Therapy is best used as a forum for exchanging information, educating, expressing fears, and discussing needs.

What are the Goals of Therapy with Dying Patients?

The major goals of therapy with the dying patient can be summarized in a few simple statements.

1. To allow open communication with patients regarding their conditions, and to provide honest, factual information about those conditions.

2. To facilitate the expression of important emotions and to help patients learn to manage these emotions as well possible under the circumstances.

3. To provide a relationship in which patients can experience support in the confrontation with death.

4. To intervene between patients and other significant people such as family, friends, and medical staff.

The fundamental purpose of psychotherapy for the dying person is best described by Avery Weisman, who proposes that therapy should help patients to participate in "an appropriate death", rather than having an "appropriated death" thrust at them.

"An appropriate death is one that would be acceptable to the patient; a death that might be chosen had there been a choice." (5)
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Psychotherapy and the Patient with a Limited Life Span 

Lawrence LeShan and Eda LeShan

A patient said to her psychotherapist, "I know that I'm intelligent, I have courage, and my opinions are as good as anyone else's. Just knowing this has made a big difference in my whole life. I can see the good things I've given my children, not just the bad things. I think I even love them and my husband a lot more now." Another patient said, "You know, Doc, for the first time in my life, 1 like myself. I'm not half so bad a guy as I always felt I was." A shy girl had written poems all her life; they represented her ego ideal, her hopes and her dreams, but she could not believe in herself enough to let others see them. With much anxiety she showed some of them to her therapist. At his response-they were of very high caliber-she began to accept her own value as a person, and to talk hopefully about publishing her poetry. A brilliant woman with special skills in theoretical research had been blocked completely for nine years in her ability to do work in her field and was filled with self-doubt and self-dislike. One day she said with triumph and joy, "I started work on an article last night I have it mapped out and the first two pages written. I think it's going to be pretty good." A 39-year-old woman who had never had a love relationship told her therapist one Monday morning of her wonderful week end at the beach with a man she had met six months previously. As they had watched the sun go down, she had felt inside like the colors of the sunset The affair begun that night was one of deep meaning to both of them, and she was able to give and receive the kind of love she had never known existed.

Each of these patients was dying from cancer. None of them lived more than one year after the reported incident, and three died within four months.

In the course of a research project into the relationships between personality and neoplastic disease, these patients and others were given the opportunity of intensive psychotherapy after their cancers had been diagnosed. Conducting over 3,500 hours of therapy with these patients brought their needs and what psychotherapy can hope to accomplish in such conditions into sharp focus.

There can be great value to the patient in the fact of someone's believing in him enough to really work to help him toward greater self-understanding and inner growth at a time when he cannot 'repay' by a long period of adequate functioning--cannot "do as I tell you to and grow up to be a big, strong, successful man." His being is cared for unconditionally, and so he cares for it himself. The presence of the therapist affirms the importance of the here and now. Life no longer primarily seems to have the quality of something that is fading away, but take4 on near meaning and validity. In the search for himself, in the adventure of overcoming his psychic handicaps and crippling, the patient may find a meaning its life that he never had found before. If the psychotherapy focuses on his strengths and positive qualities and what has blocked. their full expression, rather than on pathology-as Is so often unfortunately the case in psychotherapy-the patient may come more and more to value and to accept himself, and to accept his universe and his fate. Frequently the patient who is dying has lost his cathexes, by the natural attrition of life, by inner neurotic dictates, by an attempt on his part and on the part of those closest to him to "spare" each other from discussion of their mutual knowledge, or sometimes by a partial withdrawal in a magical attempt to ease the pain of the final parting. He is, therefore, very much alone and isolated in a universe which, because of his isolation, seems hosted and uncaring-as Pascal said, "The eternal silence of these infinite spaces frightens me." 1 The therapist, by his presence and by his real interest, can give the patient meaning through warm human contact, can, by providing the opportunity for a strong cathexis, give him an anchor rope to the world and to others, so that with Bruno and Goethe, he can feel that "out of this world we cannot fall." 2 Or, like Camus's "stranger," when he had asserted, in the only way he knew, his oneness with humanity and was close to death, the patient can lay his ear "upon the benignly indifferent universe" and feel how like himself, "how warm, friendly and brotherly" it is.• With contact and connectedness returned, and with the focus on life rather than on death, the patient's fear of death seems to diminish considerably.

In inexorable reality situations, the fear of death-and with it guilt and self contempt--seems usually- to be related to a sense of never having lived fully in one's own way, of never having sung the unique song of one's own personality. Thus it is by the quest for one's own essence-by finding and engaging in one's own type of relationships and activities that the fear of death may, perhaps, lie most successfully eased. This view-was empirically developed in this research, but it is not new; it was advanced by Montaigne,, and perhaps it is only a restatement of Epicurus "Where life is, death is not." 

Psychotherapy, for the patient who is aware that "time's winged chariot" is hurrying him on, cannot deal only with the technical aspects of personality as they are found in the textbooks. The larger questions are too pressing, too imminent. Values must be explored. As one patient put it, "Once the big questions are asked, you can't forget them. You car. only ignore them as long as no one raises them." Death, the figure in the background, asks the questions, and the therapist must join in the search for answers which are meaningful to the patient. In our experience, this can be done most effectively by a search for the values most natural and syntonic to the patient-in terms of who he is, what kind of person he is, and what type of relationship would make the most sense and be the most rewarding and satisfying to him. Certainly if the patient has serious theological convictions, including some concept of afterlife, it is not the function of the therapist to attempt to disturb them; yet such convictions seldom-for who is not a child of his age?-obviate the patient's need to explore himself and his relationships with others. Thus today it is often the psychotherapist who attempts to help the person who has lost his way-and perhaps the psychotherapist also who must try to help the person who lives in the shadow of death-to find his answers to the three questions which, according to leant, it is the endeavor of philosophy to answer: What can I know? What ought I to do? What may I hope? 

A common basic assumption of psychotherapy is that the psychotherapist works with a patient to increase the value of his long-term productivity and his longterm relationships with others, and, perhaps, to better his adjustment to his environment. Clearly these are not valid goals for the patient with a fatal illness. But are there other goals which therapists are committed to, or believe to be part of their responsibility? Heidegger has suggested that the age of man should not be reckoned only in terms of how long he has lived, but also of how long he has to*live.' Within this frame of reference, it is of major importance what the person is and does during his remaining life span-that Is, what it encompasses, rather than how long it is in chronological time. Perhaps life can be seen more validly as an extension in values than as an extension in time. Here may be an approach to a philosophy of therapy that does not differentiate patients according to the length of life left to them-an evaluation which can never be more than a guess, since the universe gives no one guarantees. If a person has one hour to live and discovers himself and his life in that hour, is not this a valid and important growth? There are no deadlines on living, none on what one way do or feel so long as one is alive.

Thus our point of view in therapy is that it is important-and indeed it is all that is possible-for the therapist to help the patient at whatever point he touches the patient's life. Psychotherapy has generally taken the approach of trying to help the patient shape his life in the future, and taken the pragmatic view that results measurable in time are the only basis on which to judge success. Our view here is rather in tests of the patient’s life, and respects for it, whatever its time limit.

The patient with a limited life Span has needs which psychotherapy can potentially fill. Unfortunately, however, very little therapy has been done, or is being done, with these patients. This paradox raises certain basic questions. For example, one might well ask if the more than 3,500 therapy hours, out of which the material presented here was derived, should have been given to these patients. Was the work worth doing, since 22 out of 24 of them died during the course of treatment? In view of the limited number of psychotherapists available, should this time have been given instead to children or to well young adults? We are not speaking here of the research value of the therapy-the findings are published elsewhere • and must be evaluated within their own frame of reference-but of the value of the therapy in itself. Was it worth while? Do patients have a right to this type of care as long as they live, just as they do to physical aid? Perhaps a comparison of the approaches of clinical medicine and psychotherapy may be helpful.

In some ways, clinical medicine and psychotherapy operate according to the same rules and goals, suiting the therapeutic approach to the needs and potentialities of the patient, and having as their major goals the easing of pain and the restoration of function. However, a sharp dichotomy arises at one point. When the patient's life expectancy is clearly limited, clinical medicine does not abandon him. Although the physician may be aware that he cannot save the patient's life or restore his lost functions, he continues to attempt to soften the blow, to sustain and invigorate him, and to protect him from pain. Every medical resource is brought to bear on the situation. These efforts continue as long as the patient lives-and sometimes extend even to massaging the heart after the patient is technically dead!

Psychotherapy operates quite differently in this area. So long as the patient's life expectancy is not clearly limited, it may be possible for him to get psychological help. Once the termination date is dimly seen, help becomes almost unobtainable. Even if he can afford private treatment and manages to secure it, the therapist's reluctance to become involved is likely to be manifested in a quality of remoteness and detachment which is quite different from his usual therapeutic approach. This is true not only of the patient with a known fatal disease, but also frequently of those in the later decades of life. Viewing this phenomenon on a superficial level, one might come to the altogether oversimplified conclusion that the therapist's preoccupation with the patient's continued ability to function and to relate to others is greater than his preoccupation with the patient himself.

A more careful consideration of this basic difference between clinical medicine and psychotherapy may make it possible to see some of the reasons why psychotherapists, by and large, avoid working with the dying patient, and it may, perhaps, suggest some implications about the basic values and goals of psychotherapy. There are many reasons why psychotherapists tend to feel that their task is to help the patient toward a long and healthy life. They feel that their function is not only to comfort and support-and in what denigrating terms do many psychotherapists contrast their cases in "supportive" therapy with those in "real" therapy!-but also to change him for the future. It may be worth while to look briefly at the reasons for this.

Each new science, as it develops, tends to exaggerate its potentialities, to see its future abilities in a somewhat magical light composed partly of hope and desire, to envision it serving as elixir vitae answering mankind's greatest questions and needs. Psychotherapy is no exception-one recalls Freud's vision of answering the question of the Sphinx. Psychotherapists, in working very hard to help their patients for the future as well as in the present, have often forgotten the unspoken assumption of omnipotence which is part of this orientation. Psychotherapists cannot mold the universe or control the future; they can help the patient now, in the moment in which they are in contact with him. They may perhaps need an attitude of more humility toward their own ability-one recalls someone's definition of psychotherapy as "the art of applying a science that does not yet exist"-for at present the death of patients seems to threaten the psychotherapists' basic assumption of their own omnipotence. Psychotherapy, of course, has never had any right to expect guarantees from the future. If the psychotherapist can justify his work only by the results which he assumes will appear long after he has lost contact with the patient, he had better think through his basic assumptions.

This need to help the patient in the future may be strengthened by the psychoanalytic view of the therapist as a father figure-an image which may be held not only by the patient, but by the therapist as well. As parents, therapists want their 'children' to grow up and to have long, happy, mature lives. The major flaw in this orientation becomes immediately apparent If one looks at actual parent-child relationships; if a parent receives all, or a major part, of his satisfactions not from what his child is now, but from what he will become when he grows up, the relationship clearly leaves much to be desired.

Certainly it is vitally important for successful therapy that the therapist wants the very best for his patient, that he has dreams and visions for him. Only if this is true, in fact, can the patient learn to accept and value himself, to really want the best for himself. However, just as these wishes must be reality-tempered by the potentialities of the patient and his environment, they must also be tempered by the therapist's knowledge of his own realistic limitations.

Another reason for the reluctance to treat patients with a limited life span has been suggested to us by a psychiatrist colleague. The medical man has, in his experience in medical school and in his internship, been constantly made to realize his own helplessness in the face of death. To be highly trained medically, to have at one's command all modern medical resources, and still to be unable to save a dying person can be a very heavy blow. Some of those who are most hurt by this go into psychiatry, where, theoretically, at least, death does not enter the picture. The prospect of then working with patients who will die can mobilize all of the doctor's earlier feelings of defeat and inadequacy, and arouse his resentment and resistance. In this context, remarks made by several psychiatrists about an earlier paper on the special problems and techniques involved in psychotherapeutic work with cancer patients 1• may be relevant. They did not criticize the technical concepts presented in the paper, but said that they felt the idea of intensive psychotherapy with dying patients to be "obscene" and "disgusting.'•

The fear of the therapist of his own hurt also seems to be a major factor in the reluctance to work with the dying patient. The feeling that a therapist develops for his patient consists of more than countertransference; there is also love and affection. When the patient dies during the process of therapy, it is a severe blow. Not only are the therapist's feelings of omnipotence damaged and his narcissism wounded, but also he has lost a person about whom he feels very deeply. It is entirely natural to wish to shield oneself from such an event, which becomes even more painful upon repetition. We believe, in fact, that a practice composed entirely or largely of patients with a limited life span is too painful to be dealt with successfully; treating a small number of such patients seems to be a much more realistic approach.

The psychotherapist, too, cannot protect himself by the defense maneuver that necessity sometimes dictates to the purely medical specialist whose patients often die-the surgeon, for example, or the oncologist. This defense-the brusque. armored manner, the uninvolved relationship, the viewing of the patient's disease as of primary interest and the concentration on its technical details to the exclusion of as much else of the person as possible-may save the physician a great deal of heartache, but it is a defense which is impossible to assume for one who is in a psychotherapeutic role. The psychotherapist's answer to the heartache must come rather from a life philosophy which regards the time left for each person as an unknown variable, and holds that the expansion of the personality, the search for the self and its meaning are valid in themselves-valid as a process, valid when they are being done, and not just in terms of future results.

These are perhaps some of the reasons why psychotherapists have done so little with patients with a limited life span-why they have left this painful period of life to the minister, the rabbi, and the priest. To the question, What can one hope to accomplish with the dying patient?, our answer is that the validity of the process of the search for the self is in no way dependent on objective time measurements, that the expansion of the psyche-in another age, one might have called it the growth of the soul-is not relevant to the fluttering of leaves on a calendar.

Some years after  his psychotherapy,  a patient wrote:

One of the primacy contributions of the therapy was the certainty it has provided that I am truly alive ...I can recall the long years of my life and the full river of emotion that poured through me for thirty years. Surely I was alone, feeling and suffering intensely, long before the analysis began. The whole record of my life until then shared intense fear and anxiety. But there is a difference now, and I believe, it consists in this: I have became integrated with my life, my body, mind and psyche are intimately bound to the real world around me; no longer do I project myself almost completely into the outer world to forget myself, to avoid the inner fears, panic and uncertainty .... I have the firm conviction now of being really made of one piece. 

A sister of a patient who had died said to the therapist:

She knew she was loved and lovable before she died. It was the first time in her life she had been able to accept this.

A patient's daughter wrote to the therapist:

. . . and I know that every day she grew in courage and understanding and was learning to fight the fears that surrounded her. With a woman like Mother-I suppose with any human being--an illness such as hers could have been the final fear to entirely hem veer in and shut her off from human contact. But I do think that through her work with you. she somehow managed to WW through her Illness to greater understanding; not only of herself but of other people too, So please don't feel that your work was to rain. I don't believe that anything like that ever goes into a vacuum. Somehow it perpetuates itself. My father and I are changed because. of the change In Mother. sad I think it Influenced bar friends who visited her. Because of you, Mother's last months were filled with hope and thoughts of the future, to her very last hours. And the past few months were made far easier for those of us who loved her.... because of you, we'll always have a wonderful memory of Mother's last days and of the courage that fined them.

Of these three patients, two died during the course of therapy, and one is still alive, years after completion. Who is to say which of the three therapies was most worth while?

                     - -------------------------------------------------------------------- 
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Chapter 5
Anticipatory Grief and the Family

Anticipatory Grief, Death, and Bereavement: A Continuum

Austin H. Kutscher

It has been said that there are two things that man cannot face the sun and his own death. Yet, from the very instant of birth, we are on a long, it is hoped, trajectory toward death. Notwithstanding, all too few of us realize that a life is filled with major and minor preparations for death. There are constant superficial losses whose value in the process of this preparation should not be underestimated. The loss of a job, even voluntary movement from one job to another, loss of job seniority, loss of social status, loss of financial security-all are certain, less evident, examples of factors in this preparatory process. How many children survive their first haircut without tears? How many long-haired youth today dread, with accompanying and often extreme emotional conflicts, the parturition from this possession? And speaking of parturition, all are aware of the postpartum "blues," which often are seen to follow childbirth, and the sometime devastating effects on many young mothers. All of these preparatory losses can be accompanied by and complicated by evidences of grief, both anticipatory, prior to the loss, acid consequent, following the loss.

Therefore, it has been concluded by some, Dr. Arthur Carr, for instance, that these losses prepare the human being for the greater losses in his life, the deaths of his loved ones and, finally, the loss of his own life. As caretakers in the economy of a human's being, we should theorize about his ability to accept these losses through certain adaptive processes which include anticipatory grief and the work of bereavement; and we should try to affect the psychosocial consequences and patterns of his recovery from them at the same time that we also assist our dying patients to the boundaries of mortality. Death must be accepted and faced-the death of the individual and the death of the loved ones who predecease him.

            When a fatal illness is diagnosed, as death approaches, and after the patient's death, there are many who are involved in the care of the patient, as part of his trajectory: his family, the nurse who tends him, the physicians who treat his illness, and the minister and social worker, among others, who offer spiritual guidance and counsel. In addition to the dying patient, all of these important role players, some to a greater and others to a lesser extent, usually pass through stages of one or another form of grief and bereavement and/or deal with the emotional problems of terminal care by various defense mechanisms, such as denial. In trying to conceptualize this, the context of the title of this discourse is offered, to wit: the continuum of anticipatory grief, the dying of the patient, the death as experienced by survivors, and bereavement.

Austin Kutscher teaches at the Columbia University College of Dentistry. He is the president of the Foundation of Thanatology, an institute concemed with the problem of death and dying from a variety of perspectives. He Is also the author of Death and Bereavement and the editor of a volume on death, But Not to Lose.
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According to Dr. Elisabeth Kubler-Ross, in her book On Death and Dying, the dying patient proceeds along a path characterized by various stages until hopefully, but far from always, he reaches the point, or stage, of acceptance. These stages are ( I ) denial and isolation-failure to acknowledge the facts, disbelief in the face of overwhelming medical evidence, and a compulsion to be alone, to isolate himself, submerged in the depths of depressed and anxious thoughts; (2) anger-it can't be tale, someone is lying, the doctors don't know what they are doing; (3) bargaining;-if 1 do this, it won't be so; if I do that, perhaps something heroic, there will be a postponement of what seems to be inevitable; (4) depression-the sense of great loss; the reduction of the self-image; the realization of one's own shattered vulnerability and mortality; stress over the impact of medical expenses that go on and on; worry over the family at home; the realization that soon all will be lost, that the "me" will be gone from the scene; that death must be faced; and finally, if so, blessed; (5) acceptance--the inevitable will come no matter what is done; it must be faced by "me"; all will be lost; I do not know what will follow, but so be it: I have lived my life and tried to do my best.

Grief is the phenomenon of human behavior in survivors which accompanies loss; and its most striking effects are apparent when a beloved figure departs from life The classic study of grief reactions was written by Dr. Erich Lindemann, who observed and treated both the victims and their survivors following the tragic Coconut Grove nightclub fire that took place in Boston in the 1410s. According to Lindemann, grief is a definite syndrome with somatic and psychological symptomatology, although medical definition may not recognize it as such. Tire most striking characteristics are weeping, a tendency to sighing respiration, complaints about lack of strength, feelings of physical exhaustion, digestive disturbances (such as inability to eat, repugnance toward food and/or abdominal discomfort), and so on. (Tire bereaved may demonstrate a sense of unreality and detachment and may be intensely preoccupied with the image of the departed one. Guilt concerning acts done or not done may plague him; accompanying this guilt are extreme feelings of irritability and anger expressed toward others or toward the deceased. The bereaved person is frequently restless but unable to initiate meaningful activity. Even in the performance of his daily routine, he finds the smallest effort almost beyond his energies and capabilities. Depression, agitation, and insomnia aggravate his physical and mental status. 

Frequently, however, grief may have found its fullest expression before the death of this loved person. Its effects strike the bereaved-to-be at the moment the hopeless prognosis is pronounced, as he' becomes aware of the truth of the situation. Therefore, the process of mourning begins long before the significant loss. It is contended here that during this period of anticipatory grief, the bereaved-to-be passes through some parallel, if not identical or synchronous, stages in relation to the dying patient (stages which would be, positively identifiable if accorded similar and adequate study): He denies and disbelieves the medical evidence; lie isolates himself, fearing that a sharing of his thoughts and doubts will only aggravate his torment and that of the dying patient, and other members of the family. lie is angry-perhaps at the patient who hadn’t taken care of himself" and who is going to leave him to face the world alone, perhaps also to raise a family alone; or maybe at the doctors who refuse to do enough, or who are incapable of doing enough, or who may, lie thinks, be lying to him or who are inordinately brutal in disclosing the facts; or perhaps lie is angry at the nurse who brushes aside his agonizing questions because it is not in her province to answer them, or who is agonized herself by them and shields herself by denial, or who never seems to be around when she is needed, or who seems to be adding to the patient's discomfort when she fails to respond immediately to his ring-or perhaps his anger is directed at God; or various combinations of these and a host of others.  

The family member, in this context almost always a spouse or a parent, begins to bargain: If I do this, maybe pain will disappear, maybe even my loved one will be healed; if only I pray, hard enough; if I perform some other demanding effort, this misery will go away and life will continue as before. He becomes depressed by thoughts of the present, by facts and fantasies of what the future will bring in suffering for all concerned-both during and after the course of the illness; he finds that lie cannot function, cannot summon up either his emotional or physical resources to face each clay, as it comes; and so he is anxious and depressed; lie grieves-even mourns. Finally, hopefully, lie accepts the facts: death will come; it must and will be faced; and I will be left to do as best I can in the future; there is no choice, and I must do what has to be clone. And-eventually-I too will face my own mortality: will 1 and how will I be able to accept that?

There appears to be a timetable of grief, oriented to the date of the onset of a fatal illness as well as to the date of the loved one's death. And this timetable relates the period of grief to some undetermined finite period of time. The presence of grief in anticipation of the loss, both in subtle and in pronounced ways, alter the trauma of the aftermath. When death has been prepared for by those who will survive, these bereaved may more readily find their way back to normal functioning. The contention here, requiring intensive study, is that there is a kind of symmetry and replication of effects: the more the anticipatory grief reaction before the loss, the less the bereavement effects following it; the less the anticipatory grief reaction before the loss (as must be inevitable in cases of sudden accidental death or death from an acute myocardial infarction or heart attack), the more the bereavement effects after the loss. Anticipatory grief creates an atmosphere, however ineffable, of adjustment to the potential loss; and so, to continue our hypothesis, then, is not anticipatory grief in its most simplistic course and form a generally repressed projection backward of bereavement itself?

The physical syrnptomatology of grief is most apparent during the bereavement period. The bereaved person presents n multitude of symptoms, as Lindemann and more recently Dr. Paula Clayton have related. Further and more recent studies, by Dr. Dewi Rees in Wales, Dr. C. Murray Parkes in England, and Dr. David Maddison in Australia, have also produced data which indicate a greatly and clinically significantly higher morbidity, rate among the bereaved (particularly following the loss of a spouse and especially in the older age groups) and, more importantly even, a higher rate of mortality during the first six months of bereavement-tapering off thereafter. Neglect of the self, for instance, may play some part, but there are some disease processes that cannot truly be related in such a manner, among them perhaps even cancer. It is contended here that parallel studies of anticipatory grief would likely reveal findings comparable in one of many such aspects.

Emotionally, both the patient's attitudes and desires and those of the bereaved-to-be may change from day to day: now lie may want to hear the truth and talk about it; tomorrow he may detach himself from it and/or deny it-depending on the stage achieved-and the changes of patient and family may be synchronous or may not. Not at all unrelated to the above, a new fact or sign or happening-and interactions involved-may occur, particularly within the cold walls of the institutional setting, with complicated emotional outcomes for all involved.

It is documented fact that most people today, in this country, die in hospitals and not at home (as was more often the case in the past). The hospital represents scientific achievement, the hope for cure with new and remarkable medications or machines, or, at the least, a dream of prolonging the life of a beloved one. But hospitalization in itself causes separation; separation results in anxiety; separation anxiety in turn further reduces the contact of both family and friends with the patient and, in so doing, increases everyone's anticipatory grief reaction; and the (lying person, detached from his familiar surroundings and unable to be a vital member of society, goes through this period in a most extreme state of anxiety, suffering his own highly specific form of separation anxiety and anticipatory grief.

The patient may have complaints, but they frequently mask what his real complaints arc-among many others, fear of death, distrust of those who, he often rightfully feels, may be concealing facts or at least something from him, and so forth. He truly has the right to grieve his own dying but is seldom given the opportunity to express his feelings and concerns. lie usually finds himself being abandoned as his condition deteriorates; the living has already "written him off." He becomes the central figure in a great "conspiracy of silence"- forbidden to voice his fears and lying to concerning his condition and prognosis. The (lying patient nearly always knows the truth but often doesn't know whether his kin have actually been told the worst. In the process, lie may become antagonistic to them or, in many cases, may try to protect and shield his loved ones from the knowledge that lie has. And this brings us to that widely debated question: Should the patient be told the truth, that death for him is imminent?

Although we have been debating this subject for decades, from the above it may he surmised that I think that this may actually be the wrong question. The question to be coped with should really be: How should we deal with what we must assuredly assume he "knows" or has discerned?-what Reverend Robert Reeves describes as the "moment of truth" between the patient and his bereaved-to-be. 

First of all, let it be understood that the nurse often talks the most with the patient and is in the best position to "read his signals." Her counsel should always be considered as extremely relevant. The life style of the patient should be considered-how lie handles trouble, reacts to bad news, responds in a crisis. And the life style of the person in attendance who does the "telling" -the doctor, family member, or pastor-is also a factor which will profoundly affect the patient's future relationships with all those about him. And let us not forget that these caretakers who themselves are often desperately anxious about death, including their own, whether consciously or unconsciously, may erroneously convince themselves through denial mechanisms that the patient does not know the truth-or want to.  

Most patients actually seem to fear the process of dying more than the unknown quantity, death. Yet, if those who will mourn his death would share their feelings with him in the living now, if emotional expression rather than emotional repression were to be allowed, many fears could be allayed; for many more, the terminal days could be a time for a kind of exquisite loving, sharing, and planning, and anticipatory grief for all would take on its most useful form and beneficent qualities. When there has been a free exchange of thoughts and emotions between two married people, or parents and a child-under these circumstances, the survivor is left with a substantial foundation on which to rebuild his life, a product of the positive effects of anticipatory grief, and with memories which become supportive during the days of sorrow and bereavement which follow the death. All such experiences represent a catharsis that ultimately allows the one to accept his own death with less fear (because he knows that he is loved and will not be abandoned) and his survivors to face the future with greater strength and a more suitably adjusted and positive life pattern. Hence, let us recapitulate the continuum of anticipatory grief, lying, and bereavement, well or badly enacted, as suggested in the title of this essay.

But too often the caretakers delude themselves into what I called above "tire conspiracy of silence." The terminal patient is shielded from the truth. True, not all patients do want to know, and not all should necessarily be told; and -if denial of the truth is the only way a patient can handle his dying, then he should be allowed his denial. But the greatest cruelty is inflicted when the patient does want to know and is not told. Observation has revealed that most patients crave an opportunity to ventilate their thoughts and feelings. Only in recent years, however, through the work of Dr. Herman Feifel, Dr. Elisabeth Kubler Ross, and Dr. Avery Weisman, among others in the field of psychiatry and psychology, has the value of allowing the dying patient to ventilate his fears been appreciated. Perhaps above all, though, both for the patient and for his family, hope should never be utterly destroyed. The treatment plan should always be projected beyond the presumed life expectancy, recent conceivably hope-engendering developments in medical research can be discussed, and so on-so that at least a glimmer of hope never dies. And even when hope for survival is only a very dim all(] fading light indeed, a whole new series of realistic achievable goals cart effectively be introduced for all involved so that life may be lived to the very end. Such realistic goals can be, for example, strong reinforcement of the already acknowledged and existent love of a spouse, the summoning of strength to live until a grandchild is horn, the settling of unsettled and hence troubling personal affairs, the resolution of family difficulties and intensely personal differences between the dying patient and surviving members of the family, reconciliations, and perhaps most important of all, in some instances, the hope of achieving what Dr. Ross has called "acceptance"-in the wake of which death with dignity can then be achieved.

In Great Britain, Dr. Cicely Saunders has established a "resting place for the weary traveler," the dying person, called St. Christopher's Hospice, a unique-and I should not perhaps, since she does not, even call it this-hospital for the terminally ill, where heroic measures are not taken to sustain life or prolong dying, where pain is controlled even as it starts, where (lying truly becomes a part of living as the very walls of the hospital are breached to allow the family to enter at will, where a staff of compassionate and believingly dedicated (in some instances highly religiously dedicated as well) people has been enlisted to support and tend the patient and permit him to die in dignity.

Such professionals, our caretakers, both on tire scene and behind the scene, are involved not only ill their professional capacities but also personally and emotionally with anticipatory grief and, thereafter, to some degree or other, with actual bereavement. flow many-or perhaps we should ask how few nurses and physicians don't reach a point of emotional overload during periods when it seems that one patient after another dies in spite of all their combined and/or individual efforts to save or extend a life? And so, by way of answer, we pose some further queries: Why do some professionals avoid service in wards where terminal patients are moved to die? Why do so many others tend to abandon the patient as his condition deteriorates, to visit him less frequently, to perform only those acts which treat his primary illness, to hustle and bristle in and out of the room as rapidly as possible, avoiding conversation which may prove to be embarrassing and avoiding answering questions, fearful that their own acknowledgment of the patient's psychological distress, anti their own, will bring forth tears-maybe even their own? (Somehow or other, incidentally, we regard crying in ourselves and others as unworthy, unmanly, or an inappropriate reaction-when such is not the case at all.)

I would like at this point to offer some succinctly expressed words to serve, it is my hope, as a few effective tools for all who care for or surround the dying patient and his family.

1. The caretaker's chief obligation is to provide what Dr. Avery Weisman has so imaginatively called "safe conduct" for the dying patient.

2. The primary suffering of the patient is handled by those who can relieve the physical symptoms of his ailment, especially his pain or his disfigurement; but his secondary sufferings-the loss of self-esteem and body image, the fears of abandonment and separation, the anxieties and feelings of hopelessness-must also be treated-by anyone who can function well in this capacity.

3. The reactions of particularly close family members should be scrutinized in order to help them and to enable them, those who are losing the most, to also give the most in support of the patient's secondary suffering; and in so doing gain a measure of peace themselves.

4. High-risk family members, those adjudged to be most prone to suffer at some point from pathological and extended grief reactions following their loss, should be singled out for special counseling and treatment.

5. The patient should be allowed to make as many decisions regarding his own treatment, even his own manner of dying, as is consistent with his welfare, not heeding needlessly only the emotional welfare of his family or especially that of his caretakers.

6. Communication should always be maintained among all on the scene; self-esteem should be reinforced.

7. There are many, including especially family members, who can help the doing patient achieve his final goals-not only the physician and the nurse. Professional credentials are often less important than a person's ability to be present, to be readily available, to be alert, to be compassionate and willing to be on the team. And, touch the patient; let there be someone to hold his hand, literally, if possible, to the end.

8. The team should include, among others, the family, the clergy, social workers, psychologists, and psychiatrists as well as physicians and nurses.

9. The new ethics presented by the ability to transplant organs, or sustain failing ones mechanically, compels the physician to be the prime decision maker, the one in whose hands the "buck stops." But, nevertheless, these decisions and ethics involved pose profound and emotionally traumatic problems for the physician who he would be well advised to share with the family, clergy, or others.

10. The family should always be aware that to the physician, regardless of his concerns about the patient, one death in particular is of even greater concern to him: his death.

11. The bereaved will have to deal retrospectively with the trauma of the deceased's illness and death, and he may be haunted by memories, even guilt, even anger. Caretakers must be available to contend with these also.

12. The passing of certain cultural and ethnic rituals, such as portions (at least) of the formal funeral, sitting shihah, and the wake, has probably been detrimental for the family as viewed sociologically and can hinder acceptance of the loss and the bereaved ability to continue as a functioning human being. These rites and the attendant opportunities for loving companionship and self-expression often offer great emotional support to the bereaved (even if many do not choose to acknowledge such benefits because of often unfair financial burdens imposed by some funeral directors).

13. The grief experience can be transformed into a most meaningful and productive one through emphasis on the concepts and ideals of creative grief. The energies expended in grieving can be channeled with enormous productivity into good works or deeds, service to others in distress, devotion to tasks left undone by the deceased, etc., rather than dissipated in an unstructured and self-pitying melancholia.

But these are not, by any means, all the answers. We have scarcely scratched the surface. Even the few statistics drawn upon may be viewed dubiously because we are just beginning to gain insight into what to research, and such research has just barely begun. One more observation is in order: Our efforts in this field may need reappraisal, since it appears that for every fifteen investigators working with the care of the dying patient, there are probably only three dealing with bereavement, and only one with studies of anticipatory grief. This is discouraging to relate, in the opinion of many of our most informed workers, such as Mrs. Ruth Abrams, since the possibility for the most effective intervcntive medical action related to bereavement perhaps lies in the improved management of anticipatory grief.

We have turned around and around in our continuum: the classical picture of anticipatory grief, the (lying experience and its management, and the final facet, bereavement. Not have we neglected to mention our own psychological trauma at the thought of the (lying "me." It should be apparent, then, that we have come full cycle and have, perhaps, even reached certain conclusions: (1) that our lives are spent in preparation for the bereavement which our great losses bring, including the death of "me"; (2) that there are doubtlessly stages of anticipatory grief which in one way or another parallel Dr. Ross's stages of dying-in a complementary fashion, sometimes and best of all in synchronization but sometimes out;(3)that, if we can achieve some degree of real synchronization we can make the bereaved-to-be function more satisfactorily as members o the team that cares for the terminal patient; (`I) that the mortality and morbidity of bereavement may well, with proper research and through the use of proper investigative expertise, be demonstrated in anticipatory grief, thereby reinforcing the decision to intervene at this point; (5) that it is logical to conceive of anticipatory grief as a repressed projection backward of bereavement; (6) that it would follow, then, that bereavement is the logical aftermath of repressed anticipatory grief; (7) that there is a symmetry and core of replication between anticipatory grief and bereavement from which it might well be hypothesized that the greater and better managed the one, the less of the other; and conversely, the less of the former, the greater the latter; (8) that these are challenging and critical areas for research.

Man cannot face the sun, but he must nevertheless face his own death, if lie is to live. He must accept death as a part of his life-as a prerequisite for his enjoyment of and formal acceptance of the full beauty and tragedy of life. Just as it is possible for the dying person to achieve acceptance of his own death and die in dignity, so too the living who are bereaved can, with help, be brought to accept a life in which death is an integral part. The challenge to us all is at least twofold: Where is our place in the continuum at any time? How can we be effective as clinicians, as scientists, and as human beings?

Chapter 6
Grief

From Living with an Empty Chair

Roberta Temes

Death is a fact of life.

It has, of course, always been so.  Yet only now, in the final quarter of the Twentieth Century is death being acknowledged as worthy of open, investigative discussion.  Death is now where sex was twenty years ago – just coming out of the closet.  Anthropologist Margaret Mead has written that “when a person is born we rejoice, and when they’re married we jubilate, but when they die we try to pretend nothing has happened.”

In our society there is no formalized way to sever the relationship you have maintained with the deceased.  What are you to do with the emotional investment of a lifetime?  The body may be buried, but the emotions of those who lost the deceased continue to survive.

LIFE CRISES

Death is a normal life crisis.  Other normal life crises include marriage, the birth of offspring, and divorce.  Engagement helps us adapt to our new role as marriage partner; pregnancy permits us nine months to prepare for parenthood; and separation prepares us for divorce.  Moving to a new neighborhood is a normal life crisis and usually some version of the “Welcome Wagon” is present to help us cope and adjust.  Leaving one job and accepting a new one also is a crisis.  We are expected to be anxious about beginning the new.  This is normal.

Institutionalized preparation periods notwithstanding, we still anticipate difficult emotional reactions during these normal life crisis.  Each bride, mother, and divorcee if she feels unsure or flounders in her new position, is reassured that she is simply experiencing a “period of adjustment”.

With the loss of someone close to you, you are also going through a normal life crisis.  You too, need a period of adjustment.  How do you deal with the powerful emotions that threaten to overwhelm you?  It is likely that you have no guide to follow during that painful period after the death of a loved one.  You have no preparation for your new role as mourner.  Please be assured that while the physical presence of the person has been eliminated, the relationship still exists.

Grief is not a disease.  There is no magic pill to achieve a quick cure.  Grief is a long, agonizing process, but it does have an end.  Grief is usually experienced in three distinct stages.  Each stage must be gone through in its entirety before you can feel “back to normal”.  Experiencing the pain of grief at the appropriate point in time prevents the deeper pain of delayed grief.  Thus, advice such as “keep a stiff upper lip” or “snap out of it, there’s so much to live for,” however, well-meaning, is potentially harmful.  The griever can simply thank the well-wisher, and proceed through her journey of grief.

EFFECTS OF POSTPONING GRIEF

The effects of unresolved grief can be serious.  Some bereaved individuals find it too painful to mourn.  They postpone a confrontation with their feelings for as long as is possible.  They fill every hour of day and evening with frantic activity.  Then, months or even years later, a seemingly insignificant loss will set off an inappropriate grief reaction.  The person can panic and not understand what is happening.  The answer, of course, is that the mourning process is just beginning.

DENIAL OF GRIEF

The absence of mourning symptoms is a warning signal.  Denial is an unconscious psychological defense.  Everyone uses some denial during the course of a lifetime.  Children and psychotics use it often.  When there is a thought, a wish, or a fact that is intolerable for you to confront, the denial process intervenes and separates you from the pain.  Denial acts like an aspirin – the ache is still there, but you do not experience it.  When you use denial, danger is not overwhelming, reality is not painful.  

If you find that you are behaving as if nothing has happened and have no outward signs of mourning, or if you are behaving as if something wonderful has happened and you are euphoric most of the time, it would be worthwhile to visit a psychotherapist or other qualified bereavement counselor.  

Some people feel they must always be strong and in control.  If you are this way, please understand that in this situation it is a sign of strength to be able to express your emotions.  It is absolutely essential that your feelings be released.  If they are not released through words and fears, they will find expression through other ways.  Sometimes serious illnesses occur when the bereaved is unable to express her feelings.

Freud defined mourning as a “conscious reaction to the loss of a loved one.”  Psychoanalysts today usually say that mourning consists of a conventional ritual determined by the particular social, cultural, and religious groups to which you belong.  Grief is the term usually used to describe the psychological and physiological reactions you are experiencing – that is, those things that are happening now in your mind and in your body.

Bereavement is a psychologically necessary state.  Even though you feel terrible, it is healthy for you to be feeling that way now.  As you proceed through the stages of bereavement you will become increasingly liberated from the agony of your recent experience with death.  Ultimately, the dual goals of the mourning process will be realized.  These two goals signifying the end of bereavement are (1) to complete the emotional relationship with the deceased and (2) to refocus your life’s energies toward the future.

In psychoanalytic terms we are discussing the process of decathexis.  When we place much emotion and value onto someone, that person becomes cathected (emotionally valued) for us.  To gradually displace some of that emotion onto other people and things is called decathexis.  This is a long process.  You cannot finish bereavement quickly, but you can finish it. 

Have you begun the bereavement process yet? 

There are predictable stages of the bereavement process.  Not everyone experiences the same feelings at the same points in time, but grief does typically include three distinct stages.  These stages may be called numbness, disorganization, and reorganization.

NUMBNESS

The first stage of bereavement begins at the moment of death, and continues for the next several weeks or months.  If you are fortunate during this time your family, friends, and neighbors are concerned and solicitous.  They are there to be leaned upon, physically and psychologically.  You may be surprised to notice yourself maintaining an emotional distance from these helpers.  That is because you are not yet ready to deal with all your powerful feelings.  You must perform certain tasks, such as funeral arrangements or estate settlements, which require your immediate attention.  Your field of vision is restricted to the accomplishment and discharge of these current chores.  Your functioning may be automatic, mechanical, and robot-like.  That is because you are still numb from the shock of the death.  You may feel as if you are suspended in an unreal state.  During this initial stage of grief you may be unable to grasp the full significance of your loss.  You may feel as if you are involved in a bad dream that will soon be over.  This is your mind’s way of protecting you from fully recognizing the painful finality of death.

One emotion that occasionally surfaces at this early stage, aside from genuine sorrow, is a fleeting feeling of anger toward the deceased.  Immediately guilt takes over and neutralizes that anger which may emerge during the next phase of the grief process.

DISORGANIZATION

A second or middle phase of grief begins as soon as the insulation provided by shock starts to wear off.  Several weeks or months have passed since the death.  The haze is lifting. Friends and family have resumed their former commitments and are not as attentive as they have been.  Your neighbor, who each day checked in to see how you were doing, now comes by only once a week.  The relatives who telephoned long distance now just write occasionally.  The children who came home from school, or traveled from their homes across the continent, now are immersed in their regular routines.  It seems that for everyone else, life has returned to what it was before the death.  It is ironic and sad that now when you can finally appreciate intimacy and no longer want or need to feel distant from others, there are few with whom to share your feelings.  The numbness lifts and the full meaning of the loss is felt.  You actually feel a vacuum.  There is acute loneliness and emptiness where there was once life.  These are normal and appropriate feelings during this stage of bereavement.

Friends and relatives may become alarmed. “(She was taking it so well, but now look at her. She must be having a nervous breakdown.)” Those friends and relatives do not realize that a disorganization of personality, including symptoms of depression, are to be expected now.  Aimlessness and apathy, loss of appetite and loss of sleep, constant weeping, are all indications of the pain and the despair you feel.  Universal symptoms of grief include feelings of tightness in your throat, shortness of breath, the need to frequently sigh, and extreme fatigue.

YEARNING

Perhaps you are feeling restless and cannot concentrate.  If so, it may be that you have not yet fully accepted your loss as permanent.  Your constant search for “something to interest me” may be a disguised way of searching for your loved one.  Your urge to recover your lost one, your yearning and your hope create feelings of anxiety and panic.  Gradually, as reality intrudes, you will give up hoping for that reunion and begin accepting and adjusting.  This may not make you feel better though.  While the anxiety you felt was a reaction to the danger of a loss, the increasing awareness of the loss brings pain.

During this phase you are feeling a persistent pain of loneliness and at the same time are being confronted with new responsibilities.  Whether it is winterizing the car, taking out the garbage or diapering the baby, you are performing chores that were once someone else’s obligation.  Each of these is now a reminder that “someone else” is dead.

TRANSITIONAL OBJECTS

Objects belonging to the deceased may take on particular emotional significance.  It is as when you were a toddler and had to be separated from your mother – you probably had a comforting reminder of her to carry around during her absence.  Such reminders are called transitional objects by the professionals, but are more familiarly knows as security blankets.

Perhaps you are using a transitional object now to remind you of your lost loved one.  Most people do need some articles of the deceased which they sometimes sleep with, wear, hold, or simply look at.  This is normal behavior.

The layer of psychological protection developed during the initial stage of grief has diminished and as you experience the pain of deep feelings you may be resentful and feel sorry for yourself.  Again, this is normal.  Sorrow for self is a fundamental part of grief work.  It is necessary for you to feel sorry for yourself and for your predicament. 

ANGER

Other emotions yearning for expression during the middle phase of mourning are shame, fear, guilt, anger, hopelessness and helplessness.  Feelings of anger that were brief during the initial stage are likely now to reoccur with greater frequency and strength.  Your anger should not be stifled by those attempting to help you.  Even rage is appropriate at this point.  William Shakespeare gives recognition to the bereaved’s anger in a passage in King Henry the VI:  We mourn in black, why mourn we not in blood?”  

To hide from the anger you feel toward the deceased is to risk developing symptoms at a later date – symptoms that may be far more difficult to deal with than the original anger.

In The Angry Book, psychiatrist, Theodore Rubin describes a patient as follows:

“I remember a woman I had in treatment who suffered from a very severe, ugly lesion that covered most of her body.  She had been to many doctors to no avail.  Marcy was an extremely self-effacing, compliant woman who spent most of her early treatment hours in an effort to convince me of how really happy she was.  She told me that she adored her dead father as well as her gentle, sweet, devoted mother (still alive).  Her image of herself was very much like the image of her mother.  She did not remember ever having been angry.  The reason for her refusal to see a psychoanalyst soon became apparent.  She simply did not wish to disturb a just-too-prefect image.  And, disturbed it became!  After months of work, particularly of analysis of  dreams, it became clear that she did in fact love her father but was also happy that he died.

These seemingly mutually exclusive emotional entities are extremely common in human psychology.  Marcy felt that her father’s death was revenge and a vindictive triumph over her mother.  As time went on, the twisting of this rage became unnecessary.  Strengthened by our relationship, she became aware that her anger did not kill her father nor did anger make her an evil person.  For two years she did little else than report to me three times a week and sound off enormous anger – and as she did so, her skin cleared.  Eventually, the lesion disappeared and was replaced by healthy tissue.  Much subsequent work relieved her of the need to be sweet and angelic  (with an enraged skin).  She chose instead just to be human.”

This is an extreme case but the message to you is clear.  You are indeed angry.  You have been abandoned by someone you love. You have a right to ask, “Why me?  Your feelings of anger are proof that you are human.  Many people in your circumstance are embarrassed to notice that they are hostile in the presence of those very people who are trying to help.  This often occurs, but soon your hostility will disappear.  Meanwhile, while it is part of you, neither harbor it nor deny it – be it.

GUILT

Do you feel guilty because the death has brought you some relief?  It is perfectly appropriate to feel relieved at the same time you are feeling devastated.  You should be allowed to vent these feelings.

If your loss occurred at the end of a long illness, then even though you miss the person, a part of you may be relieved because your physical responsibilities have ended.  The task of caring for a dying person can be dreadfully difficult.

The difficulty is compounded if the fatal illness was a secret (either from the dying person or between you and the dying person).  Keeping a secret from someone you love meant that all interaction with that person had some duplicity.  You were always under a strain and had no way to express your feelings. You now may feel relieved from carrying that burden of deception.

Close meaningful relationships permit the luxury of shouting, yelling, feeling resentful, maybe even saying “Drop Dead” or “I hope you never return.”  While normal human beings are capable of anger, they are not endowed with magical powers.  Anger cannot kill.  Guilt feelings must somehow now be expressed in order for you to experience that which you already know on an intellectual level – that the death did not occur because of your wish or your words.  Unresolved guilt is a basic problem of bereavement.  

AMBIVALENCE

Whatever loss you feel is valid regardless of the superficial quality of the relationship.  Even the occasional harsh words you had with the deceased are proof of the intimacy you shared.  We do not argue with strangers.  We care enough to pursue an issue only with people whose opinions we value.  The husband who fought furiously with his wife is in the same pain and going through the same grief as the husband who showed only kindness toward his wife.  The daughter grieving for the mother with whom she had daily shouting matches is suffering as much as the compliant daughter who never disagreed with her parent.  When intense feelings are invested there is always a deep and complicated emotional relationship.

Acknowledging the negative as well as the positive traits of the deceased will help you proceed through grief at a steady pace.  Setbacks in the process occur when you are unable to recognize those parts of the deceased person’s personality that were disagreeable to you.  This is not easy.  It is difficult to endure the expression of painful emotions.  In fact, the passage through the stages of bereavement is work.  It is called grief work.  Grief work is the emotional reorganization you must attend to before life can return to normal. Grief work is hard work.  That may be why you are so often tired.

BEHAVING BY HABIT

During this middle phase of mourning, you may “forget” that the person you loved is permanently gone.  This is normal and should not be interpreted as “sick” behavior.  Rather, it is behavior propelled by habit.  A new widow, who, for forty years, has set a dinner table for two, may continue to do so.  The widower, upon hearing the phone ring, may automatically request his wife to “please get the phone, hon.”

Be assured, it is normal to occasionally act as if the dead person is still alive.  Bereaved people sometimes hallucinate during this stage.  The wife so desperately wishes to hear the familiar sounds indicating that her husband has returned from a day’s work that she is certain she hears the car pulling into the driveway or his key turning in the lock.  Similarly the widower may insist that he can smell his wife’s perfume or hear her footsteps.  Bereaved parents frequently report that they hear their child crying.  A college student reported that she once ran completely across campus pursuing a young woman whom she thought was her recently deceased sister.  Many bereaved people look forward to dreams that permit them to interact once again with the deceased.  Reports of ghosts, haunted houses, and footsteps in the night as well as some reports of successful séances may be attributed to the urgent wish to be in contact with the deceased.

REVIEWING YOUR RELATIONSHIP

Just as you now have a need to talk about your feelings, you may also have a need to talk about both the life and the death of your loved one.  As you proceed through this troublesome time it becomes psychologically necessary to review the details of the life you shared with the deceased.  Whether or not your listeners consider it a tedious review, it is important that you are encouraged to speak of the past.  You may wish to inform your friends and family that this need will not persist indefinitely.

Soon you will go on to other things – such as speaking about all aspects of the actual death.  It may be necessary for you to reiterate every last detail.  Often people spend weeks telling friends exactly what they ate for breakfast on that fateful day.  Such recounting should be encouraged.

You must be permitted to freely speak about the circumstances of the death.  In order to incorporate the finality of the situation, you will need to relive those last few days or hours.  Professor Philip Pecorino of City University, New York, has termed the process “psychic slapping”.  Over and over you bombard your mind with the details of the death until finally you recognize the reality of the situation.  Again, apprise your friends, this is something you need to do now, not forever.

ACTING CRAZY

Symptoms of the middle phase of mourning closely resemble some symptoms of mental illness.  The difference, of course, is that indications of mental illness do not spontaneously and permanently disappear, while indications of grief will eradicate themselves as the mourning process is completed.

The distinguished actress, Helen Hayes, when asked to comment on her adjustment to widowhood, candidly admitted, “For two years I was just as crazy as you can be and still be at large.  It was total confusion.  How did I come out of it?  I don’t know, because I didn’t know when I was in it that I was in it.”

Lynn Caine substantiates that in her autobiographical book, Widow, she writes, “During my crazy periods I made terrible financial mistakes and that is why I keep repeating my advice to widows.  Sit. be quiet.  Don’t move.  You have to understand that your mind is not working properly even though you think it is.  Protect yourself from yourself.”

In an effort to be helpful to you, some well wishers may respond to your grief symptoms as if they were symptoms of severe mental illness.  It is important for you to know and remind yourself:  if you were not mentally ill prior to the death of your loved one, you will recover from bereavement and regain your ability to function. Bereavement happens to an existing personality.  You have strengths, weaknesses and previous experiences of coping with loss.  To cope is to acknowledge that a problem exists and then to decide upon a course of action.  The combination of your personality structure and the expertise of the helpers available to you can often determine how rocky or smooth the road through bereavement will be.

Recovery from grief is enhanced and hastened if you are able to experience the temporary, but necessary, irrational feelings and thoughts that are normal during mourning.  If you allow yourself to feel all your feelings and if you can develop a total acceptance of your brief period of craziness, you will soon be well again.  Pause for a moment.  How are you feeling?  What are you feeling?  Are your grief responses similar to those described here?  How are they different?  Remember, you are a distinct and unique personality.  Learn to become aware of your feelings.  Then, trust those feelings.

REORGANIZATION

Middle-phase mourners find the complexity of life threatening and frightening.  The daily tasks of living seem overwhelming, but as you emerge through the mid-phase of grief, you again find the world secure and rewarding.  

The dual task of mourning, completion of the emotional relationship with the deceased, and re-directing of energy toward the future usually begins to be accomplished somewhere between the first and second anniversary of the death.  Gradually you weep less and have less of a need to indiscriminately talk about the deceased.  Sleep and appetite are being restored.  You may be surprised to find that occasionally several hours and perhaps a full day might pass during which your mind does not automatically return to thoughts of the deceased.  Upon awakening, the first thought of the day is sometimes not of the deceased but of the day’s activities.  This end phase of mourning is a relief.  Life is no longer one frantic anxiety attack.  There is a commitment to the future – you know that the dead person will never be forgotten, but you also know that your life will continue.

If you are lucky, there is someone in your environment who will acknowledge any gestures that signify a willingness to re-enter a full life.  A hesitant phone call, an inquiry about a future meeting or event, a tentative plan – all these should be encouraged by the helping friend or relative.  The helper has definite tasks to perform during each stage of grief.  During stage one of the mourning process the helper is there to be leaned upon and give concrete assistance with managing necessary chores.  During stage two the helpers must provide sanction to vent emotions, all emotions, and must tirelessly listen to the repeated stories about the life and death of the loved one.  Now, in the last stage of mourning, the helper must be there to help expand a social network and encourage involvement and interest in life.  

You have successfully completed mourning.  You understand that the world has been impoverished because of this death, but you, personally, have not been impoverished.  You are, once again, whole.  You care, once again, about yourself.  You are reorganizing your life toward the future.  You are calm, but you may still have terrible days.  As time passes, such days will occur with less frequency.

Try not to be alarmed by occasional setbacks.  Some people find that they may do well for an entire year only to find themselves virtually incapacitated by grief during the days surrounding the anniversary of the death.  Such anniversary reactions are normal.  In fact, Judaic law has a prescribed ritual for “death days” – the anniversary of the death.  You are expected to need to discharge extra emotions during those days.  The deceased will never be forgotten but the relationship is in its proper perspective.  Your grief work is finishing.  The pleasures of living now have more appeal than the thought of joining the deceased in death.  A new stage of life is about to begin.

Responsible parents prepare their children for life’s crisis.

Parents read books to the child who is about to have a tonsillectomy, preparing her for that event.  Prior to a first venture away from home, parents help their child anticipate feelings of homesickness.  Nowadays, parents speak realistically with their children about formerly taboo subjects. They discuss future responsibilities, sex, religious ideologies, and methods of child rearing.  When it comes to death, the one crisis all children will confront, parents become mute.  Death education has not yet been incorporated into the family agenda.  Parents prefer pretending that they will live forever.

It is, of course, the parents’ own uncomfortableness with the subject that prohibits family discussion.  The parent wants to protect the child from hurt and sadness, yet the denial inherent in such “rescuing” actually is a disservice.  For instance, if the parent rushes to the pet store to replace the dead goldfish that has just been flushed away, that parent denies the child an opportunity to understand and accept death.  The child should be able to come home from school and see a dead pet.  She will then learn that she can face death, can mourn and can eventually overcome grief.

When children have the opportunity to deal with the death of someone upon whom they were not dependent, their chances of successfully coping with subsequent deaths is enhanced.

All children are always sensitive to their parents’ unstated feelings, their hidden agendas.  Children become confused when parents are confused.  They feel uneasy when parents give them incomplete or incorrect information.  A child knows when the truth has been distorted or withheld. Such deception, while intended to help, actually harms.

Recognizing that adults are apprehensive talking about death, children, for whom the world is bewildering under the best of circumstances, can have serious difficulty comprehending death.

As soon as the parent can accept the death, and all the emotions that the death engenders, the child will begin to feel more comfortable.

EXPRESSING FEELINGS

Children and adolescents have the capacity to write about their experiences with death.  The young adult especially has the ability to put thoughts and feelings into words.  It is a helpful way to express emotions and continue working through the mourning process and parents should encourage it.

Below, an adolescent boy describes his reaction to a death that occurred during his early childhood:

“When I was six years old my grandfather died of cancer.  We found out that he had cancer about six months before his death.  It had spread too far for treatment to do any good. The doctor would come once a week to bring him medicine for the pain.

On the day he died, my mother was doing some work in the garden.  It was a sunny day toward the end of June.  I was sitting in his room talking to him.  He told me that he was leaving to go with my grandmother who died four years earlier.  He kissed me good-bye and told me to tell my brother good-bye.  Then, he asked me to tell him a story of one of the books my mother had read to me.  When I finished the story he had died.  I went outside and told my mother that something was wrong because “soap suds” were coming out of his mouth. When she came in she started to scream and cry.  She insisted I go to a neighbor’s house for the rest of the day.  I couldn’t understand why she reacted this way.  My grandfather seemed content so I thought that we should be happy too.”

Third graders at Public School 195 in Brooklyn, New York, spontaneously responded with compassion and sincerity when informed that their teacher was absent because of the death of her husband.  Some students demonstrated a maturity that could be gained only by having gone through a difficult life experience themselves.

“Dear Mrs. Gingold:                                                              “Dear Mrs. Gingold:                                          

I know your sad, you suffered a very big                               I       I did not expect you to cheer up.

loss.  I am very sorry for you. The same                                        It will stay with you for the rest of your life.

thing happened to me.  My Mother is                                                           Love, Bruce”

getting married after the summer.                                                                                                                                                      Love, Georgie”

Others accepted their teacher’s inevitable feelings of sadness and acknowledged that although they wish she would “cheer up” she needed to be sad at this time in her life.

“Dear Mrs. Gingold:                                                            “Dear Mrs. Gingold:

I’m sorry your husband died.  He was                                       I know what sadness has come to you. I’m

a nice man.  I would feel the same way                                     sorry about it too!  I wish you would cheer up    

 you would.                                                                       but I know how you feel.                                                                                           Sincerely yours,                                                              Sincerely,

                        Kimberly”                                                                     Patti”

Some of the students intuitively felt that their teacher would be needing an external motivation in order to re-enter life and offered her evidence of their love and of their need for her.

“Dear Mrs. Gingold:                                                            “Dear Mrs. Gingold:

I miss you so much that I’m mad.  I feel                                I hope you be happy soon.  I feeling sad because 

sorry for your loss.  I know that you feel                               your sad.  I’m sorry this happened to you and I 

sad but maybe we can all help you to feel                                  hope you won’t cry no more.  We will all help you.

better soon.  Come back as soon as you                                and we will always love you.  We all miss you.

can”.

                         Love, Rachel                                                                 Love, Josephine

Some students lamented the inevitability of death.

“Dear Mrs. Gingold:

We are all very sorry for what happened to your 

husband.  We know how sad you are and we feel

the same way about it.  We all wish that it didn’t 

happen but that is nature.

            Love, Ilana, Ari, Jella, Vera and Sasha”

Another student philosophically wrote about the anticipated birth of a grandchild.

“Dear Mrs. Gingold:

I am very sorry for what happened to your

husband.  I hope you’ll feel better when your

daughter has a baby.

            Sincerely yours,  Avery”

Like children everywhere, all of Mrs.Gingold’s students knew exactly how they were feeling and were able to clearly convey their message.  Children can be trusted to respond with innate wisdom, once they have been told the truth.  Had Mrs.Gingold’s husband been a member of their immediate family, some facts of the death may have been withheld in an effort to shield them and therein would begin breeding ground for future doubts and difficulties.

CHILDREN’S GRIEF REACTIONS

The grief of a child for a parent or sibling is particularly painful.  To a child, death may be taken as the ultimate rejection.  In childish magical thinking, death occurs because of a deed or a wish.  Some children, convinced that they caused the death, feel guilty for the remainder of their lives.

For the child to properly grow emotionally after the death of a parent, she must first want to continue living.  She must be assured that although she might even like to join the beloved parent in death, life itself, including its current pain, does have some special joys to offer her.  Children do not usually feel depressed on a conscious level, but a perceptive observer might note an increasingly apathetic attitude.  A child’s enthusiasm and motivation may die in an unconscious effort to be dead like her parent.  If a child is assured of future care, she is less likely to be tempted to want to join her parent in death.

While most adults begin the first stage of mourning immediately, children usually begin mourning several weeks or months after the death.  Children should not be criticized for caring selfishly about their own personal needs at the time of parental death.  The child who asks, “But who will take me to the ball game?” or “Who’ll braid my hair for me each morning?” or “What’s for dinner?” when everyone else is weeping is not being unduly selfish.  She is responding as a child should respond.

Children often assume a different pattern of grief than adults because their dependent status is felt more. They sometimes postpone mourning until they are assured that all their needs for survival will be taken care of.  Once they are positive that their physical and psychological security will not be snatched from them, they will relax and feel and weep and begin the mourning process.

Children need this initial period of time to test their environment and guarantee their future care.  It is not easy for a youngster to mourn.  She has spent much of her life learning how to gain control of her impulses.  Previous experiences have challenged her ability not to “let go and cry”.  Now she needs plenty of time to gain courage and become brave enough to risk feeling the depth of the loss.

 A DUAL TASK FOR THE PARENT

The surviving parent has the overwhelming responsibility of dealing with her own grief and getting her own life back in order and of helping the child proceed through the mourning process.  It is not easy and the parent needs all the help she can get.  The child gets permission to mourn from the surviving parent.  To prevent the child from remaining in an acute anxiety state and to help the child begin to mourn, the parent should try to continue the daily routine and not change the child’s environment.  This is not the time for a new house, a new school, or even a new baby-sitter.

The parent should look for cues indicating the child’s readiness to grieve.  From that point on they should weep together, pray together, reminisce together, and especially talk together.  Talk is necessary because children are full of misconceptions.

CLEARING UP MISCONCEPTIONS

Children need to talk in order to clarify.  They must be told that the person is dead.  Other stories do not work.  To say that the deceased is on a long trip is only to create future problems regarding traveling and separating.  To say that the deceased is in a deep sleep is to create future bedtime difficulties.  The child must be told that death is final.  When parents do not use the term “dead” they encourage hope.  Only when she knows that there is absolutely no hope of the deceased returning, will the child start to accept the finality of the situation and permit herself to grieve.  Thus, there is an advantage for children to witness the actual burial.  Cremations and other forms of body disposal do not seem to help the mourner as much as does an earth burial.

The following account illustrates the kind of confusion and ambiguity that can result from a parent using a euphemism for the verb “to die”.

“At age three or four while shopping with my mother, I overhead a conversation with a neighbor … it’s a shame she lost her mother, she was so young.  I envisioned a girl my age walking out of a store noticing her mother wasn’t following and not being able to find her.  I asked my mother if the girl had found her mother.  I don’t remember her answer but it could not have been very meaningful because for years I couldn’t understand why the girl had stopped looking for her mother and how it was possible for them to never find each other.”

If you plan to explain the concept of heaven to a child, you must carefully choose your words.  Children calmly take things literally.  Stewardesses report that each plane flying to Disneyland has at least one child peering out the window trying to locate the grandma who died.  Children have been known to ask, “If brother went to heaven, why are you burying him in the earth?”  One young child thought that bodies were planted in the ground so that new ones would grow.

Rabbi Earl Grollman, in one of his several very helpful books about death, recounts that in the movie, “Yours, Mine and Ours” there is a scene in which Lucille Ball as a young widow reprimands her son for misbehaving.  He responds by saying “I’m being naughty because you said God takes those who are good and I don’t want God to take me.”

Children should not be told that they are now “the man (or woman) of the house”.  In spite of some reshuffling of personal duties in the household, the child’s childhood still belongs to her.  Children need to be able to act in their childish dependent ways in order to get the care and the cuddling they deserve.

It is important for the surviving parent to discuss with the child ways in which the child and the deceased are similar and also different.  Children have a desire to identify with their parent who is dead but are often afraid that if they have some of the deceased relative’s characteristics, they too may die.  The sensitive surviving parent seeks to enhance the child’s identification with the deceased parent’s traits where appropriate and point out differences from the deceased where appropriate.  Bereaved children, like some bereaved adults, sometimes believe they have the same symptoms that caused their parent’s death.  It is necessary to talk to the child about the disease and about the possibility of developing similar symptoms but not the same disease.  Children may need to be shown evidence that illness does not necessarily lead to death.  We all get sick and we all recover, health is a natural state.  It is the rare exception who succumbs to disease.

FUNERALS AND MEMORIALS

So vital is adult support and presence during commemorative services that a child’s attendance at the funeral will be a good experience for her only if a familiar adult accompanies her and holds her hand, literally, throughout.  If the adult is someone the child knows and trusts she will not be overwhelmed by the proceedings.  Before the funeral begins, the person chosen to be with the child should explain in detail what will happen during the ceremonies.  The child should be informed about the casket and decide ahead of time whether or not she wishes to see the body, if in fact the casket is open.  After the child is told all about the services (and prepared for the possibility of adults weeping and perhaps becoming hysterical) she may choose not to attend the funeral.  That is her prerogative.

A young mother wrote the following account of her daughter’s first encounter with death and with a funeral home:

“My daughter lost her great grandmother when she was three.  I made arrangements with the funeral director to bring my daughter to the funeral home before it was open so she could see her grandmother and we could talk privately without family and friends present.  The funeral director let us in and then disappeared.  I must stop to describe the room Grandma was laid out in.  Although I hadn’t really noticed it, I realized later how awesome it must have appeared to my daughter.

The room was about 40 feet long by 20 feet long.  Flowers were all around the casket and lined both sides of the room from floor to ceiling.  The chairs were all empty.  There was a large center aisle to the casket and thick wall-to-wall red carpeting.  As we approached the room, I noticed the silence.  We crossed through he doorway and my daughter stopped and looked for a long time without saying a word – I waited.  We approached the casket hand in hand.  Grandma was laid out in a blue gown.  My daughter looked at her for a long time and slowly turned taking in the whole room again.  Then, she whispered, “Mom, are we in heaven now?”

The younger the child is, the more overwhelmed she may be at the enormity of the strange chapel.  Viewing a drawing or diagram of the room ahead of time may be helpful.  Also, if she can locate the funeral parlor on a map and see it in relation to her home, she may feel less threatened.  Again, the most important advice regarding a child’s attendance at funerals is that an adult whom she knows must be there to hold her hand.  A child can derive comfort from the funeral only if she is physically secure.   

It is important for a child to have tangible reminders of the deceased.  Memorial stones help the child identify the exact spot where her parent is.  Visits to the cemetery should not be discouraged.

Remember, the child has experienced the worst possible tragedy.  She should feel terrible.  If she is sent off to summer camp to forget and deny, she will not learn that she can, in fact, tolerate and overcome emotional catastrophes.  Permitting the child to feel the loss when she is ready will increase her coping ability for the rest of her life.

Do you feel isolated?

Talking always helps.  Words have the power to change attitudes and cure afflictions.  The right words, from the right person, at the right time, can make a significant difference in your life.

The Three Stages of Grief

An Overview 

By Nancy Weitzman (QCC, 2003)

Based on work by Dr. Roberta Temes, Living With an Empty Chair.

There are three stages of grief that are experienced by the ones left behind.  As explained by Dr. Roberta Temes and Geoffrey Gorer, these stages include many emotions that occur in stages.   Each stage needs to be felt and lived through in order to successfully proceed to the next stage.  Numbness, Disorganization and Reorganization are these stages. 

In the midst of the grief journey, we sometimes feel there is no ending to the pain of loss. There is no formalized way to sever the relationship you have maintained with the deceased.  What are you to do with the emotional investment of a lifetime?  The body may be buried, but the emotions of those who love the deceased continue to survive.  The journey through grief can be different for everyone, we all follow our own path.  However, there are some similar places we all need to tread to get through the grief and resume a normal and healthy life. 

Grief is not a disease.  There is no magic pill to achieve a quick cure.  Grief is the term used to describe the psychological and physiological reactions happening now in your mind and in your body.  It is a long agonizing process, but it does have an end.”  There are three stages of grief that are experienced by the ones left behind.  As explained by Dr. Roberta Temes and Geoffrey Gorer, these stages include many emotions that occur in stages.   Each stage needs to be felt and lived through in order to successfully proceed to the next stage and each stage must be gone through in its entirety before you can feel “back to normal”.   Numbness, Disorganization and Reorganization are these stages and they bring about emotional, physical and behavioral changes in all of us.

Numbness is the first stage of bereavement and it begins at the moment death occurs and continues for several months.  In this stage you are in shock and not ready to deal with all of your powerful feelings.  You exist much like a robot going through the motions of life and attending to necessary business surrounding the death, funeral, burial, financial settlements.  You are sort of on automatic-pilot.  You are living just not reacting.  This stage is your mind’s way of protecting you from the full reality and finality of the death you must face.

During this early stage, aside from genuine sorrow, a feeling of fleeting anger toward the deceased may surface.  Immediately guilt takes over and neutralizes that anger; however, don’t be surprised if this anger surfaces again during the next phase of the grief process.

Disorganization is the middle phase of grief and it begins as soon as the numbness starts to wear off.  You enter this phase looking for your friends and ready to share some of your intimate feelings about yourself and the death.  There is acute loneliness and emptiness felt for that you have lost.  Universal symptoms experienced during this time include a tightness in the throat, shortness of breath, the need to sigh often and constant fatigue.  You may feel difficulty to concentrate and anxiety and panic are your constant companions.  The pain of loneliness is always present.  

Gradually, as reality intrudes into your life and your thoughts, you start the adjusting process and begin to handle some new responsibilities that may have been the obligation of the one you lost.  These new responsibilities are a reminder of what you have lost.  You may feel comforted to keep a personal effect or object belonging to your loved one with you.  Maybe you wear his watch or sleep in his tee shirt to keep a feeling of closeness or to feel that your loved one is still with you.  

The behaviors described in this middle stage of Disorganization are all quite normal and are a part of the grieving process.  During this time, the protection of numbness you developed in the first stage of grieving has diminished.  You may start to feel resentful and sorry for yourself.   Sorrow is a fundamental part of grief work and it is necessary for you to feel sorry for yourself and your predicament.  Other emotions will start to surface as well.  Anger, shame, guilt and fear.  Feelings of anger may occur frequently and for great length.  Your anger should be experienced – even rage is appropriate.  Don’t hide from your anger, if you don’t allow yourself to feel it now, you will surely feel it later and it will be even more difficult to tackle at a later time.  You may experience some guilt, particularly if the death came at the end of a long illness.  You may feel relieved of the burden of caregiver and now may feel guilt or shame about those feelings.  Remember, the death did not occur because of you, your thoughts or feelings.  It occurred in spite of it…. anger and guilt cannot kill.  It is vital to your recovery that you resolve these strong emotions.

As you proceed through Stage Two of Disorganization, attempt to acknowledge all the positive and the negative things you can about your loved one.  There may even be moments in time when you forget the person is gone, you may think you hear them working around the house and call for them or think they will answer the doorbell or telephone when it is ringing.  It is okay and this is also a part of the normal flow of emotions, thoughts and feelings experienced in grief work.  

It is most important to let the middle stage of grief run its course.  Do your grief work and try to interact with friends and family as much as you are able.  Even though you feel terrible, it is healthy for you to feel that way now.  It is important to know that at this time you should not make any life-altering decisions – don’t move, don’t buy or sell anything of great value.  Try to put off any big decisions until a year or two has passed and you have gotten through much of your grief work.  Books have been written by grief survivors – widows and widowers – describing their experience in dealing with life during this difficult period.  

Recovery from grief will happen most quickly and successfully if you allow yourself to feel everything you feel and not repress your fears, your panic or any of your emotions.  Self-acceptance of your craziness and insecurities is just temporary and if you can acknowledge its temporary presence in your life, it too shall pass.  Dr. Temes warns, “The effects of unresolved grief can be serious and will prevent healing from taking place.  Unresolved grief will turn into delayed grief.  The absence of mourning symptoms is a warning signal.  Denial is an unconscious psychological defense and everyone uses some denial during his or her lifetime.  Denial acts like an aspirin, the ache is still there, but you do not experience it.  When you use denial, danger is not overwhelming and reality is not painful. You cannot escape from your thoughts or your feelings, however, and they will stay with you until you work them through and release them.  The effects of delayed grief can manifest into inappropriate grief reactions years later and it is likely that the person will not know what is happening to them.  It is at that time that the delayed mourning process can begin.”

Some individuals think they must always be strong and in control.  Should you fall into this category of personality type, understand that in the grief situation it is actually a sign of strength to express your emotions.  It is essential that emotions be released.  Should your emotions not be released through words and fears, they will find expression in other ways. Sometimes serious illness can occur when the emotions and fears are not expressed.

Dr. Temes advises, “As you proceed through the stages of your grief work, you will become increasingly liberated from the agony of your recent experience with death.  Ultimately, the dual goals of the mourning process will be realized.  These goals are (1) to complete the emotional relationship with the deceased and (2) refocus your life’s energies toward the future.”  In psychoanalytic terms this process is called de-cathexis.  Cathexis is the emotional or mental energy used in concentrating on an object or a person, or the emotional value we develop and place on someone.  In order to refocus your life’s energies toward the future, you need displace some of that emotion onto other people and things in your life.  Keep in mind this process cannot be rushed, it takes time.

As your old self returns, you will learn that you can trust yourself once more.  In facing what has happened you can find a way to bless your future by remembering the blessings you had because of what was shared with the one you lost.  All of the good things past can become better things in your future when you learn to cherish them and grow from them and pass them on to all those who affect our lives. 

In Henry Ford’s writings on his perspective on life and death he writes, “Life is a series of experiences, each one of them makes us bigger, even though it is hard to realize this.  For the world was built to develop character, and we must learn that the setbacks and griefs which we endure help us in our marching onward.”

Reorganization is the last of the three stages of grief.  Somewhere during the first and second anniversary of the death, this stage will emerge.  Gradually you will weep less and more of your daily focus will be on a healthy routine of work and activities, rather than constant talk of the deceased.  You will start to go through a morning or afternoon during which time your mind does not automatically go to thoughts of the deceased.  You start to feel comfortable with the security you can provide for yourself and you know that you do have a future to look forward to. 

During all three stages your friends and family were greatly needed to guide you through the pain and suffering.  In stage one, assistance with chores and daily routines.  In stage two, your friends and family listened non-stop to your repeated stories about the life and death of the deceased and in stage three, your friends and family can encourage you to take steps into developing an interesting life and a future. 

With a good support system in place, your friends and family will acknowledge any gestures you make that signal your willingness to re-enter a full life.  Your mourning period is coming to a close now, and calmness is with you often. There may be setbacks, but that is to be expected – two steps forward then one step back.  The setbacks will happen less frequently as time passes until they hardly happen at all.  Just don’t be alarmed by them and know they are to be expected.  Your grief work is finishing and a new stage of your life is ready to start.

When dealing with the grief of children, the same rules for adults don’t apply.  Children can read their parents usually quite well.  They know when their parents are upset, angry, confused or lying to them.  Deception can harm a child and should never be considered acceptable when dealing with your children for any issue.  When the parents have difficulty facing a death, it will be difficult for the children as well.  When the parents can accept a death and their feelings about the death, the children will begin to come around and be more comfortable with it as well.  

A very successful technique for children to express their emotions about death is to write about their feelings and to draw out their thoughts on paper.  When children are told the truth, they usually respond well and can offer sincere thoughts and feelings.  

When a child has experienced the death of one of their parents they may feel rejected or they may feel that somehow they caused the death.  In order for a child to grow emotionally after the death of a parent, they must want to continue living.  The child may want to join the parent they lost in death and must be reassured that the surviving parent loves them and will take care of them always.  They must feel stability and security from the surviving parent that they are able to go on and care for them.  At times, a child may appear selfish to be concerned with their own needs – this is very natural and a normal response for a child.  When a child loses a parent to death they will react differently than an adult. The child needs to know that his life will be safe and he will have what he needs.  Once a child feels that security for his daily needs, the grief will come along with the tears and mourning.

The surviving parent is hit with a double whammy in this situation.  They are experiencing their own grief while attempting to provide assistance to their child/children in coping with theirs.  The surviving parent should “team up” with the child and do as much as they can together.  To the greatest extent possible, the child’s daily routine (school, babysitter, friends, toys) should remain in place without change.  There is security felt by what remains constant and what can be counted upon.  The surviving parent should go out of their way to constantly reassure the child of their care and security.  They should read together, do homework together, pray together, go to movies together, eat together and join together to do as much as possible with continuity and stability.  The surviving parent must be read to talk about the death with the child even if it is difficult to do so.  Children imagine so much and what they imagine is frequently far from reality.  The conversation they have with their surviving parent will keep them feeling safe and on track.  They should always be told the truth and they must know that their deceased loved one is not coming back to them for any reason.  The death is final.  Should the child attend the funeral, it is helpful for them to know that the deceased is buried in the earth – the finality is clearer for them when they witness a burial. 

Additionally, it is important for the parent to carefully and thoughtfully choose their words to the child.  Children tend to take things literally.  Should your message be vague and not clear to the child, they will take away a different meaning than you intended for them.  It is important for the surviving parent to have a clear and logical answer to any question the child poses.  There should be conversations where the child discusses the dead parent and how they are just like them.  Discuss their differences and similarities and allow the child to identify himself with the lost parent in an appropriate manner.  The way the deceased died should also be discussed so the child does not worry that he would catch the disease and die from it also.  The child should understand that people get sick and they recover.  Sickness does not necessarily mean death.

Particularly during the funeral process, tell the child what is happening.  Hold their hand and reassure them of your love and support.  In advance of the funeral, the child should be told about the ritual that will occur, about the casket, the possibility of adults weeping or even crying out.  Prepare them as well as you can and this preparation will translate into security and knowledge for the child.  

Encourage the child to write a letter to the deceased.  Keep pictures around of happy times and of visits to places that were enjoyed.  It is important to have reminders around for the child and for the entire family.  When a cemetery visit is planned, take the child with you and read the gravestone to them.  Help them understand the meaning of remembering their loved one.

Talking is helpful is just about every situation life presents.  Talking keeps those involved from feeling isolated and it keeps them close in thought and word.  The right words spoken from the right person at the right time can make all the difference in the world to you or to your child.  Don’t hesitate to discuss any feelings that arise from this painful time in your life.

Hold the promise that your loved one is not lost from you forever, not gone completely.  Learn to live with peace in your heart knowing that your loved one is watching over you always.  You may not be able to touch them or see them, but you can feel their spirit in your heart.  This good feeling about your loved one can provide a new way of looking at life and provide encouragement for your future.

For those who have lost a loved one, it seems that death is only an ending.  For survivors, it must also be a beginning.

Chapter 7
Anthropology and Death: Different Cultures 

Death Ritual: Anthropological Perspectives Milton Cohen

INTRODUCTION

In all societies, when a person dies, family, friends, and neighbors respond in structured, patterned ways to the death. Cultural guidelines determine the treatment and disposal of the body and prescribe a period of mourning for close relatives. Death ritual, like much of human behavior, is an expression of a cultural blueprint, of attitudes, values and ideals passed down by parents, and their parents, which an individual learns as a member of society. 

The analysis of mortuary practices provides rich data on the behavior of kin and community. It leads to people's notions of gods, souls, witches, spirits and afterworlds. It promises access to their belief and value systems, to their conceptions of the social and moral worlds. It informs that ritual has consequences for both the individual and society. 

This paper focuses on death ritual from an anthropological point of view. It begins with an account of earliest ritual, at least 100,000 years ago, and follows with descriptions of mortuary practices in more recent context. Two outstanding works are then reviewed: Rites of Passage by Arnold Van Gennep, and "Collective Representations of Death," an essay by Robert Hertz. While Hertz deals exclusively with death, Van Gennep treats death as one of a number of life cycle crises which command ritual observance. Next, a functional approach to explain mortuary ritual is offered. Finally, the concept of deritualization and its consequences for modern society are considered. 

Ritual: A Definition

Ritual is behavior; it is "religion in action" (Wallace: 102). It is personal and private behavior, as it is social. A sick patient praying for strength to endure pain and the soldier praying for protection while undergoing bombardment exemplify solitary ritual.

Ritual may involve sacred or secular symbols. It is "stereotyped communication ... which reduces anxiety, prepares the organism to act, and (in social rituals) coordinates the preparation for action among several organisms... “(Wallace: 236) 

Ritual generally requires a sacred context, says Lessa, although the prime requisite is that it be attended by sentiments, values, and beliefs which transcend the utilitarian. Behavior is ritualistic if it is habitual, socially sanctioned, symbolic and without any practical consideration. (Lessa 1971) 

Gluckman emphasizes the social attributes of ritual and the importance of supernatural sanction in enforcing conformity. Ritualization refers to the performance of prescribed actions with the expectation that the behavior will "express and amend social relationships" and help to secure mystical "Blessing, purification, protection and prosperity" (Gluckman: 24).

Early Death Ritual 

Death ritual is at least as old as our Neanderthal predecessors who lived in Europe and the Middle East from 100,000110,000 years ago, and may even reach back to Peking Man, almost one-half million years ago.2 Wallace describes the ritual handling of the human body by the Neanderthals. They buried their dead in caves, depositing the body in the earth with great care. The legs were usually flexed or contracted tightly against the body, and the head was frequently pillowed on the arm. Grave goods were often placed with the deceased. A child's body was surrounded by a circle of ibex horns; a young man was buried with a hand ax, a flint scraper, and an assortment of animal bones; an old man was buried with an entire bison leg, tools, and lumps of red ocher. Burial with tools may have been related to the belief that the dead man required these implements for his journey to the other world. Red ocher may have symbolized blood, life and rebirth.            

            A human specimen unearthed by Solecki in Shanidar in the Zagros Mountains of northeastern Iraq was discovered in soil which contained fossil pollen of prehistoric flowers. Perhaps the mourners had covered the corpse with flowers as part of a mortuary ceremony. The flowers may have been symbolic of rebirth, an expression of magic by irritation (Swartz and Jordan: 336-337).            

Cro Magnon, successors to the Neanderthal, occupied southern Europe and the Mediterranean littoral from about 40,00010,000 years ago. They buried their dead in the mouths of caves in flexed or sleeping positions with grave goods and personal ornaments. The bodies were heavily painted with red ocher. Animal bones and skulls found near many of the graves suggest the possibility of funerary feasts. Wallace described Cro Magnon implements manufactured from human bone: shallow cups made from human skulls; human teeth pierced       threading on a cord and incised with ornamental designs. These objects may have been used in a magical ritual "to control, to secure the good will of, or to acquire the virtues of the departed... “(Wallace: 228). 

Ritual Practices 

Death ritual begins when a person stops breathing, or is otherwise identified as dead. Treatments of the body, disposal of the remains, and the behavior of close kin and others for a specified period of mourning are spelled out by society. 

The body may be washed, anointed, shaved, combed, painted or perfumed. It is left naked or dressed, covered with a shroud, and sometimes adorned with jewelry. The mouth, nose, vagina, urethra and rectum may be stopped up, perhaps to prevent evil spirits from invading the body. Today it is intended to check the seepage of body fluids. Coins or weights are placed on the eyelids to keep them closed, to keep the corpse from "staring" at the living. 

As the death is announced, family, friends and neighbors draw together. People express grief: they weep, wail, scream, sing dirges, beat the breast, tear the hair, or otherwise mutilate themselves. The closest kin effect changes in costume. They wear white, black or red, or paint their bodies; they rend their clothes; they cover their bodies with ashes or dirt; they cut their hair, or let it grew, altering their normal appearance. 

At a death vigil preceding the burial (or other form of disposal), mourners sit with the corpse. Originally the intent may have been to ensure their presence if the dead stirred and tried to return to life; or if he attempted t: identify the witch responsible for his death. Perhaps living wished to protect against a spirit attack, or to assist the poor soul, recently separated frog: its bodily home. 

Inhumation was probably the most widespread disposal pattern. Originally earth burial might have been designated to protect the living from contamination, or to prevent wild animals from molesting the body, or, as a sympathetic rift, to promote rebirth. The position in the ground varied: prone, supine, lateral, sitting, or flexed. Often the dean person was interred with grave goods, e.g., ornaments, tools, or weapons. Among some groups, a body was temporarily buried, exhumed after a specified time, and then reinterred in a second burial. 

Lessa describes cremation as an ancient and widespread ritual, standard among the Hindus. He lists several motives: unwillingness on the part of nomads to leave their dead behind; fear that the dead might return; a desire to free the soul for departure to the afterworld; to protect against wild beasts, or evil spirits; a desire to provide warmth and comfort in the afterworld. (Lessa 1971: 761). 

Exposure to the elements was practiced by the Eskimos probably out of necessity, as they were unable to dig in the frozen ground. The Plains Indians wrapped the dead person in a blanket or robe, and lashed the body high in a tree, or set it on a raised platform. The Parsees of India, descendants of the ancient Zoroastrians of Persia, traditionally left the corpse in "towers of silence" where vultures and other birds of prey would strip the bodies of flesh. Contact of the impure corpse with the sacred elements, earth, fire, and water, was thus avoided. 

All societies prescribe a period of mourning for close relatives and other kin of the deceased. A beginning and an end are specified. The duration depends upon tire relationship with the dead: the closer the connection, the longer the mourning period. The mourners are segregated physically from other members of the group. During the mourning period, society permits, or requires, an expression of grief. The depth and duration vary from group to group and are contingent On kinship connection. Widows must deny themselves food, ornamentation, and amusement for, an extended period. Normal activities are curtailed, or set aside, until all obligations have been fulfilled. Ritual purification is required before the mourner can resume normal social relations. Among the lugbara of Uganda, lineage sisters must wash in the nearest stream after the burial; then they can mingle with others. (Middleton: 67). 

HERTZ: COLLECTIVE REPRESENTATIONS OF DEATH 

The Indonesian ritual of double burial is embedded In a complex of ides, sentiments, and values which assume the interrelationship of the body, soul, bereaved, and society. These links are emphasized in an intermediary period, a transitional stage between a first and second burial. Although the ceremonies appear to focus on the disposal and transformation of the body, they also involve the destinies of the soul and survivors. 

Using cultural data on the Dayak of Borneo, Hertz describes their activities at dean. The body is washed, the eyes closed, and the orifices plugged with coins or beads. The corpse is placed in a sealed coffin, except for an opening which allows the drainage of putrid matter into the earth. sometimes the fluids are collected by the mourners for ritual use. A sealed container is used, they say, to guard against the escape of evil power. The body is temporarily buried in a deserted place in the forest. 

Between this first, or provisional disposal, and the final burial, an extended period elapses, ranging from eight months to six years, an average of two years. This span is required, say the Dayak, to allow the decomposition of the body and the drying of the bones. Fear and pity are characteristic during this intermediate stage. All attempt to avoid the contagion of the corpse; its evil power can strike down the living. The dead man's clothing and possessions are destroyed, his house and trees destroyed, and the streams he fished in, tabooed. Yet there is concern for the welfare of the body, too. To protect against evil spirits, his eyes are closed, the orifices plugged, a vigil maintained, and gongs beaten. His relatives bring his usual meal twice a day until the final ceremony, sit with him, and treat him as if he were still alive.            

The soul, like the body, is undergoing transition. The Olo Nhaju believes in a dual soul. The corporeal remains with the body until the final burial, while the "marrow of the soul", the essence, wanders incessantly, unable to enter the homeland of the dead until the completion of the ritual duties by the survivors. The soul lives marginally in two worlds. It belongs neither to the afterworld, nor can it resume its existence on earth. In this condition, it may seek revenge against its kin, especially if they fail to fulfill their ritual obligations. But the living show concern for the soul, too. Treated as an intruder in both worlds, destined to wander indefinitely, the living ensures a favorable outcome by meeting their responsibilities. 

The mourners, like the body and soul, are in a precarious state. Ritually charged and dangerous, they no longer can live as others do. They do not dress, adorn themselves, or eat the same foods as their neighbors. They may not leave the village. The mourners are shunned, not only by men, but also by the spirits. "They are forsaken, not only by man, but also by protective spirits: as long as their impurity lasts, they cannot hope for any help from the powers above" (Hertz: 38). 

The final ceremony frees the participants in death. This collective celebration involves not only the mourners, but the entire group. The long intermediary period allows the family to accumulate the large store of foodstuffs necessary to accommodate the many guests attending the great feast. Often a number of families will pool their resources in a collective observance. 

For the Dayak, the final ceremony has three objectives: to give a final burial to the remains of the deceased; to ensure the successful removal of the soul to the land of the ancestors; and to free the living from their mourning obligations, permitting them to return to normal social life.

            To begin the final ceremony, the corpse is exhumed and brought back to the village. If the bones are not completely bare, the bits of flesh are removed, wrapped in a new cloth and placed in a coffin. For several days, the family celebrates by dancing, eating, singing and drinking. Sacred vases and other family treasurers enjoyed by the dead person during his lifetime are brought to accompany him on this journey. The bones are then removed to their final sepulture, a small, ironwood house raised on high posts. 

The transfer of the remains from the initial burial site to the final resting place liberates the deceased. "It liberates him from the isolation in which he was plunged since his death, and reunites his body with those of his ancestors" (Hertz. 55). 

The final service ends the travail of the soul, releases it from the grip of death, gives it peace, and ensures its entrance into its new home with other ancestral souls. Priests and priestesses arrange this spiritual transport. Reciting magical incantations, beating the drums, using their strange Mowers, they invite the celestial spirits to return to earth. They will carry back to the afterworld a boatload of waiting souls, sacrificed animals, and treasures displayed at the final feast. 

Practices during this final ceremony also affect the survivors. Human sacrifice and the taking of heads are essential elements. Victims are chained to a sacrificial post. The mourners dance around them, poke them with spears bringing screams of pain; the louder the better, for the heavenly souls welcome this. When the victim drops, he is beheaded, his blood collected by the priestesses, and sprinkled on the living "to reconcile them with their deceased relative" (Hertz: 63). This act of sacrifice "desacralizes the living, gives peace and beatitude to the soul of the deceased and (probably) regenerates his body" (Hertz: 63). After the sacrificial ceremony, the relatives of the dead purify themselves by washing in the river. 

The final ceremony completes the separation of the dead from the living, and ensures the soul entry into the community of the sacred ancestors. The livings are freed from their mourning obligations. They return to normal activities, and resume their interrupted social relations. The celebration marks the end of a perilous time.” …the dark period dominated by death” is over, “a new era begun” (Hertz: 56). 

A number of themes emerge from Hertz's work. First, death is not an event, but a process. When respiration stops, the body receives a temporary burial. A transitional period between the initial disposal and the final burial provides the time for the decomposition of the body, the purification of the bones, the journey of the soul, and the liberation of the mourners. During, the intermediary period, the link between the living and the dead continues. Mourners visit the dead, speak_ with him, and bring his meals. He remains a member of the group until the final ceremony.

 A second theme concerns immortality, a cycle of life, death and rebirth. For the Olo Ngaju, "death is not a singular event occurring only once in the history of the individual, it is an episode that repeats itself endlessly and that merely marks the passage from one form of existence to another" (Hertz: 61). Life and death are inextricably interwoven. As death follows life, life springs forth from death. Death is the seed which brings life. Death is not a mere destruction, but a transition. As the old body dissolves into nothingness, a new body begins to take form. Transformation is the order of things. 

Finally, the Dayak conceive a reciprocal relationship between the living and dead. Both depend upon each other, the living for protection and largesse, and the dead for periodic offerings, respect, and commemoration. Mutual care and concern are the essential ingredients in a proper relationship. 

VAN GENNEP: THE RITES OF PASSAGE 

For Van Gennep, rituals performed at death resemble those played out during other critical periods in the life of the individual, e.g., at birth, social puberty, or marriage. rife is a journey, the individual a passenger. Along the way, the individual confronts periodic challenges which he must manage if he is to move to the next social station. To help the person cope with these crises, society has developed ceremonial responses which Van Gennep labeled the "rites of passage." 

All rites of passage follow a standard pattern. A rite of separation is followed by a rite of transition and concludes with a rite of incorporation. These themes of separation, transition, and incorporation mark every life cycle ceremony, although each is differentially emphasized depending upon the group and the occasion. Rites of separation are important in death, transition in death, pregnancy, betrothal, and initiation, and incorporation in marriage. 

Separation means to relinquish a previous social status, a requisite for movement into a new social position in the social structure. To be born is to move from the world of the unborn to the society of the living. To die is to depart the world of the living, and to enter the home of the ancestors. To mourn is to detach as a wife, or husband, to become widow or widower. 

Movement from one status to another is gradual. The person enters a transitional or luminal period, a sacred and dangerous time, during which normal, ordinary activities are interrupted. Now the individual is suspended between two worlds, between the past and the future, between a former condition and a new social destiny. In limen, one undergoes transformation, shedding an old social identity while molding a new social personality. 

The passenger emerges from limen ready in a ritual and social sense to assume the responsibilities of a new social existence. A rite of incorporation, which includes a ceremonial meal, confirms the transformation of the individual. Each person eats of food brought by others. "All are united to all, so that a complete and profound union is affected among the members of the group" (Van Gennep: 170).

This tripartite model fits well the analysis of initiation (social puberty) rites. The initiate is separated physically from his home, parents and neighbors. He is transported to a mysterious and sacred place, where, together with peers, he faces a series of trials and ordeals. During limen, his former identity is obliterated, and a new social and spiritual self takes shape. The metamorphosis completed, he is accepted into adult society in a rite of incorporation at which he joins with others in a communal meal. He has made the transition from the asexual to the sexual worlds. 

Marriage, too, lends itself' to Van Gennep's analysis. Separation is evident as the betrothed moves from one household to another, from one family to another, from one village to another, from limited social responsibility to full adult status. 

Betrothal, the transitional period, may last for several years. Among the Chaga of Tanzania, reports Van Gennep, tree long transition allows the groom's family the time to raise the bride price promised to the bride's family. The slaughter of an ox signifies the end of the betrothal. After the wedding feast, the couple begins married life together. 

In American marriage, the honeymoon period may be viewed as transitional. The newlyweds have been formally united in marriage, and have presented themselves at a reception for the community. They depart on a honeymoon, to a magical place (often in the sun) where they luxuriate in a wonderful dream world. Normal responsibilities, e.g., working, shopping, cooking, and cleaning do not have to be met at this time. Like Van Gennep's actors in limen, the honeymooners are special and set apart. Soon the couple return to earth, to the real world, there to begin married life. The honeymoon is over. 

Death ritual subsumes elements of separation, transition and incorporation. Symbolic of separation in death is the deposit of the corpse in the grave, coffin or cemetery; burning the dead person's tools, jewels, house and other possessions; killing wives, slaves, and favorite animals of the deceased. 

Mourning is transition. The bereaved are segregated, physically and socially, from the living. In limen, they are cut off from the dead and from their friends and neighbors. Normal social life is suspended for them for a prescribed period of mourning, their activities hemmed in by taboos. 

Reversal of normal patterns occurs during the luminal period. In Europe, this included stopping all clocks in the home, the turning of mirrors toward the wall, the emptying of water vessels, and the opening of doors and windows (Lessa 1971: 760). A Jewish mourner during Shiva is forbidden, for seven days beginning with the day of the funeral, to leave home, to greet another person, to wear leather footgear or any new garment, to bathe, use makeup, shave or cut hair, or have sexual relations. The mourner sits on the floor or on a low stool, and not on a chair or sofa. From the seventh to the thirtieth day, the person may not shave or wear new clothes. He must refrain from participation in festive activity for a full twelve months. (Wigoder: 273-274) 

Incorporation occurs when the mourners have fulfilled their ritual duties and have been cleansed. Together with others in the group they partake of a communal meal. They may then reenter the normal, social world. 

For Van Gennep, the themes of death and rebirth recur periodically during the life of an individual. Physiological death occurs when a person stops breathing. It happens once. Socially a person dies many times, on those occasions when he undergoes transition from one social station to another. 

                Turner finds symbols and metaphors for death in initiation rites. "The initial may be buried, forced to lie motionless in the posture and direction of customary burial, may be stained black, or may be forced to live for a while in the company of masked and monstrous mummers representing the dead" (Turner: 25). In Ndembu (Zambia) initiation rites, circumcision is a metaphor for killing, says Turner, since it kills the novice's childhood status. The blood soaked site of the operation is called "the place of death or dying" (Turner: 21).                

Van Gennep saw a man's life as a series of separations, transitions and incorporations. Death and rebirth follow one upon the other, a cycle that repeats like the seasons of the year, or the waxing and waning of the moon. With eloquence he wrote: "For groups, as well as for individuals, life itself means to separate and to be reunited, to change form and condition, to die and to be reborn. It is to act, and cease, to wait and rest, and then to begin acting again, but in a different way. And there are always new thresholds to cross; the thresholds to cross; the thresholds of summer and winter, of a season or a year, of a month or a night; the thresholds of birth, adolescence, maturity and old age; the threshold of death and that of the afterlife for those who believe in it." (Van Gennep: 189-190). 

Functions of Death Ritual 

One approach to the study of ritual emphasizes the social and psychological functions of behavior. Social functions refer to the effects of a rite on the social structure, the network of social relations binding individuals together in an orderly life. The immediate or direct effects on the individuals involved in the ritual are psychological functions (Radcliff-Brown: 186). 

For hertz, death ritual offers a respite, a breathing spell, time for the society and the individual to accommodate to a dramatic change. Physical death does not, all at once, convince people that a person has died. Images of him persist. His connections to society are too strong to sever in a moment. The acknowledgment comes slowly. The long intermediary period of the Dayak death ceremony provides the opportunity for this social readjustment. 

Death not only involves the extinction of the physical body, but also the blotting of a social identity. "When a person dies, the society loses in him much more than a unit; it is stricken in the very principle of its life, in the faith it has in itself" (Hertz: 7'.). Ritual is a collective response to this attack. In effect, society looks death squarely in the eye and reaffirms its own will and resolve. Life will go on, irrespective of the loss of an individual. 

In smaller communities, individuals play a wider range of social roles so that everyone is relatively important. Death becomes a kind of "national calamity" since the deceased leaves behind physical property, a spouse, and also bundles of roles and statuses which have to be redistributed if social equilibrium is to be restored. (Lewis: 131-133) Mortuary rites, often spaced over a period of months, provide time to recruit for the social positions left vacant by death. 

Mortuary rituals promote the solidarity of the group. Mandelbaum observes that death ritual among the Kota of south India brings people together at moments of crisis. It reminds them of their responsibilities to the dead, to the bereaved, and to ethers in the society. He points to the cohesion of the immediate family at this time, as relatives console the Mourners and give material aid. Other Kotas, and also non-Kotas who knew the deceased lend their presence and assistance, creating a wider integration. 

Howells likens funeral ceremonies to our periodic oaths of allegiance to the flag. They serve to unify the members of the community, to remind them: of a common commitment. (Howells: 159) 

Among the Kanuri of the Sudan, death brings the members of the community together and confirms the individual's membership. No matter what differences exist between people, a funeral demands attendance because the deceased was a relative, a friend, or a "man of our to.-,n." Not to participate was "unthinkable" (Cohen: 72). In attending, a person shows respect for the dead. He also reinforces the links with the bereaved and with the society as a whole. 

For Radcliff-Brown, death rituals are the collective expressions of feeling appropriate to the situation. In this common display of emotion, individuals signal their commitment to each other and to the society itself. Ritual functions to affirm the social bond. (Radcliffe-Brown: 168) 

In Van Gennep's view, the rites of passage prepare the individual to step into a new social status, ready to assume new social responsibilities. Further, they focus attention on this change in social identity. The person has taken on a new social personality and must be treated in a manner appropriate to his new status. Finally, Van Gennep saw regeneration as a law of life and of the universe. From time to tire, societies lost energy, suffered cultural fatigue and had to be reenergized. The rites of passage functioned to revitalize there. 

Firth noted that many funeral rites were associated with "ideas of completeness of sequence in human affairs" analogous to ceremonies of farewell. Here society takes formal notice of the termination of social relations. (Firth: 317) Mandelbaum refers to the need to complete "the proper order of a person's career" (Mandelbaum: 197). This final stage must be celebrated just as other previous social transitions had been marked during the life of the individual. In a sense, the dead man's family and friends gather in collective reminiscence of earlier moments they had shared with the dead person. They engage in a summation of a man's lifetime, of his character, achievements, successes, less often of his shortcomings and failures. They assert that in death the individual continues to invite the respect and regard of his fellows.

Funeral orations made over the dead by chosen orators are the "keynote of the Mapuche burial ceremony" (Faron: 72).Each orator speaks in laudatory terms of the exploits, virtues, and character of the deceased, of his noble qualities, of his meaning to his family and friends, and of their loss and grief. 

In primitive society, "ordinary human events" such as death, marriage or puberty are rendered extraordinary and sacramental. Diamond calls them "ritual dramas" as man takes center stage. He regards these rites as an art form. Around them cluster the esthetic creations of primitive society, the masks, poems, songs, and the dance, the "quintessential rhythm of life and culture" (Diamond: 199). in the performance of these ceremonies, man raises himself above the purely biological, and confirms his humanity and the cultural character of human existence. 

Douglas touches on this theme of transcendence in Dinka death practice. A revered Dinka spearmaster3, nearing the end of his life, chooses the time, manner and place of death. As his breath ebbs, he is placed in a coffin and carried to the grave. He utters his final words to his grieving son. He is then ritually murdered by suffocation. By this free decision, says Douglas, the spearmaster cheats death. By free will, he sets himself apart from other creatures that must live as nature ordains. Man transforms as he strives for "perfect fulfillment" (Douglas: 209-2i0).

Grief and sorrow, pain and loss are experiences associated with death. Douglas writes that funeral customs remind the living that death and suffering are integral parts of nature (Douglas: 210). They remind us, too, "of the gravity of death and do not allow us to develop indifference" (Lessa 1971: 757). 

Mortuary rites serve private and personal functions as well as social ones. As passage rites, they support the individual as he accomplishes transition and moves through uncharted waters. They signal the gradual release of the bereaved from the "psychological tentacles of death" (Howells: 159). Well wishers distract the mourners and bolster their spirits. A mourning period allows the bereaved to readjust personally and to contemplate a future without the physical presence of the dead person. "Ritual dramas" allow the person to "maintain integrity of self" while taking on a new social identity. The individual "acts in new ways without crippling anxiety"... (Diamond: 198). 

For Malinowski, death rites functioned to allay anxiety. The crisis of death triggered "a chaos of emotion" which might result in mental conflict and possible disintegration. Mortuary rituals dampened the potential danger to the individual and the group (Malinowski: 97-99). Also, these ceremonies prepared the individual for his own ultimate demise. "Any survivor who has gone through a number of mortuary ceremonials for others becomes prepared for his own death" (Malinowski: 97). 

DERITUALIZATION 

Some observers identify religion in modern society with deritualization. Kimball, referring to a decline in sacred ceremonialism, notes that fewer rites of passage are celebrated today although the need for ritualized expression is no less than in earlier times. When they are marked, they are private and individualized, unlike life cycle ceremonies in traditional societies. There they provided an occasion for group participation at the same time the individual was undergoing social and ritual transformation (Kimball: xvixvii). 

Lessa refers to the virtual disappearance of many of the external evidences of mourning in American society. Rarely seen anymore are black clothes, black armbands, black bordered handkerchiefs and stationery, crepe veils and mourning jewelry (miniatures, lockets, brooches, rings, and earrings (Lessa 1971: 764). 

Gluckman acknowledges a decline in sacred ritual which he attributes to a shift in social relations in modern society. In tribal societies, members of the same family share the same household, work in the same fields and worship the same gods. Ritual delineates and marks off social roles, lessening the possibility of confusion. It dilutes the effect of a negative moral evaluation in one sphere in those situations where an individual does not perform as expected in a specific role. Furthermore, it dampens the effect of conflict. A disturbance in one institutional encounter would spill over were it not for the isolating qualities of ritual. 

Ritual is less important in our world because relationships are distinctive, played out in different physical surroundings with different sets of performers. Roles and judgments are segregated. Disputes are compartmentalize-.. Conflict is contained within institutional boundaries. 

Fortes discusses the importance of passage rites in traditional society. Ceremonial participation teaches and reminds the individual of the responsibilities he is to be charged with. he learns to act in accordance with norms and sanctions that legitimize the role. Ritual binds the holder to his new office. It invests him with legitimate authority. It confers citizenship on the individual. 

If ritual is less important in modern society, it is because of the availability of alternative channels of access to new social positions. In traditional society, an individual has to undergo ritual passage in preparation for a new social role. Today an individual moves ahead by gaining credentials, by meeting universal criteria set by schools and colleges, and by birth, marriage and death registries. 

Wallace does not see deritualization, but rather a transformation of ritual away from the sacred. Ritual continues an integral element of a secularizing religion. It is not ritual that weakens, but supernaturalism. "...belief in supernatural powers is doomed to die out ... as a result of the increasing adequacy and diffusion of s21entific knowledge and of the realization ... that supernatural belief is not necessary to the effective use of ritual" (Wallace: 265).

Whether ritual is diminished in importance today, or whether it is being transformed, it nevertheless continues to capture the energies and emotions of many Americans in sacred and secular circumstances. On Christmas Eve, in churches across the land, millions celebrate the birth of Christ. It is a special time for non-Christians too. We speak of the holiday season, of the Christmas spirit, of peace and good will. We renew relationships as we mail our Christmas cards, some to people we may riot have seen for months or even years. Shoppers jam stores in December buying sprees, and families and friends reunite for the traditional dinners and gift giving. 

On New Year's Eve, in clubs, hotels, restaurants, and at home, people congregate to welcome the new year. They wear party hats and carry noisemakers as they revel and make merry. It is an evening of laughter and letting-go. Hundreds of thousands jam Times Square in New York, and as midnight approaches, they raise their eyes upward, eyes fixed on a symbolic lighted apple. Millions more join in the excitement on television. As the apple begins its descent, they begin to chant in unison: ten, 9, 8, 7....... Happy .few Year, Happy New Year. Champagne corks pop, people hug and kiss, and all intone "health, happiness, and prosperity." 

Sports events also provide a focal point for collective ritual. Football fans filled with excitement plant themselves in front of their television sets in mid-January, on Super Bowl Sunday4. Friends visit and share a meal or a six pack of beer as they wait kickoff time. It is a day of enormous anticipation. 

On the whole, ceremonies involving the individual have declined in importance in modern life. Birth, naming, and puberty, when they are celebrated, do not command the energy and commitment they once did. 1,1arriage and death, however, continue to summon ritual participation. 1,1ost Americans still are married by a clergyman, for sacramental or other reasons. The bride and groom wear special clothing as do members of the wedding party. Especially the bridal gown and veil are treated as if sacred. After the ceremony, the couple exit to a shower of rice, an ancient fertility rite. 

At a reception, guests eat, drink, sing, dance and give gifts. Solemn moments are swept away in laughter and happiness. The couple holds center stage as surrounded by family and friends; they join in their first dance as man and wife. Then members of the wedding party move onto the floor in prescribed order. The bride dances with her father as the band plays "Daddy's Little Girl," and the groom dances with his mother to the strains of "Mr. Wonderful." 

At a signal, usually before the main course, all rise to join in a toast to the newlyweds by the best man. During the meal, a collective glass tinkling directs the couple to kiss. Each kiss is a profession of love, but it is also an expression of the acquiescence to the public wills, a union of two individuals, but also a commitment to community. By this tinkling, too, the guests acknowledge the new status of the pair. 

The couple, hands together, cut the wedding cake and feed each other. Each guest eats a slice of communion with the new husband and wife.

Following the dinner, the bridegroom removes his wife's garter in a public display and tosses this over his shoulder to a group of single men, gathered in a cluster, who leap for the prize. The counterpart of this male ceremony is the tossing of the bridal bouquet by the bride to a line of unmarried females. The lucky woman who catches it is supposed to become the next bride. 

After the reception, the two secretly take their leave and depart for a honeymoon. The marriage ceremony has lasted for part of a single day, but it has been a day filled with sentiment and feeling. 

Death, too, continues to issue a ceremonial call. The dead person has been embalmed, prepared, and dressed for final disposal by a professional mortician. He is viewed at a wake at which mourners, friends and relatives renew old relationships. It is a time for reminiscence, for recounting the past for tears and for grief. 

A clergyman performs a funeral service. he reviews the life of the individual, of his place in the lives of the others, and of his past gifts to the living. Blessings are intoned, and prayers for the repose of the soul uttered. 

A motorized procession in a rented limousine carries the corpse to the cemetery. Sometimes the procession passes by the house of the dead man for the last time before proceeding to the cemetery. At the grave, the clergyman recites more prayers. Before the coffin is lowered, members of the family strew flowers on the coffin. After the service, the procession returns, and mourners, friends and neighbors partake of a communal repast. 

Although we continue to fulfill our obligations when death strikes, our involvement is short-lived unless we are mourners. When the funeral service is over, the ritual support ends and the bereaved are left to their private agonies. Kimball laments that people have to accomplish their transitions alone with private symbols. Once the funeral is over, the guests leave. They no longer care to dwell upon death. 

While we are not indifferent to death, as some charge, neither do we invest ourselves so deeply as in the past. By distancing early from the mourners, we banish the memory of the dead, adding to the burden of the bereaved. What effect this shrinking commitment will have on us as people remains to be seen. 

Perhaps a greater danger lies in our indifference to life. An inability or an unwillingness to resolve problems of mass starvation, malnutrition and inadequate health care all over the world will test our minds, wills, and souls in the years to come. Violence and war, the proliferation of weapons of destruction, of megaton bombs and Saturday night specials promises a future of blood and misery. 

Wallace predicts the eventual displacement of supernaturalism by a new, non-theistic, ethical theology which centers on man during his stay on earth. Ritual will not disappear, but will be transformed toward the secular. What is needed is to orient this ritual around an ideology which reasserts the value of human life. 

FOOTNOTES

1. “Collective Representations of Death” is one of the two Hertz essays in Death and the Right Hand. In “The Pre-Eminence of the Right Hand,” Hertz attributes the primacy of the right hand to social cause. 

2. Fossil skulls of Peking Man were found in Choukoutien, badly shattered and fragmented. Some scholars suppose these were the results of cannibalistic behavior. Shapiro denies this allegation. He ascribes the broken and fragmented bones to crushing by rocks and layers of debris which fell on the bones from the ceilings of caves (Shapiro: 84-85).

3. The spearmasters are a hereditary clan of priests among the Kinka of the Sudan. Ritual murder of these spearmasters constitutes the central rite of Kinka religion (Douglas:209)

4. Super Bowl Sunday is a probable future addition to the lexicon of American English. There it will join Easter Sunday and Palm Sunday as very special days.
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Chapter 8
The Definition of Death

Defining Death in Theory and Practice

 James L. Bernat, Charles M. Culver, and Bernard Gert

In July 1981, the President's Commission for the Study of Ethical Problems in Medicine and Biomedical and Behavioral Research published its first report, Defining Death: Medical. Legal, and Ethical /slues in the Determination of Death.' The Commission made this subject one of its first studies primarily because of a legal interest: there has been recent disagreement about how best to translate the current physiological understanding of death into acceptable statutory language. But the Commission was also interested in reviewing the dispute between "whole brains" and "higher brain" formulations of death and appraising currently used brain-based tests for death, which have become increasingly varied and sophisticated. 

During its meetings, the Commission heard testimony from a variety of experts. Philosophers testified on the conceptual issues involved in defining death; theologians spoke about traditional religious concepts; and neurologists described the most valid tests for determining cessation of functioning of the brain. 

Much of the Commission's report consists of a thorough summary of current knowledge of the physiology of death and how this knowledge has altered understanding of the concept of death itself. Although this presentation is excellent, we believe the model statute that the Commission recommends should not be adopted because there are significant flaws in it, as well as in the Commission's supporting arguments. 

There are two distinct though related, problems in constructing a statutory definition of death. The first is a theoretical concern-providing the correct physiological standard. The second is the practical difficulty of reconciling this standard, which includes a new understanding of death. With the more popular conception of death. 

The new understanding of death is largely a consequence of technological advances in life-support systems. Some severely brain-injured patients who have suffered permanent cessation of functioning of the entire brain can be given circulator and respiratory support such that: 

. . . Their appearance resembles that of the dead as traditionally perceived: they no longer respond to their environment by sensate and intellectual activity. But their appearance also differs from that traditionally associated with the dead because mechanical support generates breathing. Heartbeat and the associated physical characteristics (e.g. warm, moist skin) of life (p. 21) 

These patients present problems of labeling, for they have some, but not all of the traditional characteristics that lead one to call a person "dead." Until recently this was rarely, if ever, the case: patients who had some of these characteristics also had all the others. It is not that new technology has changed the concept of death; rather, this technology has made it apparent that previously there had been no clear precise definition of death. 

In his book Pragmatism, William lames provided a useful example of this kind of definitional problem with regard to the phrase "going around." A squirrel was on the trunk of a tree, and a hunter was on the opposite side. Wishing to see the squirrel, the hunter proceeded to go around the tree: the squirrel, not wishing for he seen. Also went around the tree, always facing the hunter but keeping the trunk between them Had the hunter “gone around” the squirrel or not James correctly noted that the phrase "going around" was ambiguous: to one sense (going around from north, to west, to south, to east, and back to north) the hunter did go around the squirrel, and in the other sense (going around from front, to left, to back, to right, and to front again) he did not. The old sense of "going around" was gone forever. Indeed, there never really was an old unambiguous sense. 

Similarly, one regarded a man as dead if the organism as a whole had permanently ceased to function, if he had permanently stopped breathing, and if his heart had permanently stopped beating. All these usually happened at the same time or within a few minutes of one another, so that people did not consider how the\ would describe the person if one phenomenon occurred but the other two did not. However, because of modern technology, there are patients whose organism as a whole has permanently ceased to function, but whose respiration and circulation do function through mechanical support systems. 

In James's case. there seems no reason for choosing either sense of "going around" as the more important and basic However, in the case of death clearly  the permanent cessation of the organism as a whole is far closer to what has always been meant by death than is permanent absence of breathing and heartbeat. Recognizing this point, the Commission states:

 Although absence of breathing and heartbeat may often have been spoken of as "defining" death, review of history and of current medical and popular understanding makes clear that these were merely evidence for the disintegration of the organism as a whole as discussed m Chapter Three (p. 58). 

Thus, the Commission defined the concept of death as the permanent cessation of functioning of the organism as a whole, and developed a statutory definition or standard of death on this basis. We believe that this is the correct approach,-' and that the report should be judged on how well it has carried out this intention 

The second practical problem that a new statutory definition must confront results from the rapid increase in the medical understanding of the physiology of death. There is a considerable gap between the understanding of most physicians-who have come to accept the centrality of the functioning of the brain in defining death-and most laypersons who, along with a few practicing physicians, continue to regard the functioning of the heart and lungs as central. Informed medical opinion is now virtually unanimous that a person is dead when and only when the entire brain, including the brainstem, has permanently ceased to function. However, most laypersons continue to believe that the permanent cessation of heartbeat and breathing determines death.  

As the Commission acknowledges, the problem lies in incorporating the new medical understanding in a statute without unduly disturbing those who still regard cardiopulmonary function as central. 

The Origin of the Problem 

After reviewing the anatomy of the brain, and citing clinical examples of individuals with only partial brain damage, the Commission concludes:

The President's Commission, as subsequent chapters explain more fully, regards the cessation of the vital functions of the entire brain-and not merely portions thereof, such as those responsible for cognitive functions-as the only proper neurological basis for declaring death. This conclusion accords with the overwhelming consensus of medical and legal experts and the public (p. 18).

A neurological standard actually lay behind past as well as present tests used by the medical profession for declaring death. Physicians traditionally have determined death by examining patients for total unresponsiveness: lack of any spontaneous movements, including breathing: absence of papillary light reflexes, and absence of heartbeat. Of these signs, only the last is not directly a sign of cessation of brain functioning. The value of the commonly known tests of death-which detect the permanent absence of spontaneous heartbeat and breathing-depends upon their producing irreversible cessation of functioning of the whole brain. 

The Commission traces the history of the use of brain-based tests in death determinations. One landmark was the 1959 description by French neurophysiologists of the characteristics of patients with gross brain damage who have been maintained on respirators, a condition that they aptly termed coma depasse (beyond coma); another was the 1968 report by the Ad Hoc Committee of the Harvard Medical School to Examine the Definition of Brain Death, which listed criteria for diagnosing a permanently nonfunctioning brain. These criteria have since been overwhelmingly validated; no person known to have met them has survived. The Commission also reviews the status of confirmatory tests of permanent cessation of whole brain functioning, including tests of cerebral blood flow and electroencephalography, and points out some of their limitations. 

The Commission discusses the role of cessation of ventilation and circulation in the cessation of functioning of the organism as a whole:

For patients who are not artificially maintained, breathing and heartbeat were and are reliable signs either of systemic integration and/or of continued brain functioning (depending on which approach one takes to the "whole brain" concept). To regard breathing and respiration as having diagnostic significance when the brain of a respirator-supported patient has ceased functioning, however, is to forget the basic reasoning behind their use in individuals who are not artificially maintained (p. 37). 

The Commission considers and rejects the "higher brain" formulation of death, which depends upon a concept of death defined as "loss of personhood," or in the words of Robert Vetch, its major proponent, "the irreversible loss of that which is essentially significant to the nature of man " By this definition, permanent loss of consciousness and cognition would count as death; thus patients in persistent vegetative states (Karen Ann Quinlan, for example) would be considered dead. These patients have normally functioning brainstems despite severe damage to, or complete loss of, their neocortex. They are permanently comatose but maintain spontaneous respiration and heartbeat have intact brainstem reflexes such as pupillary constriction to light, and maintain the complex array of neuroendocrine regulatory mechanisms subserved by the brainstem and hypothalamus. While such patients have lost their personhood, they are not dead because they have retained most of the functions of the organism as a whole.  

An important weakness of the higher brain formulation of death is the "slippery slope" problem. Just how much neocortical damage is necessary for death? By this definition, would not severely demented patients also be considered dead" Then what about those somewhat less severely brain damaged". Because personhood is an inherently vague concept, strict criteria for its loss are difficult to identify. 

The Commission might also have pointed out that the higher brain formulation is unacceptable because it applies only to human beings and not to related species. By the traditional concept of death, we mean the same thing when we say, "Mr. Jones died last night" as when we say, “My dog died last week." Death is a biological concept, so an acceptable definition should be applicable to related species. Such is the case when death is defined as the permanent cessation of functioning of the organism as a whole. 

The higher brain formulation is not acceptable as the definition of death. It does have a place in determining possible grounds for nonvoluntary euthanasia that is, allowing an organism to die when that organism is no longer a person. But the major question-is nonvoluntary euthanasia desirable for patients in persistent vegetative status-should not be answered by blurring the distinction between loss of personhood and death of the organism. 

The Commission rightly points out that the problem of formulating a precise statutory definition goes beyond the boundaries of medical authority. They also reject a judicial solution because specifying a standard of death is too fundamental to rely purely on retrospective determination. Furthermore a judicial solution would require too much time expense and psychological trauma for those involved. Favoring a legislative solution, they point out that:

A statute on death ought to guide physicians and others in decision making about respirator-maintained patients; it ought also to educate those who must make legal and policy decisions. Legislation will not remove the need for reasoned interpretation-first by physicians and perhaps then by judges-but it can restrict the compass within which they make their choices to one which has been found acceptable by the public Furthermore, if legislators are guided by a single model bill, the likelihood of statutory law that is uniform in language and intent is greatly increased (pp. 50-51). 

In Chapter five of the report, "What 'Definition' ought to be adopted?" the Commission confronts the main problem in devising an adequate statutory definition of death. (When the Commission puts the word "definition" in quotation marks, as in this title, it is usually referring to a statutory definition, not an account of the ordinary meaning of the word "death.") The problem is to include in the statute the theoretically correct standard of death-irreversible cessation of all brain functioning-but also allow, for practical purposes, irreversible cessation of cardiopulmonary functions to be used as a test of death in the overwhelming majority of cases. We do not think the Commission's solution to this problem-the Uniform Determination of Death Act (UDDA)-is successful. The UDDA provides:

An individual who has sustained either (1) irreversible cessation of circulatory and respiratory functions. Or (2) irreversible cessation of all functions of the entire brain, including the brainstem, is dead. A determination of death must be made in accordance with accepted medical standards (p. 73). 

The Commission rightly notes that "the statute must address the right question" (p. 57). It then states: "The Commission conceives the question to be, 'How, given medical advances in cardiopulmonary support, can the evidence that death has occurred be obtained and recognized?' “We do not think this is the right question at all. Indeed, the UDDA statute does not even attempt to answer this question, which sounds much more like a medical query than one that should be addressed by a statute. The basic question that a statute should address, we believe, is: given medical advances in the understanding of death, what general physiological standards should be used to "define" death" Another question that might be addressed by a statute is: what practical guide should be given to physicians concerning application of this standard? Note that these are two separate questions: the Commission fails to recognize fully that two distinct questions have to be answered, leading to some of the confusion in its report. 

When dealing with the conceptual and theoretical bases of the proper standard of death, the report is clear:

In setting forth the standards recommended in this Report, the Commission has used the "whole brain" terms to clarify the understanding of death that enjoys near universal acceptance in our society. The Commission finds that the "whole brain" formulations give resonance and depth to the biomedical and epidemiological data presented in Chapter Two . . . the "whole brain" formulations provide a theory that is sufficiently precise, concise and widely acceptable (p. 16).       - 

The Commission also acknowledges, as noted above, that the heart and lungs play only a subsidiary role: 

Although absence of breathing and heartbeat may often have been spoken of as "defining-" death, review of history and current medical and popular understanding_ makes clear that these were merely evidence for the disintegration of the organism as a whole, as discussed in Chapter Three (p. 58). 

However, the Commission does not seem to realize that something that is "merely evidence" should not be presented -as a standard of death, for it presents a statute that includes two equal standards of death: (1) "irreversible cessation of circulatory and respiratory, and (2) "irreversible cessation of all functions of the entire brain, including the brainstem." 

The clearest statement of the Commission's problem in separating conceptual and theoretical considerations from practical ones comes in its discussion of the statute drafted by the Law Reform Commission of Canada:

It would be possible, as in the statute drafted by the Law Reform Commission of Canada, to propound the irreversible cessation of brain functions as the "definition" and then to permit that standard to be met not only by direct measures of brain activity but also "by the prolonged absence of spontaneous cardiac and respiratory functions." Although conceptually acceptable (and vastly superior to the adoption of brain cessation as a primary standard conjoined with a nonspecific reference to other apparently unrelated "usual and customary procedures”), the Canadian proposal breaks with tradition in a manner that appears to be unnecessary (p. 74). 

Here the Commission seems to he claiming that the only flaw in the Canadian account is that it "breaks with tradition in a manner that appears to he unnecessary." But this is a very surprising claim. Almost half the state statutes adopted since 1970 use only the brain standard and do not even mention circulation and respiration. Indeed, this is also true of the earlier statutes endorsed by the American Bar Association` and the Uniform Brain Death Act' put forward by the National Conference of Commissioners on Uniform State Laws. 

Since it is hard to take at face value the claim that the Canadian proposal unnecessarily breaks with tradition, it is worth examining how the Commission supports this claim. It correctly points out: 

For most lay people-and in all probability for most physicians as well-the permanent loss of heart and lung function (for example, in an elderly person who has died in his or her sleep) clearly manifests death (p. 74). 

But the Canadian statute acknowledges that this is true. The Commission then alludes to the brain's special role:

As previous chapters in this Report recount, biomedical scientists can explain the brain's particularly important-and vulnerable-role in the organism as a whole and show how temporary loss of blood flow (ischemia) becomes a permanent cessation because of the damage that it inflicts on the brain (p. 74). 

This is also compatible with the Canadian statute. Then comes the crucial step in the argument:

Nonetheless, most of the times people do not and need not, go through this two step process. Irreversible loss of circulation is recognized as death because setting, aside any mythical connotations of the heart, a person without blood flow simply cannot live. Thus, the Commission prefers to employ language which would reflect the continuity of the traditional standard and the newer, brain-based standard (p. 74).

The Commission's reasoning seems to be as follows: if people do not and need not think about the cessation of brain function in recognizing death from loss of heart and lung function, then cessation of heart and lung function is an independent stand and of death. But this reasoning is fallacious. Consider the following parallel argument. If people do not and need not think about cessation of brain function (or of heart and lung function) in recognizing death from someone being smashed flat by a steamroller, then being smashed flat by a steamroller is an independent standard of death. Even if people were commonly smashed flat by steamrollers, it would still not be a standard of death. For a standard of death is not merely that by which we can recognize that someone is dead; it is, based on all of our medical understanding, that which is both a necessary and sufficient condition for death. If the standard is fulfilled, the person is dead; if it is not fulfilled, the person is not dead. Irreversible cessation of all brain functions is such a standard. If it has occurred, the person is dead; if it has not occurred, the person is not dead, no matter what has happened to the heart, lungs, or any other organ. 

Let us now see why "irreversible cessation of circulatory and respiratory functions" is not a standard of death. First, this phrase is ambiguous (recall the parallel problem with "going around"). It can mean either "irreversible cessation of spontaneous circulatory and respiratory functions" or "irreversible cessation of artificially supported circulatory and respiratory functions." No such ambiguity exists with regard to cessation of brain functions, for there are no artificially supported brain functions, in the relevant sense. No one would want to call a man in an iron lung and wearing a pacemaker dead, especially if he were still talking to us. Thus, irreversible cessation of spontaneous cardiopulmonary function may be a necessary condition for death, but it is certainly not sufficient. And irreversible cessation of artificially supported circulatory and respiratory functions is also not a standard of death, for though it may be a sufficient condition of death, it is not a necessary condition; it is one of the key points of the Commission's report that when circulation and respiration are being artificially maintained, but all brain functions have irreversibly ceased, the person is dead. 

The report does not explain the ambiguous phrase "irreversible cessation of circulatory and respiratory functions"-all the more surprising for the Commission explains almost all the words in the statute, even why it uses "individual" rather than "person" and "is dead" rather than "will be considered dead." Possibly it would have required far more explanation than the Commission was prepared to offer. 

There is no acceptable understanding of the phrase "irreversible loss of circulatory and respiratory functions" that provides a genuine standard for death. The Commission failed to realize this difficulty or perhaps it did partly realize it, and for that reason failed even to mention "spontaneous" or "artificially maintained." We think the Commission did not distinguish carefully enough between a standard, which must be a necessary and sufficient condition of death if it is to "define" it, and a test, which is merely a way of determining death. 

No doubt some of the Commission's problems were brought on by its concern with avoiding radical change:

The conservative nature of the reform here proposed will be more apparent if the statute refers explicitly to the existing cardiopulmonary standard for determination of death. The brain based standard is, after all, merely supplementary to the older standard, which will continue to be adequate in the overwhelming number of cases in the foreseeable future (p. 59). 

However, any standard of death must be adequate in all cases, not merely the overwhelming number. Here is another instance in which the term "spontaneous" becomes important. For the "older standard" was for "irreversible cessation of spontaneous circulatory and respiratory functions," and the Commission rightly recognizes that this standard is no longer universally adequate. What it does not seem to realize is that this means it is not really a standard but merely a test. Cardiopulmonary tests may be adequate in the overwhelming number of cases, and brain-based tests may be used in only a small portion of cases. but this belongs in the practical pan of the statute, not in the statutory definition of death.

The Commission has thus created a statutory definition of death that is seriously misleading and that contains the more serious flaw that the Commission finds in previous statutes: it provides two independent standards of death, without explaining the relationship between them.  

A Modified Solution 

The Commission strived to produce a statute that would be adopted by all jurisdictions in the United States, and it presents good arguments for uniform legislation. Since 1970, twenty-seven states have adopted determination-of-death statutes: though the statutes appear to have similar intent, they are confusingly diverse in form and many are ambiguously worded. 

The UDDA statute is not desirable, we believe, because it too is ambiguous and it elevates the irreversible cessation of cardiopulmonary functioning to the level of a standard of death, when it is really only a test, although a test that may be used in most circumstances. Permanent cessation of spontaneous cardiopulmonary functioning works as a test of death only in the absence of artificial cardiopulmonary support because only there does it produce the true standard of death-the irreversible cessation of all brain functions. A conceptually satisfactory statute would not need to mention cessation of cardiopulmonary function at all. It would be sufficient to include only irreversible cessation of whole brain functioning and allow physicians to select validated sand agreed-upon tests (prolonged absence of spontaneous cardiopulmonary function would be one) to measure irreversible cessation of whole brain function. However, the Commission felt, and we agree, that a statute that included cessation of cardiopulmonary function would be more broadly acceptable and useful. 

The solution is to reconcile the claims of conceptual clarity and practical utility. In order to produce a more conceptually acceptable statute of death that would also be useful, we have incorporated into the UDDA statute the distinction between a standard and a test that was recognized by the model statute provided by the Law Reform Commission of Canada, and by the statute we recently proposed. Our proposed statute reads:

An individual, who has sustained irreversible cessation of all functions of the entire brain, including the brainstem, is dead 

  (a) In the absence of artificial means of cardiopulmonary support, death (the irreversible cessation of all brain functions) may be determined by the prolonged absence of spontaneous circulatory and respiratory functions. 

(b) In the presence of artificial means of cardiopulmonary support, death (the irreversible cessation of all brain functions) must be determined by tests of brain function.  

In both situations, the determination of death must be made in accordance with accepted medical standards. 

We believe that this statute is conceptually clearer than the UDDA statute. It identifies the irreversible cessation of all functions of the entire brain, including the brainstem, as the standard of death, thus making clear that deathis a single phenomenon. It also provides a guide to the practicing physician, pointing out that he or she may continue to declare death by cardiopulmonary tests in the majority of deaths uncomplicated by artificial cardiopulmonary support. And in the presence of cardiopulmonary support, the physician must directly measure the functioning of the brain. Thus this statute is both practical and conceptually clear. 
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Definition of Death  

by Nancy Weitzman (QCC, 2003)

At what point do we say death has come?  Death is a process and all of the body’s organs do not fail simultaneously.   Today’s technology can restore and sustain the function of many organs.  Machines can operate for hearts that do not beat and lungs that do not breathe on their own.  The question of when death is final is complex.  In 1968 the Harvard Medical School Committee developed a definition of death.  According to this definition, a person is brain dead when he or she has suffered irreversible cessation of the functions of the entire brain, including the brain stem.  This is determined by a number of tests that determine unawareness of all stimuli, no spontaneous muscular movement or respiration, no reflexes of any kind and a flat electroencephalogram, indicating the cessation of electrical activity in the brain.  If after 24 hours there is no change, the person can be declared dead.  

The new understanding of death is largely a consequence of technological advances in life support systems.  Some severely-injured people who have suffered permanent cessation of functioning of the entire brain can be given circulator y and respiratory support such that their appearance resembles that of the dead.  They no longer respond to their environment by sensual or intellectual activity.  Their appearance differs, however, because mechanical support generates breathing, heartbeat and the associated characteristics of life.  According to  authors Bernat, Culver and Gert, a neurological standard for declaring death is in place from the past and still exists in the present.  Physicians traditionally have determined death by examining people for total unresponsiveness – lack of any spontaneous movements, including breathing, absence of papillary light reflexes and absence of heartbeat.  Of these signs, only the last one is not directly a sign of cessation of brain functioning.   The value of the commonly known tests of death, which detect the permanent absence of spontaneous heartbeat and breathing, depends upon the irreversible cessation of functioning of the whole brain.  This is where things become complicated and are subject to controversy.

The essential significant features of human life are the consciousness with which humans have and maintain personality, memories and other attributes of personhood.  These in turn are dependent on brain function – if the body cannot maintain itself from impulse from the brain and can only be maintained by mechanical means, then the essentially significant features of human life are gone.  To keep a body going when there is no life – no capacity for consciousness- is done so for purposes relevant to the survivors of the deceased and/or those caring for them.  It is certainly not for the benefit of the person in this unconscious state.  

Two physiological components control conscious behavior – arousal and content of consciousness.  The arousal represents behavioral changes that occur when a person awakens from sleep or transits to a state of alertness.  The content of consciousness, also known as awareness, represents the sum of cognitive and affective mental functions, denotes the knowledge of one’s existence and the recognition of internal and external worlds.  Consciousness can be further categorized into wakefulness and awareness.  Awareness is the same as the content of consciousness and wakefulness is provided by arousal (subcortical arousal).  According to physician, P. Plum, author of Coma and Related Global Disturbances of the Human Conscious State, a human being’s state of consciousness reflects both his level of arousal and the sum of the cognitive, affective and other higher brain functions.  These cognitive functions can be further divided.  The state of consciousness regulates the sustained behavioral state and function of affect, mood, attention, cognitive, integration and psychic energy (cathexis) depending on the integrity of the limbic structures.  The cerebral level is related to the processes of higher levels of perception, self-awareness, language, motor-skill and planning.    

A law in place for determining the issue of death must set a legal standard for determining death and a medical criteria for doing so.  This determination should be updated and stay in line with current diagnostic and biomedical tests and knowledge.  Any law governing these important issues should recognize the standards of medical practice which in turn require a time period in which the situation is evaluated and diagnostic tests can be read by more than more physician.  In this way, there would be less debate in “disconnecting” the person from organ supporting equipment. The current medical criteria establishes death declaring that the “whole brain” most no longer be capable of functioning for death to be declared..  

The President’s Commission for the Study of Ethical Problems in Medicine and Biomedical and Behavior Research published its first report in 1981 on defining death considering the medical, legal and ethical issues involved.  The Commission discusses the role of cessation of ventilation and circulation in the cessation of functioning of the organism as a whole.   The definition or conception of death is on the other side of the subject.  Dr. Robert M. Veatch presents the ethical, philosophical and policy confusion of the definition of death, addressing those referring to the “loss of specifically human properties” and those arguing the “loss of integrative unity of the body”. Veatch has proposed to search for the essential property that characterizes life in humans.  “What is it about human life, and that its loss is so essential, that the individual who loses it ought to be called dead?” 

For most people the answer to that question is consciousness an memories and the hopes and fears and aims and emotions that are related to who we are and how we experience the world.  When these things are gone then the human being is dead.  These features of the human life are gone and irreversibly gone when the brain functioning is irreversibly lost.  This is the case with irreversible coma.  The criteria for irreversible coma are set in the Harvard Ad Hoc Committee report (1968).

Legal Definitions of Death

Here are a variety of laws and proposals for laws concerning the definition foe human death.

UNIFORM DETERMINATION OF DEATH ACT 

This Act provides comprehensive bases for determining death in all situations. It is based on a ten-year evolution of statutory language on this subject. The first statute passed in Kansas in 1970. In 1972, Professor Alexander Capron and Dr. Leon Kass refined the concept further in "A Statutory Definition of the Standards for Determining Human Death: An Appraisal and a Proposal," 121 Pa. L. Rev. 87. In 1975, the Law and Medicine Committee of the American Bar Association (ABA) drafted a Model Definition of Death Act. In 1978, the National Conference of Commissioners on Uniform State Laws (NCCUSL) completed the Uniform Brain Death Act. It was based on the prior work of the ABA. In 1979, the American Medical Association (AMA) created its own Model Determination of Death statute. In the meantime, some twenty-five state legislatures adopted statutes based on one or another of the existing models. 

The interest in these statutes arises from modern advances in lifesaving technology. A person may be artificially supported for respiration and circulation after all brain functions cease irreversibly. The medical profession, also, has developed techniques for determining loss of brain functions while cardio respiratory support is administered. At the same time, the common law definition of death cannot assure recognition of these techniques. The common law standard for determining death is the cessation of all vital functions, traditionally demonstrated by "an absence of spontaneous respiratory and cardiac functions." There is, then, a potential disparity between current and accepted biomedical practice and the common law. 

The proliferation of model acts and uniform acts, while indicating a legislative need, also may be confusing. All existing acts have the same principal goal-extension of the common law to include the new, techniques for determination of death. With no essential disagreement on policy, the associations which have drafted statutes met to find common language. This Act contains that common language, and is the result of agreement between the ABA, AMA, and NCCUSL. 

Part (1) codifies the existing common law basis for determining death-total failure of the cardio respiratory system. Part (2) extends the common law to include the new procedures for determination of death based upon irreversible loss of all brain functions. The overwhelming majority of cases will continue to be determined according to part (1). When artificial means of support preclude a determination under part (1), the Act recognizes that death can be determined by the alternative procedures.  

"Uniform Determination of Death Act" developed jointly by the National Conference on Commissioners of Uniform State Law, the American Medical Association and the American Bar Association, approved October 19, 1980 and February 10, 1981. 

                Under part (2), the entire brain must cease to function, irreversibly. The “entire brain” includes the brain stem, as well as the neocortex. The concept of “entire brain” distinguishes determination of death under this Act from “neocortical death” or “persistent vegetative state.” These are not deemed valid medical or legal bases for determining death. 

This Act also does not concern itself with living wills, death with dignity, euthanasia, rules on death certificates, maintaining life support beyond brain death in cases of pregnant women or of organ donors, and protection for the dead body. These subjects are left to other law. 

This Act is silent on acceptable diagnostic tests and medical procedures. It sets the general legal standard for determining death, but not the medical criteria for doing so. The medical profession remains free to formulate acceptable medical practices and to utilize new biomedical knowledge, diagnostic tests, and equipment. 

It is unnecessary for the Act to address specifically the liability of persons who make determinations. No person authorized by law to determine death, who makes such a determination in accordance with the Act, should, or will be, liable for damages in any civil action or subject to prosecution in any criminal proceeding for his acts or the acts of others based on that determination. No person who acts in good faith, in reliance on a determination of death, should, or will be, liable for damages in any civil action or subject to prosecution in any criminal proceeding for his acts. There is no need to deal with these issues in the text of this Act. 

Time of death, also, is not specifically addressed. In those instances in which time of death affects legal rights, this Act states the bases for determining death. Time of death is a fact to be determined with all others in each individual case, and may be resolved, when in doubt, upon expert testimony before the appropriate court. 

Finally, since this Act should apply to all situations, it should not be joined with the Uniform Anatomical Gift Act so that its application is limited to cases of organ donation.

1        §1. [Determination of Death.] An individual who has sustain 

2          either (1) irreversible cessation of circulator and respiratory

3          functions, or (2) irreversible cessation of all functions 

4        of the entire brain, including the brain stem, are dead. A 

5      determination of death must be made in accordance with 

6          accepted medical standards. 

1        §2. [Uniformity of Construction and Application.] This Act

2          shall be applied and construed to effectuate its general purpose

3          to make uniform the law with respect to the subject of this Act

4          among states enacting it. 

1          §3. [Short Title.] This Act may be cited as the Uniform Determination of Death Act.  

Legislative Proposals For the Definition of Death 

1. New York State 

An Act to amend the public health law, in relation to a definition of death. The People of the State of New York, represented in Senate and Assembly, do-enact as follows: Section 1. The public health law is hereby amended by adding t Hereto a new section, to be section forty-one hundred forty-a, to read as follows: 

4140-a. Deaths: Definition of death. A person shall be pronounced dead if in the announced opinion of a duly licensed physician based on prevailing standards of medical practice such person has experienced an irreversible cessation of. spontaneous respiratory and circulatory functions. If, the use of artificial means of support precludes a determination that these functions have ceased, a person shall be pronounced dead if in the announced opinion of a duly licensed physician based on prevailing standards of medical practice such person has experienced a total and irreversible cessation of brain function, unless the physician receives written notice from a parent, spouse or next of kin of such person that such pronouncement conflicts with such person's beliefs. 

2. This act shall take effect immediately.

2. Missouri  

An Act - providing means for determining whether a person is dead and when death occurred, and providing the purposes for which the means shall be used. 

Be it enacted by the General Assembly of the State of Missouri, as follows:

Section 1. 1. A person shall be considered dead if in the announced opinion of a physician, based on ordinary standards of medical practice, he has experienced an irreversible cessation of spontaneous respiratory and circulatory functions. In the event that artificial means of support preclude a determination that these functions have ceased, a person shall be considered dead if in the announced opinion of a physician, based on ordinary standards of medical practice, he has experienced an irreversible cessation of spontaneous brain functions. Death shall have occurred at the time when the relevant functions ceased.

2. The means of determining death in subsection 1 shall be used for all purposes in this state, including the trials of civil and criminal cases.  

3. Kansas  

A person will be considered medically and legally dead, if in the opinion of a physician, based on ordinary standards of medical practice, there is the absence of spontaneous respiratory and cardiac function and, because of the disease or condition which caused, directly or indirectly, these functions to cease, or because of the passage of time since these functions ceased, attempts at resuscitation are considered hopeless; and, in this event, death will have occurred at the time these functions ceased; or 

A person will be considered medically and legally dead if, in the opinion of a physician, based on ordinary standards of medical practice, there is the absence of spontaneous brain function; and if based on ordinary standards of medical practice, during reasonable attempts to either maintain or restore spontaneous circulatory or respiratory function in the absence of aforesaid brain function, it appears that further attempts at resuscitation or supportive maintenance will not succeed, death will have occurred at the time when these conditions first coincide. Death is to be pronounced before artificial means of supporting respiratory and circulatory function are terminated and before any vital organ is removed for purpose of transplantation.

These alternative definitions of death are to be utilized for all purposes in this state, including the trails of civil and criminal cases, any laws to the contrary notwithstanding. 

4. Capron & Kass  

A person will be considered dead if in the announced opinion of a physician, based on ordinary standards of medical practice, he has experienced an irreversible cessation of spontaneous respiratory and circulatory functions. In the event that artificial means of support preclude a determination that these functions have ceased, a person will be considered dead if in the announced opinion of a physician, based on ordinary standards of medical practice, he has experienced an irreversible cessation of spontaneous brain functions. Death will have (occurred at the time when the relevant functions ceased.  

Capron, A. M. and Kass, L. R. "A Statutory Definition of the Standards for Determining Human Death" University of Pennsylvania Law Review 121:87-118, 1972.  

5. Veatch  

A person will be considered dead if in the announced opinion of a physician, based on ordinary standards of medical practice, he has experienced an irreversible cessation of spontaneous respiratory and circulatory functions. In the event that artificial means of support preclude a determination that these functions have ceased, a person will be considered dead if in the announced opinion of a physician, based on ordinary standards of medical practice, he has experienced an irreversible cessation of spontaneous cerebral functions. Death will have occurred at the time when the relevant functions ceased. 

It is provided, however, that no person shall be considered dead even with the announced opinion of a physical solely on the basis of an irreversible cessation of spontaneous cerebra functions if he, while competent to make such a decision, has explicitly rejected the use of this standard or, if he has not expressed himself on the matter while competent, his legal guardian or next of kin explicitly expresses such rejection.

            It is further provided that no physician shall pronounce the death of any individual in any case where there is significant conflict of interest with his obligation to serve the patient (including commitment to any other patients, research, or teaching programs which might directly benefit from pronouncing the patient dead).  

Reprinted by permission from DEATH, DYING AND THE BIOLOGICAL REVOLUTION by Robert M. Vetch, Yale University Press, 1972. Copyright O 1972 by Yale University Press.

*************************************

6. James L. Bernat,  Charles M. Culver, and Bernard Gert

Defining Death in Theory and Practice

An individual, who has sustained irreversible cessation of all functions of the entire brain, including the brainstem, is dead 

  (a) In the absence of artificial means of cardiopulmonary support, death (the irreversible cessation of all brain functions) may be determined by the prolonged absence of spontaneous circulatory and respiratory functions. 

(b) In the presence of artificial means of cardiopulmonary support, death (the irreversible cessation of all brain functions) must be determined by tests of brain function.  

Chapter 9
Transplantation and Other Uses for Dead Bodies

Transplants, Autopsies, and Neo-Morts 

Philip A. Pecorino

Recent advances in medical technology have provided humankind with possibilities and options in such large numbers and with such rapidity that often questions arise as to what would be the ethically correct way to realize some of these possibilities. The transplanting of human organs is one such advance which has encouraged us to hold out hope for members of the human community afflicted with various diseases for which there was no hope in the past. However, there are a number of questions concerning how those organs are to be obtained for transplantation that need to be answered. Moreover, there are other ways in which we now can use dead human bodies that raise ethical issues.

Until recently, when a member of the human community died, the most traditional manner in which the dead body was handled involved its ultimate burial or entombment or possibly its cremation. Occasionally, when there is need to obtain further information as to the cause of death, an examination of the dead remains must be made by a medical specialist. While such autopsies are carried out rather regularly, they are not performed routinely. In fact, while people are aware that dead bodies are subject to being autopsied, this possibility- does not come readily to mind when considering what is generally done with dead bodies. Burial is the most traditional and common method of disposition. Only within the last 25 years has an entirely new use for dead bodies or ways in which they will be treated come about, namely, to remove certain organs from them for the purposes of transplantation in order to assist other human beings in recovering their health. Rather spectacular advances in the ability of medical specialists to perform the physical procedures involved in transplantation have been accompanied by advances in overcoming the body's natural rejection of foreign material through the use of certain chemicals. With the publicity given these developments and the consequent increase in general awareness there has come a rapid increase in the number of people seeking aid through transplantation. The problem has arisen, a natural product of the success of the procedures themselves, that the present demand for organs far exceeds the supply. Because of a general insufficiency in the number of organs available, several remedies have been proposed which have in turn prompted heated debate over the various advantages and disadvantages. Some critics of the present voluntary system for the donation of organs have claimed that the system is too generous in respecting individual liberties through its insistence that individuals and their families explicitly make such

offerings. This generous respect has led to not enough organs being available for the purposes of medical therapy. Other critics have found the present system not generous enough. In fact, some think it too restrictive in not granting enough respect for the religious beliefs and ethnic customs of the deceased people and their families. For those who seek to increase the number of organs available for transplantation purposes, two remedies appear to be the most popular. The first may be titled "presumed consent" and the second "routine salvaging." Each of the two proposed remedies represents a basic departure from the present voluntary system. Under "presumed consent," dead bodies would be used by medical authorities as those authorities see fit, unless the deceased person or their next of kin explicitly indicated a substantial objection. It would be the reverse of the present voluntary system. The second proposal, "routine salvaging," would involve utilization of dead bodies as the medical authorities deem proper without regard to the wishes of the deceased persons or the next of kin's wishes. While each of these remedies might obtain larger numbers of organs for transplantation purposes and thus help restore the health of many human beings, many people still fear that the proposals present too drastic a change from the present voluntary system and involve a violation of proprietary rights of next of kin and the right of religious practice for the deceased and the next of kin as well. Before examining the merits and the disadvantages of these proposals, it would be instructive to survey the present situation and present set of options.

When human beings die, their dead bodies are referred to as "corpse" or "cadaver." Sometimes, utilizing a euphemism, the dead body is referred to as the "remains," a term most common in relation to funerals. What is done with such cadavers falls under the legislative guidelines established by the individual states. In general, the following things can be said. After the pronouncement of death, the accurate establishment of the cause of death is in order and legally required. The medical examiner will take control of the body in order to perform such an examination, unless the dead person had been under a doctor's care recently and the deceased's physician or hospital authority is willing to certify that the cause of death was natural or accidental. In the event of the suspicion of homicide, suicide, or contagious disease, or in cases involving worker's compensation, the corpse will fall under the control of the medical examiner for a thorough examination and determination of death. When a medical examiner takes control of the body, it is generally for a short period of time and after 24 hours to 72 hours, the body is given over to the next of kin for proper and final disposition.

Historically, the next of kin have exercised proprietary rights in the control of dead bodies. From a tradition based on decisions of the ecclesiastical courts comes the notion that the next of kin have not only the right or privilege, but the duty as well, to see to the proper disposition of the remains of their loved ones. It is to be noted that the rights exercised by the next of kin are proprietary rights and not property rights. A property right, if granted in control of a dead body, would make human beings into property. Property is that which can be bought or sold. In the United States, based upon the United States Constitution, human beings are not considered as property and neither are their bodies. Thus, human beings are not to be bought or sold whether alive or dead. Consequently, a person may not indicate in any binding way the manner in which their body is to be disposed of through a document, such as a will, which controls only the disposition of property. Individuals may indicate in such a document or in some other form what they wish would be done with their dead body; however, the next of kin are not bound, except morally, to follow such instructions. The only cases in which next of kin have been legally encouraged, if not obliged, to dispose of the dead body of a relative have been in cases where real property assignment was made or decreed contingent upon the next of kin's performance of certain acts after the death of the person who made the will. It is clear then, that up until 1968, and in most cases thereafter, individuals have had no legal way to direct the disposition of their dead remains. Since 1968, individuals may legally indicate that they wish their whole body or certain parts thereof to be utilized for medical purposes involving either therapy or education. This limited control is the outcome of the passage by all fifty- states of what is known as the Uniform Anatomical Gift Act (1968). More will be said about this act later.

Far less often than dead bodies are autopsied by medical examiners are dead bodies given over to a medical institution for the purposes of experimentation, research or education. Individuals may now indicate through the execution of a uniform donor card or other legal document that they wish the whole of their dead body be given over for such purposes after their death. Bodies that are not claimed by any next of kin after varying amounts of time, ranging from thirty to ninety days after the time of death, may also be used for such purposes although, again generally speaking, such bodies are not in a condition to permit much valuable research or education to be accomplished. In the absence of an explicit objection, the next of kin may also make such a donation of an entire body to medical science, although this is very rarely done.

There are reports of individuals who have requested that their bodies be placed in cryonic suspension, that is, "frozen." Such cases are very limited in number, involving no more than several dozen for the entire United States in more than two decades since the process became widely known. The process itself involves a very large initial expense of five to ten thousand dollars and an annual maintenance expense of several thousand dollars. Individuals who have such procedures performed usually do so with the expectation that at some time in the future, when a cure is discovered for whatever disease caused their death, their bodies will be thawed out, cured of the disease, and thus restored to life. Such individuals demonstrate more of a pathological denial of death than anything else. There is no known case of any animal, let alone human animal, surviving such a procedure. The procedure takes place after death has been declared and all heart and brain activity are totally absent. Then all the blood and body fluids are drained and liquid nitrogen and other chemicals are inserted within the body. The body is kept in that condition for some time and then the procedure is reversed, withdrawing the chemicals and reinserting blood and other fluids. No life form has been restored undergoing such a procedure. Some life forms, while alive, have had their bodily activities suspended through a rapid freezing process and after a gradual thaw has demonstrated life again. But the procedure discussed here with cryogenics is not the same. What motivates people to have their bodies frozen is not based on anything that modern science can support.

When someone dies, various sets of interests come into play and sometimes into conflict. There are the interests held by the individual who dies, that person's family and next of kin, and the state. Each of the holders of these interests has different value system which they hope to realize and act in accord with. No subsequent discussion of what legislative action regarding obtaining organs should proceed without reflecting upon these basic sets of interests. First then, most people would like to think that foremost are the interests of the individual person who may be concerned with the manner in which his or her dead body will be treated. The individual person may be so unconcerned for emotional reasons, for reasons of religious convictions and customs, out of concern for his/her own survivors, the ethnic customs or practices of his/her family, or simply for aesthetic reasons. Individuals may or may not want certain things done with or to his/her body. The second set of interests are those of the family and the next of kin, who for reasons similar to the individual who died, may or may not want to have certain procedures performed with the dead body of their loved one. The third set of interests is those of the state which desires to have sufficient cadaver resources to fulfill the purposes of medical education. The fourth set of interests is again those of the state in securing control of dead bodies for the purpose of determining accurately the cause of death. This is especially the case with suspicion of homicide, suicide, or contagious disease. The fifth set of interests again are those of the state in securing a sufficient supply of cadaver resources for medical therapy, that is, for transplantation of organs and other uses of dead bodies for the benefit of other members of society. While it appears the state and its interests may outnumber those of the family and the individual who has died, nevertheless, at the present time, there is basically a voluntary system that has been created in the United States which acknowledges the right of the individual and the rights of the family to dispose of the remains. Only in cases involving suicide, homicide, contagious disease, and worker's compensation will the state take control of the dead body and then only for a short period of time.

The present voluntary system for dealing with the remains of human beings is that which the United States has in common with Great Britain, Ireland, New Zealand, South Africa, and several other nations of the world. Anyone over 18 years of age and mentally competent may fill out a uniform donor card or a facsimile thereof indicating on it that he/she desires his/her entire body or certain organs or parts thereof to be made available to medical authorities for therapeutic or research purposes upon his/her death. If such cards are found at the time of death and are properly witnessed by two people, the donation or gift may be accomplished. In the absence of such indication, the next of kin are entitled under the law to make such a disposition as well. The next of kin are defined by the various states, with minor variations, as the spouse or, following that person, the children of the deceased, then the siblings, then the grandchildren, then the grandparents. Where there is only one at the closest level of kinship, that person decides. Where there are two at the closest level of kinship, they must both agree. If there are more than two at the next level of kinship, a majority is required. If the person who is now deceased objected to the use of his/her body in any certain or particular way, then no such use could be made of the body if that objection were made known, although it is not clear how such objections are to be recorded and made known. Thus, under the present voluntary system, the individuals are given first privilege and acknowledgement in determining the disposition of their own dead bodies with regard to medical purposes.

The present system has a-number of problems with it. There has been an insufficiency in the cadaver resources made available under it. Second, the system has proven difficult to work with in a number of different ways. Third, since the law which established the system went into effect in 1968, several states have enacted different laws stipulating definitions of death which make donations made by people under the Uniform Anatomical Gift Act take on various meanings in the different states which the individual filling out the donor card may not have realized. Fourth, they have developed entirely new uses for dead bodies unforeseen in 1968 which the individual donor may not be aware of and is now liable to be used for, concerning which the unsuspecting donors may have reservations.

The present system has not been working to provide us with a sufficient number of organs for transplantation. While many people are made aware of their right to donate through publicity campaigns and recent news stories featuring tragic, and at times miraculous, events and through the distribution of uniform donor cards with automobile operator licenses, still the vast and overwhelming majority of Americans have not been donating. Most donations of organs are made by the next of kin. In fact, regional transplant centers approach next of kin directly in cases of people who are being maintained in a coma and who are expected to die shortly, rather than search for a donor card. Most donations are achieved by members of such regional groups soliciting the donation from the next of skin who themselves may or may not have been aware of the wishes of their loved one. Highlighting the shortage of organs have been recent publicity campaigns conducted in various communication media by families of children in need of organs. While several such publicity campaigns have proven successful in obtaining organs for the individual children that prompted the campaign, many others have not. Such campaigns raise ethical questions as to whether or not those who have access to the media should be the ones to receive the organs first when other children who may be in greater physical need of organs, but without access to the media, would have to wait and perhaps die. Should the access that one has to the media be the determining factor in whether or not one obtains an organ? Others see such campaigns as being beneficial because they increase the awareness of the public as to the need for organs and encourage the public to make the donations.

To further illustrate the inadequacy of the supply of organs, there have been recent stories of attempts by some to create a system for the purchase of organs. Such proposals have provoked a great deal of criticism prompting legislative prohibitions. Further illustration of the lengths to which some people will go to obtain cadaver resources or organs for transplantation is the set of international agreements which the United States has with various countries, including Russia, for obtaining organs for transplantation. Occasionally, there will be a story of an organ transported across international borders to assist someone in the struggle to survive. The present voluntary system then is not working because not enough people are volunteering either their organs or those of their next of kin for transplantation purposes, while advances in science enable us to transplant more organs and overcome rejection factors within the body, steadily increasing the demand.

If the first set of objections concerning the inadequacy were not enough, there are other objections as well. But it is basically inadequacy of the present system to meet demands that has prompted the proposed remedies.

There are a number of physical difficulties involved in the operation of the present voluntary system. The uniform donor cards must be made available to medical authorities at the time of death. These cards, however, are often inaccessible as people are often involved in circumstances that have lead to their deaths where the cards would not be available. Furthermore, the cards are easily altered or destroyed by next of kin or others who seek to thwart, for whatever purposes, the wishes of the deceased; that is, donor cards could be destroyed by those who do not wish to let the donation be known and objection cards could be destroyed by those who wish to have the objection go unnoticed in order to facilitate the donation. Attempts to remedy these physical problems through the creation of some central registry (involving hospitals linked nationwide by a computer system to a central data bank) lead to further criticism as to the cost and effectiveness of the operation of such a computerized system. The inefficiency of such large systems is too well known to too mans- people for them to place any trust in the accuracy and availability of the information to be contained within such a system. The present system of uniform donor cards, as the instrument for the making of the gift, serves mainly as an educational device. That is to say, people who fill out such cards educate others, whom they ask to witness such cards, as to their intentions, and distribution of such cards educates the public as a whole as to the need for such donations. However, nowhere do the cards (distributed by the regional centers and by the motor vehicle departments of the various states) indicate what possible difficulties lie in the making of donations of an organ or of one's whole body, nor do they indicate what religious obligations may be in opposition to the donation of such organs or entire bodies. Thus, on the one hand, the physical instruments serve as an educational instrument, while on the other, they educate only to a certain point and not at all on some of the issues which many people would consider the most significant issues involved in the entire donation process.

The next two difficulties with the present system are somewhat interrelated. In 1968, when the Uniform Anatomical Gift Act went into effect, there was only one way in which a person was pronounced dead in the United States, and that was a result of the cessation of heart and lung activity, permanent cessation, irreversible cessation. Since 1968, however, 37 states have enacted laws defining death in a formal, technical, and legal sense. Those states have enacted three different forms of laws to handle the problem of how we define the dead human being. The differences are not important for the present discussion. What is important, however, is that the states now permit a person who may have heart and lung activity sustained by machinery, but who has no brain activity whatsoever, to be declared legally dead. That person who is in a medical condition known as irreversible coma could be declared dead, though his/her body (other than the nervous system) demonstrated normal signs of organ activity. Thus, in those 37 states, the human being, who is without brain activity altogether, can be declared dead. The person with no nervous system functioning, but whose heart and lungs with other vital organs are kept functioning by machinery, could be maintained in such a condition for many years while being legally dead. This presents difficulties for the voluntary system which we have for the donation of organs. Previously, if a person were to donate the whole of the body for medical purposes after his/her heart and lungs had stopped operating completely, the body could be made use of for very limited purposes for a very brief period of time. A person who thus finds nothing objectionable in the immediate removal of an organ or in the investigation of his/her body- for the cause of death may be disturbed to learn that in some states of the United States, he/she may, if he/she has checked off that he/she wishes to have his/her whole body used for medical purposes, be permitting the extended use of his/her dead body- for a large variety of uses in an indefinite period of time. This was not possible prior to 1968. Even now, some decades later, this is not that well known. It remains a problem where there is no uniform definition of death in the United States. Even if there were to be one uniform definition of death in the United States that would permit the use of the brain criteria, it would still leave the problem that many people aren't aware of what uses could be made of their dead bodies when their bodies are declared dead. It is upon these uses that we will now direct our attention.

In 1968, several social commentators, including the sociologist, Amitai Etzioni, declared that it was a terrible waste of resources to bury dead bodies when it was technically possible to maintain the major organ systems of the dead bodies with mechanical support for a variety of worthwhile purposes. First, such bodies could preserve organs for subsequent transplantation and beyond that, provide resources for medical education and research. While no formal name has been given to such a body, several names have been proposed, including "body factory" and "neomort." A body factory would be a dead body maintained on machines and kept partially functioning, except for the nervous system, for the purposes of manufacturing or producing substances which could be of use to other human beings, including blood, hormones, and organs. In 1974, an article entitled "Harvesting the Dead" appeared in HARPER'S magazine. In it, Dr. Willard Gaylin proposed another term for such bodies, "neomorts." "Neomorts," meaning "newly dead," carried with it two distinct meanings. First, "newly dead" means recently and under a new legal definition of death, namely the brain death criteria. "Newly dead" also means recently in time. These newly dead bodies would be warm cadavers. They would be respiring and circulating blood with mechanical assistance demonstrating normal body temperature, pulse, and other life signs, but no nervous system activity at all. These neomorts presently exist as people who are in irreversible coma but in those states which do not permit brain death criteria to be employed in pronouncement of death. They number nearly 150,000. Each year in the United States, through accidents involving damage to nervous system or diseases which impair the nervous system, 100,000 or more people could be pronounced dead under the criteria that looks to the brain and nervous system functioning as the most significant feature and characteristic of human life, the absence of which constitutes death. Thus, a community of these neomorts could easily be assembled in very large numbers and within a decade, they could number 1,000,000 or so. For what purposes, though, would such a large number of neomorts be assembled and maintained and would those purposes have benefits that outweigh the costs involved?

Neomorts could be used in order to train health care professionals, to perform experimentation on, to bank needed resources. These neomorts could be used to train surgeons in the performance of their surgical routines, even to train health care professionals in the examination of human bodies without having to risk endangering or embarrassing live human beings. These bodies would he susceptible to hemorrhaging if the surgical process were done wrong or, if a bone were not set properly within them, which would be evident. They, thus, provide valuable material for training purposes. The neomort could also be used for experimental teaching without endangering the lives of human beings. New techniques of surgery could be developed through experiments that were more efficient, more effective, and less dangerous. New drugs could be tested on neomort bodies. Infection could be deliberately introduced and then fought with experimental drugs. These bodies could be used to maintain organs which may later be needed for transplantation, but at the present time, can only be accomplished if they remain within the human body. Thus, the banking function is established for neomorts. The banking function for neomorts would only be valuable if later the resources were actually harvested. The neomorts could be readily drained of blood in such large quantities that the voluntary blood drives, which are now conducted across the United States, would be made unnecessary. In fact, cost benefit analysis has shown that for the obtaining of the blood alone, the costs involved in maintaining a community of neomorts would be less than the benefits achieved. In obtaining blood from the neomorts where the blood and neomort would be examined carefully, the blood would be known to be free of hepatitis and other diseases which are transmitted along with blood transfusions. People of this country would no longer have to rely upon donations of blood nor upon questionable sources for obtaining blood if neomorts were used regularly to provide supplies. Nor would there be periods during which certain types of surgical procedures would have to be postponed for lack of sufficient blood supply, as now occurs during the summer months or at the end of the year. These neomort bodies could be used to harvest hormones to supplement those who cannot produce hormones on their own. These hormones could also be used in various cancer treatments. In addition, antibodies could be extracted from the bane marrow in order to build up the immune systems of those who are born with severe immune deficiencies; and as a diabetic takes insulin each day, these people with immune deficiencies would be able to live normal lives with regular infusions of immunological agents obtained from neomort bodies.

Beyond all these uses for neomort bodies is perhaps the most bizarre of all, which now is technically possible, but has not been actually accomplished the way which will now be described. A neomort body could be used as an incubator or a surrogate womb to bring a fetus to term. In fact, it is possible to take a sperm from a human male, alive or dead, combine it with the ovum from a human female, alive or dead, implant the resulting product into the womb of another human female, alive or dead, and have it brought to term. The normal hormonal triggers required for the development of the fetus in the womb of a dead human female could be artificially provided and thus, medical specialists could overcome the lack of a maternal nervous system. To demonstrate that such a thing is possible, one has only to look at the numerous cases already recorded of women who had entered into a condition of irreversible coma while pregnant and whose bodies were maintained mechanically, for over three months in one instance, for the sake of the fetal development.

Children have been born under such conditions to mothers who were either legally pronounced dead in those states which permitted it or kept partially maintained in irreversible comas in those states which did not permit them to be declared legally dead. Yet, in both instances, the mothers were in irreversible coma with no indication of any nervous system activity whatsoever.

How are dead bodies to be used? How are dead bodies to be obtained for such uses? Those who wish to donate the whole of their bodies for medical purposes must be made aware of the wide variety of purposed which their dead bodies could be made to serve. Those who are concerned that we are not obtaining sufficient cadaver resources for transplants and urge moving away from the voluntary system in order to obtain more organs usually overlook the uses which a neomort might be made to serve in order to get the public support for a non-voluntary system.

This present voluntary system for the donation of organs and bodies was not established with the consideration of the possibility of neomorts. There is no provision to permit a donor to place a limit on the uses to which the organ or body might be put, nor to permit a limitation on the length of time that the body might be used before it is given over to the next of kin for final disposition. For example, one could not donate his/her entire body only for 72 hours or for one week, nor could one indicate that he/she willed his/her entire body for whatever purposes except for the production of live fetuses from the womb or for new techniques of germ warfare for the military. Perhaps the Uniform Anatomical Gift Act could be amended by those who believe in the voluntary system in order to permit those limitations to be expressed or, for those who do not like the idea of neomorts at all, to limit the use of bodies to 24 hours or less, or 1(, the use of parts of' the body and not the entire body.

There are those who would move away from the present voluntary system in order to obtain organs. They recommend that we presume that people would give consent unless they list their objections. Thus, they would move toward the use of the dead body in whole or in part as the medical authorities see fit, as is the case in France, Finland, Greece, Italy, Norway, Spain, Sweden, Austria, Czechoslovakia, and Denmark. This system works in a fashion that is the reverse of what is presently done in the United States: Unless there is an objection expressed by the individual or next of kin, the cadaver, in whole or in part is taken and used as the medical authorities see fit. The other system or proposed remedy is "routine salvaging" which is followed in Russia and Israel and which has been proposed in the United States. With the system of routine salvaging, regardless of objections, bodies are taken and used by the medical authorities as they see fit. This is the reason why there is no shortage of organs in Russia and why the Russians have generously offered to exchange organs with the medical authorities in the United States.

Problems exist in moving away from the present voluntary system because of the desires of individuals or their next of kin to direct the disposal of that individual's remains based upon religious convictions as is the case of Orthodox Jews, Jehovah Witnesses, Christian Scientists, and other religious groups, or based upon a concern for ethnic customs as is the case with many other groups of people. In light of these challenges to religious practices, would a non-voluntary system be constitutional? The constitutional right of religious freedom does not extend to the right of religious practice. In those cases where religious practices disturb the community's sense of morality, such religious practices can be prohibited by law. This is the case with the Mormons who believe that a man may have more than one wife, yet various states, including Utah, do not permit polygamy. There is also the case of Pentecostalists who inflict venomous snake bites on their children as a part of a religious service to show that they are among the "chosen." This is also prohibited. Is the burial of dead bodies a practice that would offend the community’s sense of morality and good order? Most people think not. Most people will agree that the burial of dead bodies has become the customary- practice and thus, provides the basis for the common order. It is the taking of dead bodies and not permitting the family to mourn and grieve and bury them, which would be the disturbance. To restrict religious practice, the state must be sure that only through taking control of dead bodies in the "routine salvaging" or "presumed consent" systems could sufficient organs be obtained. It is under conditions of extreme shortage and lack of cooperation that the states demonstrate that the order would be disturbed if the states were not permitted to take control of dead bodies to remove necessary organs or to use them for other therapeutic purposes which would include neomorts to be drained regularly, especially for rare blood types, antibodies, and hormones. This is the reason behind the states' effort to conduct a massive distribution and education program by attaching uniform donor cards to automobile operator's licenses. The states can now say, both individually and collectively, that they have made every effort to inform and obtain voluntary permissions, and these efforts have not worked to produce a sufficient number of organs; and only through the deliberate taking control of the dead bodies, despite objections, can the states obtain the supply of organs to meet the ever-growing demand.

Is this the way we would like to proceed, or is there any other way- of obtaining needed organs without overriding the individual's right to express his/her own values and act on his/her own religious convictions? Are we to be better off as a community of people who volunteer and give our organs or would we be better off as a community which takes what it needs despite the objections of others? It is probably true that human beings would grow accustomed to any of these systems given a long enough periods of time, but what would it turn us into in the long run if we were to become a people who took what was needed despite the objections of those from whom we took it? What would be the consequences of such actions on families who need to grieve and need to see the dead body and place it in a grave in order to begin the mourning process? What would the consequences be to those who wish to visit the remains of their loved ones and are not permitted to do so because their bodies are being used as neomorts?

It was once said that peace would finally be given to one through death. Gravestones were inscribed with the hopeful expression "R.I.P."--"Rest In Peace." Will the dead be left in peace? Will they and their families be permitted to seek their rest? Or will the bodies of the dead be taken and used for indefinite periods of time for an indefinite number of purposes? Are we to live and die in the service of the state? Once one could find "Uncle Sam Wants You" on signs encouraging young people to serve their country and save their fellow citizens in the armed service. Will the new signs read ''Uncle Sam Wants You: Dead or Alive?"
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Uniform Anatomical Gift Act

(Copy of final drift at approved on July 30, 1968, by the National Conference of Commissioners  on Uniform State Laws)       An act authorizing the gift of all or part of a human bode after death for specified purposes. 

SECTION 1. (Definitions) 

(a) "Bank or storage facility" means a facility) licensed, accredited or approved under the laws of any state for storage of' human bodies or parts thereof.

 (b) "Decedent" means a deceased individual and includes a stillborn infant or Fetus.

 (c) "Donor" means an individual who makes a gift of all or part of his body.

 (d) "Hospital" means a hospital licensed, accredited or approved under the laws of any state and includes a hospital operated h~ the United States government, a state or ,a subdivision thereof, although not required to be licensed under state laws.

 (e) "Part" includes organs. tissues. eves, bonus, arteries, blood, other fluids and oilier portions of a human body. and "part" includes "parts." (f) "Person" means an individual, corporation, government or governmental subdivision or agency, business trust. estate, trust, partnership or association or any other legal entity.

 (g) "Physician" or "surgeon" means a physician or surgeon licensed or authorized to practice under the laws of and state.

 (h) "State" includes any state, district, commonwealth, territory, insular possession. and any other area subject to the legislative authority of the United States of America.

SECTION 2. (Persons Who May Execute an Anatomical Gift) 

(a) Any individual of sound mind and 18 years of age or more may give all or any part of Iris  for any purposes specified in section 3, the gift to take effect upon death.

(b) Any of the following persons, in order of priority stated, when persons in prior classes are not available at the time of death. and in the absence of actual notice of contrary indications by the decedent, or actual notice of opposition by a member of the same or a prior class, may give all or any part of the decedent's body for any purposes specified in section 3.

(I) The spouse.

(2) An adult son or daughter.

(3) Either parent,

(4) An adult brother or sister.

(5) A guardian of the person of the decedent at the time of  his death,

 (6) Any other person authorized or under obligation to dispose of the body.

(c) If the donee has actual notice of contrary Indications by the decedent, or that a gift by a member of a class is opposed by a member of the same a prior class, the donee shall not accept the gift. The persons authorized by subsection (b) may make the gift after death or immediately  before death. 

(d) A gift of all or part of a body authorizes any examination necessary to assure medical acceptability of the gift lot the purposes intended. 

(e) The rights of the donee created by the gift are paramount to the rights of others except as provided by section7(d). 

SECTION 3. (Persons Who May Become Donees, and Purposes for Which Anatomical Gifts May Be Mode)  

The following persons may become donees of gifts of bodies or parts thereof for the purposes stated: 

(1) any hospital, surgeon, or physician, for medical or dental education, research, advancement of medical or dental science. therapy or transplantation; or 

(2) any accredited medical or dental school, college or university for education, research, advancement of medical or dental science or therapy; or 

(3) any bank or storage facility for medical or dental education. research, advancement of medical or dental science, therapy or transplantation; or 

(4) any specified individual for therapy or transplantation needed by him. 

SECTION 4. (Manner  of Executing Anatomical  Gifts) 

(a) A gift of all or part of the body under section 2(a) may be made by  will. The gift becomes effective upon the death of the testator without waiting for probate. If the sill is not probated, or if it is declared invalid for testamentary purposes, the gift, to the extent that it has been acted upon in good faith, is nevertheless valid and effective. 

(b) A gift of all or part of the body under section 2(a) may also be made by document other than a will. The gift becomes effective upon the death of the donor. The document, which may be a card designed to be carried on the person, must be signed by the donor, in the presence of 2 witnesses who must sign the document in his presence. If the donor cannot sign, the document may be signed for him at his direction and in his presence, and in the presence of 2 witnesses who must sign the document in his presence. Delivery of the document of gift during the donor’s lifetime is not necessary to nuke the gift valid. 

(c) The gift may be made to a specified donee or without specifying it donee. If the latter, the gift may he accepted by the attending physician as dance upon or following death. If the gift is made top a specified donee that is not available at the time and place of- death, the attending physician upon or following death, in the absence of ant expressed indication that the donor desired otherwise, may accept the gift as donee. The physician who becomes a donee under this subsection shall not participate in the procedures for removing or transplanting a part. 

(d) Notwithstanding section 7(b), the donor may designate in his will, card or other document of gift the surgeon or physician to cam out the appropriate procedures. In the absence of a designation, or if the designee is not available, the donee or other person authorized to accept the gift may employ or authorize ant surgeon on physician for the purpose. 

(e) Any gift by a person designated in section 2(b) shall be made by a document signed by him, or made by his telegraphic. recorded telephonic or other recorded message. 

SECTION 5. (Delivery of Document of Gift) 

 If the gift is made by the donor to a specified donee, the will, card, or other document, or an executed copy thereof, may be delivered to the donee to expedite the appropriate procedures immediately after death, but delivery is not necessary to the validity of the gift. The will, card or other document. or an executed copy thereof, may be deposited in any hospital, bank or storage facility or registry office that accepts them for safekeeping or for facilitation of procedures after death. On request of any interested Party upon or after the donor's death, the person in possession shall produce the document for examination.

SECTION 6. (Amendment or Revocation of the Gift) 

(a) If the will, card or other document or executed copy thereof has been delivered to a specified donee, the donor may amend or revoke the gift by-:  

(1) the execution and delivery to the donee of a signed statement, or 

(2) an oral statement made in the presence of 2 persons and communicated to the donee, or 

(3) a statement during a terminal illness or injury addressed to an attending physician and communicated to the donee, or 

(4) a signed card or document found on his person or in his effects.  

(b) Any document of gift which has not been delivered to the donee may be revoked by the donor in the manner set out in subsection (a) or by destruction, cancellation, or mutilation of the document and all exec-used copies thereof. 

(c) Any gift made be a will ma% also be amended or revoked in the manner provided for amendment or revocation of wills, or as provided in subsection (a). 

SECTION 7. (Right and Duties at Death) 

(a) The donee may accept or reject the gift. II [he donee accepts a gift of the entire body, he may, subject to the let ills of the gift, authorize embalming and the use of the body in funeral services. If the gilt is of a part of the bold). ill(- donee. upon the death of the donor and prior to embalming, shall cause the part to be removed without unnecessary mutilation. After removal of the part. custody of the remainder of the body vests ill the surviving spouse, next of kin or other persons under obligation to dispose of the body. 

(b) The time of death shall be determined by a physician who attends the donor at his death, or, if none, the physician who certifies the death. This physician shall not participate in the procedures for removing or transplanting a part. 

(c) A person what acts in good faith in accordance with the terms of this Act, or under the anatomical gift laws of another state (or a foreign country) is not liable for damages in any civil action or subject to prosecution in any criminal proceeding for his act. 

(d) The provisions of this Act are subject to the laws of this state prescribing powers and duties with respect to autopsies. 

SECTION 8. (Uniformity of Interpretation)  

This Act shall be construed as to effectuate its general purpose to make uniform the lam of those states which enact it. 

SECTION 9. (Short Title) This Act may be cited as the Uniform  Anatomical Gift Act.

Chapter 10
End of Life Decisions

Prolonging Life: Some Legal Considerations 

George P. Fletcher

 I

Much of what follows is an exercise in conceptual analysis. It is an effort to devise a test for determining which of two competitive schemes-that for acts or that for omissions should apply in analyzing a given question of responsibility for the death of another. It is significant inquiry, if only to add a word to the discussion of the ponderous legal quandaries of physicians who care for terminal patients. The problem is also of wider significance for the theory of tort and criminal liability. The area of liability for omissions bristles with moral. analytic and institutional puzzles. In the course of this inquiry, we shall confront some of these problems and others we shall catalogue in  passing.

II

The question is posed: Is the physicians' discontinuing aid to a terminal patient an-act or omission? To be sure, the choice of legal track does not yield radically different results. For some omissions, physicians are liable in much the same way as they are for non-permitted operations and negligent treatment. One need only consider the following turn of events. Doctor Brown is the family doctor of the Smith family and has been for several years. Tim Smith falls ill with pneumonia. Brown sees him once or twice at the family home and administers the necessary therapy. One evening, upon receiving a telephone call from the Smith family that Tim is in a critical condition, Dr. Brown decides that he should prefer to remain at his bridge game than to visit the sick child. Brown fails to render aid to the child; it is clear that Brown would be liable criminally and civilly if death should ensue. That he has merely omitted to act, rather than asserted himself intentionally to end life, is immaterial in assessing his criminal and civil liability. Of course, the doctor would not be under an obligation to respond to the call of a stranger who said that he needed help. But there is a difference between a stranger and someone who has placed himself in the care of a physician. The factor of reliance and reasonable expectation that the doctor will render aid means that the doctor is legally obligated to do so.' His failure to do so is then tantamount to an intentional infliction of harm. As his motive, be it for good or ill, is irrelevant in analyzing his liability for assertive killing, his motive is also irrelevant in analyzing his liability for omitting to render aid when he is obligated to do so.

Thus, it makes no difference whether a doctor omits to render aid because he prefers to continue playing bridge or if he does so in the hope that the patient's misery will come quickly to a natural end. A doctor may be criminally and civilly liable either for intentionally taking life or for omitting to act and thus permitting death to occur. However, the sources of these two legal proscriptions are different. And this difference in the source of the law may provide the key for the analysis of the doctor's liability in failing to prolong life in the case discussed at the outset of this article. That a doctor may not actively kill is an application of the general principle that no man may actively kill a fellow human being. In contrast, the principle that a doctor may not omit to render aid to a patient justifiably relying upon him is a function of the special relationship that exists between doctor and patient. Thus, in analyzing the doctor's legal duty to his patient, one must take into consideration whether the question involved is an act or an omission. If it is an act, the relationship between the doctor and patient is irrelevant. If it is an omission, the relationship is all controlling.

From 42 WASHINGTON LAW REVIEWS 999-1016, 1967. Reprinted by permission from Fred B. Rothman & Co., and the Washington Law Review.

With these points in mind, we may turn to an analysis of specific aspects of the medical decision not to prolong life. The first problem is to isolate the relevant medical activity. The recurrent pattern includes: stopping cardiac resuscitation, turning off a respirator, a pacemaker or a kidney machine, and removing the tubes and devices used with these life sustaining machines. The initial decision of classification determines the subsequent legal analysis of the case. If turning off the respirator is an "act" under the law, then it is unequivocally forbidden: it is on a par with injecting air into the patient's veins. If, on the other hand, it is classified as an "omission," the analysis proceeds more flexibly. Whether it would be forbidden as an omission would depend on the demands imposed by the relationship between doctor and patient.

There are gaps in the law; and we are confronted with one of them. There is simply no way to focus the legal authorities to determine whether the process of turning off the respirator is an act or an omission. That turning off the respirator takes physical movement need not be controlling. There might be "acts" without physical movement, as, for example, if one should sit motionless in the driver's seat as one's car heads toward an intended victim. Surely that would be an act causing death; it would be first-degree murder regardless of the relationship between the victim and his assassin. Similarly, there might be cases of omissions involving physical exertion, perhaps even the effort required to turn off the respirator. The problem is not whether there is or there is not physical movement; there must be another test.

That other test, I should propose, is whether on all the facts we should be inclined to speak of the activity as one that causes harm or one merely that permits harm to occur. The usage of the verbs "causing" and "permitting" corresponds to the distinction in the clear cases between acts and omissions. If a doctor injects air into the veins of a suffering patient, he causes harm. On the other hand, if the doctor fails to stop on the highway to aid a stranger injured in an automobile accident, he surely permits harm to occur, and he might be morally blameworthy for that; but as the verb "cause" is ordinarily used, his failing to stop is not the cause of the harm .2

As native speakers of English, we are equipped with linguistic sensitivity for the distinction between causing harm and permitting  harm to occur. That sensitivity reflects a common sense perception of reality; and we should employ it in classifying the hard cases arising in discussions of the prolongation of life. Is turning off the respirator an instance of causing death or permitting death to occur? If the patient is beyond recovery and on the verge of death, one balks at saying that the activity causes death. It is far more natural to speak of the case as one of permitting death to occur. It is significant that we are inclined to refer to the respirator as a means for prolonging life; we would not speak of insulin shots for a diabetic in the same way. The use of the term "prolongation of life" builds on the same perception of reality that prompts us to say that turning off the respirator is an activity permitting death to occur, rather than causing death. And that basic perception is that using the respirator interferes artificially in the pattern of events. Of course, the perception of the natural and of the artificial is a function of time and culture. What may seem artificial today, may be a matter of course in ten years. Nonetheless, one does perceive many uses of the respirator today as artificial prolongations of life. And that perception of artificiality should be enough to determine the legal classification of the case. Because we are prompted to refer to the activity of turning off the respirator as activity permitting death to occur, rather than causing death, we may classify the case as an omission, rather than as an act.

To clarify our approach, we might consider this scenario. A pedestrian D notices that a nearby car, parked with apparently inadequate brakes, is about to roll down hill. P's house is parked directly in its path. D rushes to the front of the car and with effort he is able to arrest its movement for a few minutes. Though he feels able to hold back the car for several more minutes (time enough perhaps to give warning of the danger), he decides that he has had enough; and he steps to one side, knowing full well that his quarry will roll squarely into P's front yard. That is precisely what it does. What are P's rights against D? Again, the problem is whether the defendant's behavior should be treated as an act or as an omission. If it is act, he is liable for trespass against P's property. If it is an omission, the law of trespass is inapplicable; and the problem devolves into a search for a relationship between P and D that would impose on D the duty to prevent this form of damage to P's property. Initially, one is inclined to regard D's behavior as an act bringing on harm. Like the physician's turning off a respirator, his stepping aside represents physical exertion. Yet as in the physician's case, we are led to the opposite result by asking whether under the circumstances D caused the harm or merely permitted it to occur. Surely, a newspaper account would employ the latter description; D let the cargo, he permitted it to roll on, but he is no more a causal factor than if he had not initially intervened to halt its forward motion. We deny D's causal contribution for reasons akin to those in the physician's case. In both instances, other factors are sufficient in themselves to bring on the harmful result. As the car's brakes were inadequate to hold it on the hill, so the patient's hopeless condition brought on his death. With sufficient causal factors present, we can imagine the harm's occurring without the physician's or the pedestrian's contribution. And thus we are inclined to think of the behavior of each as something less than a causal force.'

One might agree that as a matter of common sense, we can distinguish between causing harm and permitting harm to occur and yet balk at referring to the way people ordinarily describe phenomena in order to solve hard problems of legal policy. After all, what if people happen to describe things differently? Would that mean that we would have to devise different answers to the same legal problems? To vindicate a resort to common sense notions and linguistic usage as a touchstone for separating acts from omissions, we must clarify the interlacing of these three planes of the problem: (1) the distinction between acts and omissions, (?) the ordinary usage of the terms "causing" and "permitting" and (3) resorting in cases of omissions, but not in cases of acts, to the relationship between the agent and his victim in setting the scope of the agent's duties. The question uniting the second and third variables is this: Is there good reason for being guided by the relationship between the parties in cases where the agent has permitted harm to occur, but not in cases where the agent has intentionally and directly caused harm to a stranger? To answer this question, we need to turn in some detail to the function of causal judgments in analyzing liability, whereupon we may clarify the link between the first and second variables of the analysis, namely between the category of omissions and the process of permitting harm to occur.

Ascribing liability for tortuous and criminal harm may be looked upon as a two-stage process. The first stage is the isolation of a candidate for liability. In virtually all dimensions of the law of crimes and torts, we rely upon the concept of causation to separate from the mass of society those individuals who might prove to be liable for the proscribed harm. Upon reducing the number of potentially liable parties to those that have caused the harm, the final stage of analysis demands an evaluation of the facts under the apt rules of liability, e.g., those prescribing negligence and proximate cause as conditions for liability.

The one area of the law where one has difficulty isolating candidates for liability is the area of omissions. When others have stood by and permitted harm to occur, we either have too many candidates for liability or we have none at all. A helpless old woman succumbs to starvation. Many people knew of her condition and did nothing; the postman, her hired nurse, her daughter, the bill collector, the telephone operator--each of them allowed her to die. Could we say, on analogy to causing death, that permitting the death to occur should serve as the criterion for selecting these people as candidates for liability? If we say that all of them are candidates for liability, then the burden falls to the criteria of fault to decide which of them, if any, should be liable for wrongful death and criminal homicide. The problem is whether the criteria of fault are sufficiently sensitive to resolve the question of liability. What kinds of questions should we ask in assessing fault? Did each voluntarily omit to render aid? Did any one of them face a particular hazard in doing so? Were any of them in a particularly favorable position to avert the risk of death? If these are the questions we must ask in assessing fault and affixing liability, we are at a loss to discriminate among the candidates for liability. Each acted voluntarily with knowledge of the peril; none faced personal hazard in offering assistance; and their capacities to avert the risk were equal. Thus, we may use the concept of permitting as we do the notion of causation to narrow the field to those who should be judged on criteria of fault. But if we do. the criteria of fault are useless (at least in the type of case sketched here) for discriminating among the candidates.

One wonders why this is so. In the arena of caused harms, one may have a large number of candidates for liability. The conventional test of causing harm sweeps wide in encompassing all those but for whose contribution the harm would not have occurred. Yet the criteria of liability-reasonableness of risk, ambit of risk, proximate cause-are effective in further reducing the field to those we might fairly hold liable. The reason is that each causal agent is chargeable with a different risk that loss of the given kind would occur. The risks differ in quantum and scope. Some bear a remote relationship to the harm; others seem reasonable in light of other circumstances. These differences in the posture of each causal agent toward the risk of harm enable us to assess their individual fault with some sensitivity.

In contrast, those who permit harm to occur do not bear individualized responsibility for the risk of harm. Their status derives not from the creation of the risk, but merely from knowledge that the risk exists and from the opportunity to do something about it. One could speak of the likelihood that each could avert the harm. And in some cases, this approach might be useful; a doctor's failing to render aid to a man lying in the street is more egregious than a layman's turning the other way. Yet in the general run of case-the starvation of the old woman discussed above, the Kitty Genovese incident'-the risks assignable to passive bystanders are of the same murky order: each could have done something but did not.

Affixing liability fairly in cases of omission requires a more sensitive filtering mechanism prior to the application of the traditional criteria of personal fault. The concept of permitting harm sweeps too wide; and the criteria of personal fault tend to be of little avail in narrowing the field. Thus one can understand the role of the relationship between the parties as a touchstone of liability. Legal systems, both common law and Continental, have resorted to the relationship between the parties as a device for narrowing the field to those individuals whose liability may be left to depend on personal fault. According to the conventional rules, the old woman's nurse and daughter are candidates potentially liable for permitting death to occur. Liability would rest on personal fault, primarily on the voluntariness of each in omitting to render aid. Thus the conventional rules as to when one has a duty to render aid fulfill the same function as the causal inquiry in its domain: these rules, like the predication of causation, isolate individuals whose behavior is then scrutinized for the marks of negligent and intentional wrongdoing.

By demonstrating the parallel between the causal concept in cases of acts and the relationship between the parties in cases of omissions, we have come a long way in support of our thesis. We have shown that in cases of permitting harm to occur, one is required to resort to the relationship between the parties in order fairly to select those parties whose liability should turn on criteria of personal fault. In the absence of a causal judgment, with its attendant assignment of differentiated responsibility for the risk of harm, one can proceed only by asking: Is this the kind of relationship, e.g.. parent-child, doctor-patient, in which one person ought to help another? And on grounds ranging from common decency to contract, one derives individual duties to render aid when needed.

One step of the argument remains: the conclusion that cases of permitting harm are instances of omissions, not of acts. This is a step that turns not so much on policy and analysis, as on acceptance of the received premises of the law of homicide. One of these premises is that acting intentionally to cause death is unconditionally prohibited: the relationship between the defendant and his victim is irrelevant. One may resort to the relationship between the parties only in cases of omissions indirectly resulting in harms With these two choices and no others, the logic of classification is ineluctable. Cases of permitting harm, where one must have recourse to the relationship between the parties, cannot be classified as cases of acts: to do so would preclude excusing the harm on the ground that the relationship between the parties did not require its avoidance. Thus, to permit recourse to relationship of the parties, one must treat cases of permitting harm as cases of omissions.

To complete our inquiry, we need attend to an asymmetry in the analysis of causing and permitting. As Professors Hart and Honore have shown, some omissions may be the causes of harm. And thus, the category of causing harm includes some cases of omitting as well as all cases of acting to bring on harm. Suppose, for example, that an epileptic regularly takes pills to avert a seizure. Yet on one occasion he omits to take the pills in the hope that he is no longer required to. He has a seizure. The cause of his seizure is clear: he omitted to take the prescribed pill. In the same way, a physician failing to give a diabetic patient a routine shot of insulin would be the cause of harm that might ensue. The taking of the pill and the giving of the shot are the expected state of affairs They represent normality, and their omission, abnormality. Because we anticipate me opposite, the omission explains what went wrong. why our expectations were not realized. In contrast, if pills to avert epileptic seizures had just been devised, we would not say as to someone who had never taken the pills that his failure to do so have brought on his attack. In that case, our expectations would be different, the omission to take pills would not represent an abnormality, and the anticipated omission would not be a satisfying causal explanation of the attack.'

A doctor's failure to give his diabetic patient an insulin shot is a case warranting some attention. By contemporary standards, insulin shots, unlike mechanical respirators, do not interfere artificially in the course of nature; because the use of insulin is standard medical practice, we would not describe its effect as one of prolonging life. We would not say that withholding the shot permits death; it is a case of an omission causing harm. With the prohibition against causing death, one should not have to refer to the doctor-patient relationship to determine the criminality of the doctor's omission. Yet in fact, common law courts would ground a conviction for omitting to give the shot on the doctor's duty to render aid to his patient-a duty derived from the doctor-patient relationship. Thus we encounter an apparent inconsistency: a case of causing in which one resorts to the relationship of the parties to determine criminality. We can reconcile the case with our thesis by noting that cases of omissions causing harm possess the criteria -regularity of performance and reliance-that give rise to duties of care. The doctor is clearly under a duty to provide his patient with insulin shot if the situation demands it. And the duty is so clear precisely because one expects an average doctor in the 1960s to use insulin when necessary; this is the same expectation that prompts us to say that his failure to give the shot would be the cause of his patient's death.

That an omission can on occasion be the cause of harm prompts us slightly to reformulate our thesis. We cannot say that causing harm may serve as the criterion for an act as opposed to an omission because some instances of causation are omissions. But we may claim with undiminished force that permitting harm to occur should be sufficient for classification as an omission. Upon analysis, we find that our thesis for distinguishing acts from omissions survives only in part; it works for some omissions, but not for all. Yet, so far as the stimulus of this investigation is concerned, the problem of physicians permitting death to come to their terminal patients, the thesis continues to hold: permitting a patient to die is a case in which one appropriately refers to the relationship of the parties to set the scope of the physician's legal duty to his patient; in this sense it functions as an omission in legal analysis.

III

By permitting recourse to the doctor-patient relationship in fixing the scope of the doctor's duties to his patient, we have at least fashioned the concepts of the common law to respond more sensitively to the problems of the time. We have circumvented the extravagant legal conclusion that a physician's turning off a kidney machine or a respirator is tantamount to murder. Yet one critical inquiry remains. How does shunting the analysis into the track of legal omissions actually affect the physician's flexibility in the operating room? We say that his duties are determined by his relationship with his patient; specifically, it is the consensual aspect of the relationship that is supposed to control the leeway of the physician. Yet there is some question as to where the control actually resides.

To take a clear case, let us suppose that prior to the onset of a terminal illness, the patient demands that his physician do everything to keep him alive and breathing as long as possible. And the physician responds, "Even if you have a flat EEG reading and there is no chance of recovery?" "Yes," the patient replies. If the doctor agrees to this bizarre demand, he becomes obligated to keep the respirator going indefinitely. Happily, cases of this type do not occur in day-to-day medical practice. In the average case, the patient has not given a thought to the problem; and his physician is not likely to alert him to it. The problem then is whether there is an implicit understanding between physician and patient as to how the physician should proceed in the last stages of a terminal illness. But would there be an implicit understanding about what the physician should do if the patient is in a coma and dependent on a mechanical respirator? This is not the kind of thing as to which the average man has expectations. And if he did, they would be expectations that would be based on the customary practices of the time. If he had heard about a number of cases in which patient had been sustained for long periods of time on respirators, he might (at least prior to going into the coma) expect that he would be similarly sustained.

Thus, the analysis leads us along the following path. The doctor's duty to prolong life is a function of his relationship with his patient; and in the typical case, that relationship devolves into the patient's expectations of the treatment he will receive. Those expectations, in turn, are a function of the practices prevailing in the community at the time, and practices in the use of respirators to prolong life are no more and no less than what doctors actually do in the time and place. Thus, we have come full circle. We began the inquiry by asking: Is it legally permissible for doctors to turn off respirators used to prolong the life of doomed patients? And the answer after our tortuous journey is simply: It all depends on what doctors customarily do. The law is sometimes no more precise than that.

The conclusion of our circular journey is that doctors are in a position to fashion their own law to deal with cases of prolongation of life. By establishing customary standards, they may determine the expectations of their patients and thus regulate the understanding and the relationship between doctor and patient. And by regulating that relationship, they may control their legal obligations to render aid to doomed patients.

Thus the medical profession confronts the challenge of developing humane and sensitive customary standards for guiding decisions to prolong the lives of terminal patients. This is not a challenge that the profession may shirk. For the doctor's legal duties to render aid derive from his relationship with the patient. That relationship, along with the expectations implicit in it, is the responsibility of the individual doctor and the individual patient. With respect to problems not commonly discussed by the doctor with his patient, particularly the problems of prolonging life, the responsibility for the patient's expectations lies with the medical profession as a whole.

NOTES

1. Other relationships of reliance giving rise to duties of care are those of carrier and passenger, innkeeper and guest. ship captain and seaman. school master and pupil. W. PROSSER. TORTS 337 (3d ed. 1964).

2. For the sake of exposition, the thesis is put simply at this stage; it receives some adjustment below. See text at pp. 299-300.

3. This conclusion is supported by the German theory of conditions (Bedingungs theory), which holds that a factor is not casual if one can imagine the same sequence of events in the absence of that factor. H. L. A. HART & A. M. HONORE, CAUSATION IN THE LAW 391-92 (1959).

4. Thirty-eight people in New York City watched and listened as Kitty Genovese was murdered outside their apartment building. 198 NATION 602-04 (1964).

5. E.g., Rex v. Smith. 2 Car & P. 448. 172 E.R. 203 (Gloucester Assizes 1826) (The analysis of criminality of D for failing to care for an idiot brother turns on whether keeping the brother locked up was an act or omission. Finding the latter. the court held that the defendant bore no duty to aid his brother and directed an acquittal)....

6. H. L. A. HART & A. M. HONORE, CAUSATION IN THE LAW 35-36 (1959).

7. The relationship between expectations and causation is developed more fully in HART & HONORE, ibid., ch. 2.

An Irrelevant Consideration: Killing versus Letting Die 

Michael Tooley

Many people hold that there is an important moral distinction between passive euthanasia and active euthanasia. Thus, while the AMA maintains that people have a right "to die with dignity," so that it is morally permissible for a doctor to allow someone to die if that person wants to and is suffering from an incurable illness causing pain that cannot be sufficiently alleviated, the AMA is unwilling to countenance active euthanasia for a person who is in similar straits, but who has the misfortune not to be suffering from an illness that will result in a speedy death.

A similar distinction with respect to infanticide has become a commonplace of medical thinking and practice. If an infant is a mongoloid, or a microcephalic, and happens also to have some other defect requiring corrective surgery if the infant is to live, many doctors and hospitals believe that the parents have the right to decide whether the surgery will be performed, and thus whether the infant will survive. But if the child does not have any other defect, it is believed that the parents do not have the right to terminate its life.

The rationale underlying these distinctions between active and passive euthanasia, and between active and passive infanticide, is the same: the idea that there is a crucial moral difference between intentionally killing and intentionally letting die. This idea is admittedly very common. But I believe that it can be shown to reflect either confused thinking or a moral point of view unrelated to the interests of individuals.

Two sons are looking forward to the death of their nasty but very wealthy father. Tired of waiting, they decide, independently of one another, to kill their father. The one puts some poison in his father's whiskey, and is discovered doing so by his brother, who was just about to do the same thing. The latter then allows his father to imbibe the deadly drink, and refrains from administering an antidote which he happens to have. The one son killed his father. The other merely allowed him to die. Did the former do something significantly more wrong than the latter?

My own view is that the actions are morally equivalent, since I think that the following general principle-which may be referred to as the moral symmetry principle-is sound:

Let C be a causal process that normally leads to an outcome E. Let A be an action that initiates process C, and B be an action that stops process C before outcome E occurs. Assume further that actions A and B do not have any other morally significant consequences, and that E is the only part or outcome of C which is morally significant in itself. Then there is no moral difference between performing action A, and intentionally refraining from performing action B, assuming identical motivation in the two cases.

This principle implies that, other things being equal, it is just as wrong intentionally to refrain from administering an antidote to someone who is dying of poisoning as it is to administer the poison, provided that the same motive is operative in both cases. And, more generally, it follows that the distinction between killing and intentionally letting die is not in itself a morally significant one.

Some people find this hard to accept. However, it has been my experience that those who are inclined to reject the moral symmetry principle often do so because of a failure to understand exactly what it does and does not imply. Let me begin by considering an objection which, though badly confused, helps to clarify the principle. The criticism in question claims that the moral symmetry principle can be shown to be mistaken by the following counterexample. It involves considering these two actions:

Action M:         An individual refrains from giving information to the enemy even though he knows that the enemy will torture a child as long as he refuses to divulge the information.

Action N:         An individual tortures a child in order to induce the enemy to give him information.

The contention is that it is "surely monstrous" to view these two actions as morally equivalent. The intuitive appeal of this position is obvious. Whether it will stand up under critical reflection is quite another matter. The crucial point, however, is that this example is just not relevant to the moral symmetry principle. That principle states, very roughly, that it is as wrong intentionally to refrain from interfering with a causal process leading to some morally significant result as it is to initiate the process. It does not assert that it is as wrong to refrain from preventing someone else from initiating a causal process as it is to initiate it oneself. So it does not imply that actions M and N are morally, equivalent.

One might try to argue that although the moral symmetry principle does not imply that actions such as M and N are morally equivalent, one can formulate a generalized moral symmetry principle which does have this implication, and which ought to be accepted by anyone who is willing to accept the original principle. One can certainly formulate such a principle. The difficulty is to justify the claim that anyone who accepts the original principle ought to accept the generalization of it. For it would seem that if intentionally refraining from preventing someone else from doing something and doing it oneself are morally equivalent actions, then preventing someone else from doing something and intentionally refraining from doing it oneself are also morally equivalent actions.' But the intuitive feeling of most people would surely be that the mere fact that when one prevents someone else from doing something one is interfering with someone's action, whereas when one merely refrains from doing something oneself one is not, is a morally relevant difference. Thus there is a prima facie case against any extension of the moral symmetry principle that would have the consequence that intentionally refraining frorn preventing someone else from doing something is morally equivalent to doing it oneself. I certainly do not wish to assert that this prima facie case case cannot be overcome. However, any argument that succeeded in overthrowing it would ipso facto give one reason to reject the contention that it is "monstrous" to treat actions M and N as morally equivalent.

What the objection to the moral symmetry principle has in effect done is to confuse that principle with consequentialism in ethics. If consequentialism is true, then so is the moral symmetry principle. But the converse is emphatically not the case. It is very important to realize that one can accept the moral symmetry principle without committing oneself to a consequentialism position.

In order to reinforce my contention that any moral difference between actions M and N, rather than counting against the moral symmetry principle, merely reflects the fact that one's obligation to prevent others from doing something may not be as great as one's obligation to refrain from doing it oneself, consider actions that are similar to h1 and N except that the relevant effects are achieved directly rather than by influencing someone else's action:

Action M*:     One is confronted with a machine that contains a child and a military secret. The Machine is so constructed that unless one pushes a button, the child will be tortured and the secret will be destroyed. If one pushes the button, the child will emerge unharmed, but the secret will be transmitted to the enemy. One refrains from pushing the button.

Action N*:    One is confronted with a similar machine. This time, however, it is so constructed that unless one pushes a button, a secret will be transmitted to the enemy, while a child will emerge unharmed. If one pushes the button, the secret will be destroyed, but the child will be tortured. One pushes the button.

Although the moral symmetry principle does not quite entail that actions M* and N* are morally equivalent, I believe that anyone who accepts that principle would agree that there is no moral difference between M* and N*. Doubtless there are some philosophers who would also characterize this view as "monstrous." And some philosophers have tried to argue that there is, at least, significant moral difference between acting and refraining from acting; however, all the arguments that I have seen in support of this contention seem to me to be either unsound or else not relevant to the claim that the distinction is significant in itself:

But what is one to say about the feeling-which is admittedly fairly widespread-that there is a morally significant difference between acting and refraining from acting? I do not want simply to dismiss this feeling, even though I would maintain that appeal to such "moral intuitions" does not constitute a good way of arriving at sound moral principles. What I want to do is to try to show how the feelings in question may rest upon certain confusions.

The place to begin is by distinguishing the following two questions:

 1. Is the distinction between killing and intentionally letting die morally significant in it?

 2. Are there other factors which make it generally the case that killing someone is more seriously wrong than intentionally letting someone die?

The answer to the second question is surely yes. In the first place, the motive of a person who kills someone is generally more evil than the motive of a person who merely lets someone die. A person may let someone die out of laziness or apathy, and though I would insist that such inaction is seriously wrong, it is surely not as seriously wrong as the action of a person who kills someone else because he wants him dead. Secondly, the alternative to letting someone die-saving his life may involve considerable risk to the agent, or a very large expenditure of society’s resources. This will rarely be true of refraining from killing someone. Thirdly, if one person forms an action that normally results in the death of a person, there is little likelihood that the person will survive. While one merely refrains from saving someone’s life, there is often a substantial chance that she will survive in some other way.

            These three factors-motive, cost to the agent and/or society, and the probability that death will result from one’s action or inaction-all tend to make it the case that an attempt to kill someone will generally be more seriously wrong than intentionally refraining from saving someone’s life. It is these factors that make the difference, rather than the difference between killing and letting die. People are right in thinking that killing is generally morally worse than merely letting someone die. Where they go wrong is in failing to notice that there are factors involved that can explain this difference in perfectly satisfactory fashion. And, as a result, they mistakenly conclude that the difference between killing and letting die must be morally significant in itself. 

Let the conclude my case against the distinction by mentioning an example which isolates the interfering variables, and thus raises in a vivid way the issue of whether there really is any significant moral difference between acting and intentionally refraining from acting. Imagine a machine containing two children, John and Mary. I f one pushes a button, John will be killed, but Mary will emerge unharmed. If one does not push the button, John will emerge unharmed, but Mary will be killed. In the first case one kills John, while in the second case one merely lets Mary die. Does one really wish to say that the action of intentionally refraining from pushing the button is morally preferable to the action of pushing it, even though exactly one person perishes in either case? The best action, it would seem to me, would be to flip a coin to decide which action to perform, thus giving each person an equal chance of surviving. But if that isn't possible, it seems to me a matter of indifference whether one pushes the button or not.

If there is no intrinsic difference between killing and intentionally letting die, where does this leave the distinction between active and passive euthanasia?  There are two possibilities that need to be considered. The first is that even if neither active nor passive euthanasia is wrong in itself, it may be that legalizing the former would have undesirable consequences, as Yale Kamisar and others have contended.' I do not think that this line of argument is sound; however it is certainly one that deserves very serious consideration.

The second possibility is one that arises if one holds both that there is no intrinsic difference between active and passive euthanasia and that euthanasia is, nevertheless, wrong in itself, on the grounds, say, that a person does not have a right to kill even himself in order to put an end to unbearable suffering. Such a view would be compatible with the acceptance of passive euthanasia in some cases, though not in all. For while one would be committed to holding that passive euthanasia, like active euthanasia, was wrong in it, there might be circumstances in which the former was morally justified. The cost of keeping a person alive, for example, might be so great that allowing him to die would be the lesser of' evils.

My response to this second attempt to ascribe at least limited moral significance, albeit of a derived variety, to the distinction between active and passive euthanasia, is to reject the view that active euthanasia is wrong in itself. What I should argue, ultimately, is that there must surely be some justification for the institution of morality, some reason for society to accept moral rules. And what reason more plausible than that the acceptance of a certain set of moral rules accords better with the interests of people than the acceptance of some other set of moral rules, or none at all? But some moral rules that people accept, or have accepted, are clearly such as do not serve the interests of individuals e.g. various sexual prohibitions, such as that against masturbation. The prohibition of active euthanasia seems to be another case of a moral point of view which does not further the interests of individuals living together in society. Why, then, has this moral point of view been accepted? The answer here, as in the case of the traditional sexual outlook of Western society, is found in the powerful influence of the Christian churches.' This historical point deserves to be kept firmly in view when one is reflecting upon the morality of euthanasia. Many otherwise thoughtful people somehow lose sight of the fact that what they refer to as "moral intuitions" regarding euthanasia sprang originally from a certain theological outlook, one that is no longer taken seriously by most people who have taken the trouble to examine its credentials carefully and impartially.

In conclusion, then, it is far from clear that the commonly accepted distinction between active and passive euthanasia is morally significant. This has been, admittedly, a very brief survey of the relevant issues. In some cases I have been able to do little more than touch upon them in passing. However, I have tried to argue, in some detail, that the distinction between killing and letting die is not morally significant in itself. If this is right, then the reason that is most commonly offered for holding that there is a morally significant difference between active and passive euthanasia is in fact unsound.

From KILLING AND LETTING DIE, edited by Bonnie Steinbock, Prentice-Hall, 1980, pp. 56-62. Reprinted by permission of Michael Tooley.

NOTES

See, for example, "Moral and Ethical Dilemmas in the Special-Care Nursery," by Raymond S. Duffand A.G.M. Campbell in 77reNew England journal of Medicine, 289 (Oct. 25, 1973), 890-94, and "Dilemmas of 'Informed Consent' in Children," by Anthony Shaw in The New England journal of Medicine, 289 (Oct. 25, 1973), 1). 886.

I appealed to a closely related principle in my papers discussing abortion and infanticide. See pages 58-60 of "Abortion and Infanticide" Philosophy & Public Affairs, 2 (Fall 1972), 37-65, and pages 84-86 of "A Defense of Abortion, and Infanticide" i n J. Feinberg, ed., The Problem of Abortion (Belmont, CA: Wadsworth Publishing Co., 1973), 51-92, for some remarks that are relevant to the present principle as well. My view is that when actions A and B are related in the way indicated, it is true both that performing A is morally equivalent to intentionally refraining from performing B, and that performing B is morally equivalent to intentionally refraining from performing A, assuming the same motivation in both cases.

This objection was advanced by Philip E. Devine in his paper "Tooley on Infanticide," read at the Eastern Sleeting of the American Philosophical Association in Atlanta, December 1973.

This is surely very reasonable. But if justification is wanted, one can argue that (1) if actions Q and R are morally equivalent, then so are the actions of intentionally refraining from Q and intentionally refraining from R, and that (2) the action of intentionally refraining from performing some action Q is equivalent to performing action Q.

There is some relevant discussion by Bernard Williams in Utilitarianism: For and Against, by J. J. C. Smart and Bernard Williams (Cambridge: Cambridge University Press, 1973) pp. 82-100.

The argument offered by Daniel Dinello in his article "On Killing and Letting Die" seems simply unsound. The argument advanced by P. J. Fitzgerald, on the other hand, in his article "Acting and Refraining," [see bibliography for publishing information] appears irrelevant to the contention that the distinction is morally significant in itself. For a vigorous defense of the view that the distinction is not in itself morally significant, see Jonathan Bennett's paper "Whatever the Consequences." Bennett's article is slightly marred by an inadequate analysis of the distinction between acting and refraining, but this does not affect his central contentions.

Yale Kamisar, "Euthanasia Legislation: Some Non-Religious Objections," in Euthanasia and the Right to Death, ed. A. B. Downing, (Los Angeles: Nash Publishing Co., 1969).

For a discussion that helps to bring out the extent to which contemporary Western aversion to voluntary euthanasia reflects the influence of the Christian church, see Raanan Gillon's article, "Suicide and Voluntary Euthanasia: Historical Perspective," in Euthanasia and the Right to Death, ed A. B. ])owning (Los Angeles: Nash Publishing Co., 1969). Also very helpful in this regard is the discussion by Glanville Williams in Chapter VII I of his book, The Sanctity of Life and the Criminal Law.

Active and Passive Euthanasia  

James Rachels

Abstract The traditional distinction between active and passive euthanasia requires critical analysis. The conventional doctrine is that there is such an important moral difference between the two that, although the latter is sometimes permissible, the former is always forbidden. This doctrine may be challenged for several reasons. First of all, active euthanasia is in many cases more humane than passive euthanasia. Secondly, the conventional doctrine leads to decisions concerning life and death on irrelevant grounds. Thirdly, the doctrine rests on a distinction between killing and letting die that itself has no moral importance. Fourthly, the most common arguments in favor of the doctrine are invalid. I therefore suggest that the American Medical Association policy statement that endorses this doctrine is unsound. (N Engl J Med 292:78-80, 1975)

The distinction between active and passive euthanasia is thought to be crucial for medical ethics. The idea is that it is permissible, at least in some cases, to withhold treatment and allow a patient to die, but it is never permissible to take any direct action designed to kill the patient. This doctrine seems to be accepted by most doctors, and it is endorsed in a statement adopted by the House of Delegates 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 profession stands and is contrary to the policy of the American Medical Association.

The cessation of the employment of extraordinary means to prolong the life of the body when there is irrefutable evidence that biological death is imminent is the decision of the patient and/or his immediate family. The advice and judgment of the physician should be freely available to the patient and/or his immediate family.

However, a strong case can be made against this doctrine. In what follows I will set out some of the relevant arguments, and urge doctors 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, even if present treatment is continued, but he does not want to go on living for those days since the pain is unbearable. 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 that the patient is in terrible agony, and since he is going to die anyway, it would he wrong to prolong his suffering needlessly. But now notice this. If one imply withholds treatment, it may take the patient longer to die, and so he may suffer more than he would if noire direct 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 euthanasia is actually preferable to passive euthanasia, rather than the reverse. To say otherwise is to endorse the option that leads to more suffering rather than less, and is contrary to the humanitarian impulse that prompts the decision not to prolong his life in the first place.

Part of my point is that the process of being "allowed 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 normal infancy. Some, however, are born with congenital defects such as intestinal obstructions 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 I must try to keep the infant from suffering while natural forces sap the baby's life away. As a surgeon whose natural inclination is to use the scalpel to fight off death, standing by and watching a salvageable baby die is the most emotionally exhausting experience I know. It is easy at a conference, in a theoretical discussion, to decide that such infants should be allowed to die. It is altogether different to stand by in the nursery and watch as dehydration and infection wither a tiny being over hours and days. This is a terrible ordeal for me and the hospital staff - much more so than for the parents who never set foot in the nursery.

I can understand why some people are opposed to all euthanasia, and insist that such infants must be allowed to live. I think f can also understand why other people favor destroying these babies quickly and painlessly. But why should anyone favor letting "dehydration and infection Hither a tine being over hours and days?" The doctrine that says that a baby may be allowed to dehydrate and wither, but may not for given art injection that would end its life without suffering, seems so patently cruel as to require no further refutation. The strong language is not in. tended to offend, but only to put the point in the clearest possible way.

My second argument is that the conventional doctrine leads to decisions concerning life and death made on irrelevant grounds.

Consider again the case of the infants with Down's syndrome who need operations for congenital defects unrelated to the syndrome to live. Sometimes, there is no operation, and the baby dies, but when there is no such defect, the baby lives on. Now, an operation such as that to remove an intestinal obstruction is not prohibitively difficult. The reason why such operations are not performed in these cases is, clearly, that the child has Down's syndrome and the parents and doctor judge that because of that fact it is better for the child to die.

But notice that this situation is absurd, no matter what view one takes of the lives and potentials of such babies. 1 f the life of such an infant is worth preserving, what does it matter if it needs a simple operation? Or, if one thinks it letter that such a baby should not live on, what difference does it make that it happens to have an unobstructed intestinal tract? In either case, the matter of life and death is being decided on irrelevant grounds. It is the Down's syndrome, and not the intestines, that is the issue. The matter should be decided, if at all, on that basis, and hot be allowed to depend on the essentially irrelevant question of whether the intestinal tract is blocked.

What makes this situation possible, of course, is the idea that when there is an intestinal blockage, one can "let the baby die," but when there is no such defect there is nothing that can be done, for one must not "kill" it. The fact that this idea leads to such results as deciding life or death on irrelevant grounds is another good reason why the doctrine should be rejected.

One reason why so many people think that there is an important moral difference between active and passive euthanasia is that they think killing someone is morally worse than letting someone die. But is it? Is killing, in itself, worse than letting die? To investigate this issue, two cases may be considered that are exactly alike except that one involves killing whereas the other involves letting someone die. Then, it can be asked whether this difference makes any difference to the moral assessments. It is important that the cases be exactly alike, except for this one difference, since otherwise one cannot be confident that it is this difference and not some other that accounts for any variation in the assessments of the two cases. So, let us consider this pair of cases:

In the first, Smith stands to gain a large inheritance if anything should happen to his six-year-old cousin. One evening while the child is taking his bath, Smith sneaks into the bathroom and drowns the child, and then arranges things so that it will look like an accident.

In the second, Jones also stands to gain if anything should happen to his six-year-old cousin. Like Smith. Jones sneaks in planning to drown the child in Ills bath. However, just as fie enters the bathroom Jones sees the child slip and hit his head, and fall face down in the water. Jones is delighted; he stands by, ready to push the child's head back under if it is necessary, but it is not necessary. With only a little thrashing about, the child drowns all by himself, "accidentally," as Jones watches and does nothing.

Now Smith killed the child, whereas Jones "merely" let the child die. That is the only difference between them. Did either man behave better, from a moral point of view? If the difference between killing and letting die were in itself a morally important matter, one should say that Jones's behavior was less reprehensible than Smith's. But does one really want to say that? I think not. In the first place, both men acted from the same motive, personal gain, and both had exactly the same end in view when they acted. I t may be inferred from Smith's conduct that he is a bad man, although that judgment may be withdrawn or modified if certain further facts are learned about him - for example, that he is mentally deranged. But would not the very same thing be inferred about Jones from his conduct? And would not the same further considerations also be relevant to any, modification of this judgment? Moreover, suppose Jones pleaded, in his own defense, "After all, I didn't do anything except just stand there and watch the child drown. I didn't kill him; I only let him die." Again, if letting die were in itself less bad than killing, this defense should have at least some weight. But it does not. Such a "defense" can only be regarded as a grotesque perversion of moral reasoning. Morally speaking, it is no defense at all.

Now, it may be pointed out, quite properly, that the cases of euthanasia with which doctors are concerned are not like this at all. They do not involve personal gain or the destruction of normal healthy children. Doctors are concerned only with cases in which the patient'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 difference 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 example, the patient's illness was in fact curable -the decision would be equally regrettable no matter which method was used to carry it out. And if the doctor's decision was the right one, the method used is not in itself important.

The AMA policy statement isolates the crucial issue very well; the crucial issue is "the intentional termination of the life of one human 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 a life. This is where the mistake conies in, for what is the cessation of treatment, in these circumstances, if it is not "the intentional termination of the life of one human being by another?" Of course it is exactly that, and if it were not, there would be no point to it.

Many people will find this judgment hard to accept. One reason, I think, is that it is very easy to conflate the question of whether killing is, in it, 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 crises every day. On the other hand, one hardly ever hears of a race of letting die, except for the actions 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 something 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 doctor's humanitarian motivation -account for different reactions to the different cases.

I 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 arguments can be given on the other side? The most common, I believe, is the following:

"The important difference between active and passive euthanasia is that, in passive euthanasia, the doctor does not do anything to bring about the patient's death. The doctor does nothing, and the patient dies of whatever ills already afflict him. In active euthanasia, however, the doctor does something to bring about the patient's death: he kills him. The doctor who gives the patient with cancer a lethal injection has himself caused his patient's death; whereas 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 to say that in passive euthanasia the doctor does 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 perform 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 shaking his hand. But for any purpose of moral assessment, 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 decision to kill him would be subject to moral appraisal: it may be assessed as wise or un rise, compassionate or sadistic, right of 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 important from a legal point of view, for it may determine whether criminal charges are brought against the doctor. But I do not think that this notion can be used to show a moral difference between active and passive euthanasia. The reason why it is considered bad to be the cause of someone's death is that death is regarded as a great evil - and so it is. However, if it has been decided that euthanasia - even passive euthanasia - is desirable in a given case, it has also been decided that in this instance death is no greater an evil than the patient's continued existence. And if this is true, the usual reason for not wanting to be the cause of someone's death simply does not apply.

Finally, doctors may think that all of this is only of academic interest - the sort of thing that philosophers may worry about but that has no practical bearing on their own work. After all, doctors must be concerned about the legal consequences of what they do, and active euthanasia is clearly forbidden by the law. But even so, doctors should also be concerned with the fact that the law is forcing upon them a moral doctrine that may well be indefensible, and has a considerable effect on their practices. Of course, most doctors are not now in the position of being coerced in this matter, for they do not regard themselves as merely going along with what the law requires. Rather, in statements such as the AMA policy statement that I have quoted, they are endorsing this doctrine as a central point of medical ethics. In that statement, active euthanasia is condemned not merely as illegal but as "contrary to that for which the medical profession stands," whereas passive euthanasia is approved. However, the preceding considerations suggest that there is really no moral difference between the two, considered in themselves (there may be important moral differences in some cases in their consequences, but, as I pointed out, these differences may make active euthanasia, and not passive euthanasia, the morally preferable option). So, whereas doctors may have to discriminate between active and passive euthanasia to satisfy the law, they should not do any more than that. In particular, they should not give the distinction any added authority and weight by writing it into official statements of medical ethics.
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Chapter 11
Infanticide

Denying the Rights of the Retarded: The Phillip Becker Case

 George J. Annas

The Down Syndrome child in need of treatment is a medical ethics paradigm. In a film distributed by the Kennedy Foundation, for example, a Down Syndrome newborn is allowed to starve to death because his parents will not consent to surgery to correct a duodenal Artesia. And it is to detect and abort fetuses affected with Down Syndrome (trisomy 21) that amniocentesis is most often used. Down Syndrome children are also better than dogs to practice surgery on, as William Nolen reminds us in his The Making of a Surgeon. He recounts a conversation between a pediatrician and a young surgeon about a sepal defect repair-a major heart operation-the latter is going to perform the next day. The young surgeon says he's "not worried a bit," and wouldn't wear even if his patient died on the table. "Oh, now I get it," replies the pediatrician, "you're doing a mongoloid."

The Down Syndrome child in court, on the other hand, has been a rarity-most legal commentators have assumed that courts would routinely order almost any treatment withheld solely because the child's legal guardian believed that a Down Syndrome child's quality of life is low. However, there is now legal authority in California for the proposition that a Down Syndrome child need not receive heart surgery for a ventricular sepal defect, even if such surgery would be routinely ordered in the case of a normal child (In re Phillip B., 156 Cal. Rptr. 48, Ist App. Dist.. Division 4, 1979). Since this conclusion is unprecedented and potentially dangerous to the well-being of all retarded citizens, it is important to understand both the facts and the opinion.

In July 1978. when the case first came to court, Phillip Becker was eleven years old. The petition alleged that his parents were not providing him with the "necessities of life," specifically a heart operation. He had never lived at home with his parents and had been institutionalized since birth. At the time of the petition, he was residing at Schnuhr's Nursery (a home for nineteen multi handicapped children) and was attending the Rouleau Children's Center School in San Jose, California. He is able to write his name, has good motor and manual skills, can dress himself, is toilet-trained, can converse reasonably and take part in school and Boy Scout activities. He was described as "near the top level" for a Down Syndrome child, and there was testimony that his IQ was "around the 60 range." A school psychologist testified that he could be placed in the county's sheltered workshop following his schooling.

The Medical Testimony

In 1973 Gary Earl Gathman. a pediatric cardiologist, made a clinical diagnosis of ventricular sepal defect (a hole between the two pumping chambers of the heart which elevates the pulmonary artery pressure) and recommended cardiac catheterization to define the anatomy of the problem. The parents refused. In late 1977 Phillip was again referred to Dr. Gathman because he required extensive dental surgery, and the anesthesiologist refused to administer general anesthesia until his cardiac problem was clarified. This time the parents consented and Dr. Gathman performed the cardiac catheterization. The results confirmed his clinical impressions and indicated that Phillip had already experienced changes in his pulmonary arteries. Dr. Gathman testified that an average life expectancy for someone with Phillip's condition, left uncorrected, is thirty years; that about one-quarter of such persons would die suddenly: and that most others would slowly deteriorate. Before they are totally debilitated, they will suffer from fainting spells during which they turn blue-black because of the lack of oxygenated blood. This makes them a constant worry to their caretakers. These children also tend to be smaller, thinner, and slower than normal; they "cannot run and play and keep up with the other children."

Dr. Gathman recommended corrective surgery to the parents, putting the risk of death at 3 to 5 percent, which he considered a "low risk." The risk was related to changes in the pulmonary artery, which would continue to deteriorate. He also noted a less than 1 percent chance that a heart-block necessitating a pacemaker would result from the surgery. Dr. Gathman indicated that he did not always recommend surgery for Down Syndrome children: "For a child who has an IQ of less than 30 and is institutionalized on a permanent basis, there's very little that can be gained from surgery."

The only other physician to testify was James William French, also a pediatric cardiologist, who had been asked by Dr Gathman if Phillip's condition was surgically correctable. He testified that he believed that it was; the pulmonary vascular disease had not progressed so far that surgery was not feasible. While he was not asked to give an opinion on this case, he indicated that he "probably would have" recommended surgery if Phillip was "otherwise normal." While confirming most of Dr. Gathman's testimony, he put the risks of death from surgery at 5 to 10 percent-----noting that in his personal opinion Down Syndrome children were "more risky" to operate on than normal children because they are "less cooperative" and "seen more subject to infection." The witness admitted that he had recommended against surgery "in cases where children were so severely damaged intellectually or the central nervous system damaged that they virtually did not function or they were virtually incapacitated."

One of Phillip's teachers, a school psychologist, a program coordinator, and a probation officer gave additional testimony. This established, among other things, that Phillip's parents visit him about twice a year (although they testified they saw him five to six times a year) and that he is a lovable child who "refers to lots of men as Dad." There was no further medical testimony, although the parents placed into evidence a letter from Dr. Harry E. Hartsel, who predicted that Phillip would not learn to read, write, or take care of himself; he leads "a life I consider devoid of those qualities which give it human dignity."

The Parents

The only other witnesses were Phillip's parents, who testified that although Phillip had never lived with them, they considered themselves responsible for him as part of their family. They monitor his care and once transferred him to another institution when they thought he wasn't getting proper care. They thought about the proposed heart surgery for a long time, and consulted with a number of physicians and a Jesuit priest (they are both Catholics). Their primary reason for refusing consent was that they do not want Phillip to outlive them. They believe that geriatric care in this country is terrible and that Phillip will not be well cared for after they die. "His quality of life would be poor in such a place "and “life in and of itself is not what it's all about." They also did not want him to be a burden on their other children. When asked who would be better off if Phillip were dead, Mr. Becker replied: "I think it would be best for everyone, including Phillip and the survivors." And later he said, "There is no useful point in extending his life beyond the natural, by means of this operation." Mrs. Becker testified similarly, saying: "Geriatric care in this country at its best is not good. And I really don't want Phillip to have to be extended into geriatric care. As it is, Phillip will be with us our whole life. We are looking into them living thirty or forty years. Well be seventy or eighty."

The Judge's Opinion

The testimony took a day-and-a-half with Judge Eugene M. Premo of the juvenile court presiding. The court ruled immediately after the closing arguments. In a statement that can be charitably characterized as rambling, the judge decided not to order the surgery. He found the proposed surgery "elective" and not "a life-saving emergency.” He determined that there were inherent risks of the surgery which no one could control, "such as a slip of the knife. malpractice, negligence" all of which would "make this entire case moot." He described the parents as articulate, intelligent, caring, loving, and thoughtful. He spoke of two of his judicial colleagues who had Down Syndrome children-one cares for the child and "the other one can't literally face the fact that the child exists." He said he didn't think he personally could handle it "if it happened to me."

The judge condemned the physician who testified that he would not recommend surgery if the child's IQ were 30 or less, denoting the IQ test as a "vehicle of terrible abuse" that could be wrong and is always arbitrary. Given what he regarded as a subjective medical opinion, the judge was kindly disposed to the Beckers. He concluded that their decision was "in the range of debatable actions." He did not want the government interfering with parental choice; he was worried "by the fact that 1984 is coming upon us." The legal conclusion: "There is no clear and convincing evidence to sustain this petition (to operate)."

The Appeal

At the urging of the Pro Life Council of California, which had been instrumental in bringing suit, the California Attorney General's office agreed to appeal. The opinion of the appeals court, written by Judge P. J. Caldecott and concurred in by Judges J. Rattigan and J. Christian, is, if anything, less well-reasoned than Judge Premo's. The appeals court considered three questions: (1) was there any substantial evidence to support the judge's decision; (2) should the judge have required clear and convincing proof (or should the evidentiary standard have been preponderance of the evidence), and (3) should Phillip have been advised of his right to have counsel appointed for him at the proceeding? All three questions were quickly disposed of, the latter two on technical points.

On the first point, the appeals court noted that one physician testified that the operation on Phillip was more risky than average because of pulmonary vascular changes and because he was a Down Syndrome child. In addition there was risk of nerve damage that could necessitate a pacemaker. This evidence alone showed that the court "had before it a child suffering not only from a ventricular sepal defect but also from Down Syndrome, with its higher than average morbidity, and the presence of pulmonary vascular changes." This was all the appeals court needed to conclude that the lower decision was based on substantial evidence.

The Precedent

The case stands for the proposition that Down Syndrome children do not have to be given treatment, if it can be demonstrated that the risks of the treatment are slightly higher than they would be in a normal child. How did this remarkable eugenic policy come to be articulated by an American court? Let me suggest some possible reasons.

First, nowhere in the lower court proceedings, is there any articulated standard for decision. Courts have recently been choosing among three: the best interests of the child, substituted judgment (usually considered the same standard when a child is involved), and reviewing the parental decision to see if it is "fair and reasonable." The lower court did not cite any of these; instead it decided that the parents can make the treatment decision as long as it is "in the range of debatable actions." This standard is reasonable if it means that the proposed medical care is debatable in the medical community and that there is no medical consensus on treatment for this child.'

However, as applied by the trial judge, the standard seems to be, as long as the parents sincerely believe in what they are doing (and are willing to debate it?), courts should not "second guess" them.

The appeals court did no better. It bowed to the "best interests" standard, but nowhere applies it. Of course, it cannot. It makes no sense to argue that non-treatment is in Phillip's best interest-unless one is willing to argue that the quality of life of even high-level Down Syndrome children is so low that they are better off dead-even if death will come slowly with pain and discomfort. Alternatively, the parents argued that institutional life is so poor that it would be cruel to subject Phillip to it in later life. This argument would let us justify not treating any senior citizen in an institution or nursing home because the care they receive is so poor. Likewise, the argument that the parents do not want their son to outlive them cannot prevail. It is, in fact, statistically more likely that one or both parents will die before he does than that he would suffer harm because of the surgery. And even if this were not so, we do not (yet) permit parents upon their deaths to have their children executed.

Second, the decision was made in a judicial vacuum, with no consideration of similar cases from other jurisdictions. Two cases that could have been discussed were Quinlan and Saikewicz. The first decision permitted a parental decision to withhold or withdraw treatment, but only if the patient had "no reasonable possibility of returning to a cognitive, sapient state." The second decision found that Joseph Saikewicz, a sixty-seven-year-old institutionalized individual with an IQ of 10, was "cognitive and sapient" and that any decision not to give him chemotherapy for cancer (arguably an "elective" treatment for a non-emergency condition) could only be made by determining what decision he himself would make if he could make the decision. On the basis of either of those decisions, treatment for Phillip Becker would have been ordered in New Jersey and Massachusetts. Ironically, the appeals court, in citing a Stanford Law Review article by Professor John Robertson (who argues in support of such a child's right to treatment), uses only his definition of Down Syndrome. 3

Third, the medical evidence could have been better presented. Only one physician was prepared to testify that the operation be done on Phillip-, the other was not ready to commit himself. Both were pediatric cardiologists-and the judge seemed to need a surgeon to assure him that the operation could be done and was in the range of the routine. Even though neither court ever used the adjectives "ordinary" or "extraordinary," both opinions clearly assume the recommended surgery is extraordinary; that risks of 5 to 10 percent mortality and 1 percent of needing a pacemaker are major risks on which one can reasonably decide against treatment. Incredibly, neither court balanced the surgical risks against the certainty of prolonged debilitation and death.

Conclusion

Parents have a right to their moral convictions. But the law places some limits on their actions. When a parental decision is challenged, courts have an obligation to transcend emotional considerations. Courts must make principled decisions based on clearly articulated standards. The Becker decision is an arbitrary decision based on a vague standard. It devalues human life in the name of family autonomy; it particularly attacks the mentally retarded.

Phillip Becker was denied his right to live because he is a member of an oppressed minority group: the mentally retarded. We cannot take rights seriously for ourselves, if we do not respect them in our weakest citizens.' Taking rights seriously is not a painless or cost-free measure; it is the only way our values can survive. Given all this, it is extremely disturbing that the California Supreme Court decided not to review the case. On narrow, legalistic grounds involving standards of review, the case may appear uninteresting. However, it was not decided on these grounds and has a symbolic value far beyond its petty prose. It stands as a beacon cautioning us that courts too make mistakes: but the mistake is made in the open. It must be openly acknowledged, reversed if possible, and challenged by other courts confronted with similar decisions.
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A Wonderful Case and an Irrational Tragedy: The Phillip Becker Case Continues 

George J. Annas

 Why are the courts having so much trouble deciding what should be done with Phillip Becker? Two years ago this column discussed the first series of cases involving Phillip. At that time the California courts decided that his parents had the right to refuse recommended heart surgery for this twelve-year-old Down syndrome child, even though this would result in a slow and painful death for Phillip t "Denying the Rights of the Retarded: The Phillip Becker Case," Hastings Center Report, December 1979, pp. 18-20). That decision was arbitrary, unprincipled emotional and paced parental autonomy ahead of the right to life of a mentally retarded child. 

Another court has now ruled in Phillip's favor. Unfortunately. the opinion is again unprincipled and emotional. 1 can applaud the outcome and still be appalled at the methodology. In. the previous case the state sought an order for surgery, alleging child neglect. In this case Patsy and Herbert Heath sought guardianship of Phillip, arguing that they had become his psychological parents and that it would be in Phillip's best interests to be placed in their care. They promised, among other things, to reconsider the surgery decision (Guardianship of Phillip Becker, Superior Court of Cal., Santa Clara Co., No. 101981, Aug. 1981). 

In his memorandum of decision California Superior Court Judge William J. Fernandez describes it as "both a wonderful case and an irrational tragedy"-wonderful because "so many people [came] forward to try to make a little boy's life better . . . tragic because God and nature may already have determined Phillip's future life course [i.e. his ventrical sepal defect may now be inoperable] . . . irrational because the contestants are spending thousands of dollars and thousands of hours fighting over rights." The Judge believed "that time could be better spent trying to make the last part of Phillip Becker's life happier than the earlier part."

In the latest court decision, Judge Fernandez confronted two related issues: parental autonomy and the child's right to life. Regarding parental autonomy. the judge should have considered the limits of what Professor Bernard Dickens of Toronto describes as the modern American neoconservative doctrine of "radical nonintervention." Specifically. the notion is that the interventionist activities of the liberal welfare state have failed to arrest family breakdown and violence, juvenile delinquency, poverty, etc.. and that letting families alone may be a better way to promote their autonomy and that of their children (Bernard M. Dickens. "The Modern Function and Limits of Parental Rights." 97 Law Quarterly Review 462, 465-66 [July 1981]1. Limiting state intervention in family decisions to all but the most extreme life-and-death cases is also generally espoused by Joseph Goldstein, Anna Freud. and Albert Solnit in their Before the Best Interests of the Child (New York: Free Press. 1979). They argue that before the best interests of the child should even be questioned, it must be demonstrated by due process of law that the family has fallen short of legally set and prenotified standards of child care. While the 1979 Becker opinions were decided before this book was written. they are consistent with this noninterventionist notion

Unfortunately, Judge Fernandez declines to discuss this critical issue, and instead launches into a discursive essay on parenting. In his words: “The issue [in the former proceedings] was too narrow, that is, the risk of surgery. The basic issue is and always has been one of parenting.” In this regard the judge finds it critical to compare the role of the Beckers as parents to that of the Heaths. 
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While the Beckers win biologically. the Heaths are clear psychological winners. The court found that Phillip never received nurturing, constancy of affection and love, or the opportunity to develop a basic trust and confidence from his biological parents They placed him in an institution at birth. viewed his potential for development as very low, and refused to consent to life-prolonging surgery.

"Their basic opinion of Phillip was that he was a permanently mentally retarded low IQ Down's child who would never have a hope of living in society." the court argues. Their view is that he should be permanently institutionalized. not have surgery, not have visits with people who love him. and never develop "any permanent attachments to anyone or to have any home life." They even barred the Heaths from visiting him after the initial litigation.

In contrast, the Heaths have had a continuing relationship with Phillip since he was five years old. "Their love for him is unquestioned . . . they offer love and home care. tutoring. and all that Phillip may need in terms of educational, vocational and basic skills training." He would live in their home. have a private tutor; surgery would be reconsidered. Their expectations for Phillip are great and "they will always treasure him as if he were their own son.- On this basis the court concluded that "psychological parenting between the Heaths and Phillip exists."

The judge is no closer to the mark when he discusses Phillip's rights. Nowhere. for example, does he even suggest that the mentally retarded as a class have a right to life. Instead his analysis focuses on the much narrower issue of a right to habilitation-suggesting that those mentally retarded persons who do not have the options the Heaths have now opened to Phillip may not have a right to live. Instead of using solid legal principles, the judge posits a hypothetical conversation in which he e\plains Phillip's options:

THE COURT: Phillip. I am convinced . . . you have arrived at a crossroad in your -life. . . . Your first choice will lead you to a room in an institution where you will live. You will be fed, housed, and clothed, but you will not receive any life-prolonging medical care. . . . You will not be given an opportunity to add to your basic skills. . . . You will not be allowed to become attached to and person. . . . Your biological parents will visit you occasionally. . . .

Your second choice will lead you to a private home where you will be bathed in the love and affection of your psychological parents. . . . You will be given private tutoring . . . in order that some day you may enter into society and be a productive member of our community. . . . You will have a chance for life-prolonging surgery. . . . Best of all, your psychological parents will do all in their power to involve your biological parents in your habilitation and to unite both families together. . . .

The judge clearly believes Phillip would decide to live with the Heaths. But since he feels such an analysis is without California precedent, the judge goes on to find detriment to Phillip from his biological parents, concluding that they have caused him to suffer severe emotional, physical and medical harm.

Admitting that he is "stretching important legal doctrines to the utmost" to make a "little one's life better," the judge concludes that guardianship should be given to the Heaths, Phillip's psychological parents, without severing the parental bonds with his biological parents. The judge's stated purpose is to provide Phillip a "chance to secure a life worth living."

Since the search for a legal principle of decision making is fruitless, the judge's emotional reaction to the case should be examined. Here the judge is remarkably candid. The twenty-page opinion has twenty-six additional pages of notes, in solve the judge expresses his reactions. At one point he remarks, "What the Court is critical of is their (the Beckers'] insensitivity to his [Phillip's] needs and the immutable label of retarded that they have placed upon their child." And later, "Obviously the Beckers' attitude is unrealistic. Life is an ever changing kaleidoscope." He recalls his feelings when he read Phillip's medical records:

I weep uncontrollably at the struggle of this wee lad to survive. My soul reaches out to him and his laboring heart to try to give it ease, and in this time of grief, i think of Tiny Tim and what might have been but for, old Marley's ghost.

Later he wonders out loud if he is not letting his emotions carry the day. He suggests that a cynic might say, "Judge, isn't that just a little bit subjective, if not maudlin and trite?" His response, of course, is in the negative. He goes on to explain that "Judges are humans and not machines," and in his view this is the most critical characteristic of a judge. He even takes the occasion to compare his decision to Solomon's, noting again his reactions to Phillip's medical records:

Intuitively, I reason if I a stranger but a parent can be so overcome with grief as I read the symptoms pointing to the slow but inexorable approach of the child's death. what does the real mother feel? I am struck by the indifference towards Phillip's doom displayed by Mr. and Mrs. Becker. It can only come from a failure to associate with the child and see him on a daily basis. No true parent can watch a child's life slowly ebbing and not cry out. "Oh Lord. let the child live."

While argued before different courts and couched as different legal proceedings, the basic issue at stake is the same now as it was in 1979: who should decide if Phillip Becker possesses a "life worth living," and therefore a right to life" Goldstein et al. argue that these are "highly personal terms about which there is no societal consensus" and suggest accordingly that this is precisely the type of decision "parents must remain free of coercive state intervention in deciding. . . ."

In the first Becker case Judge Eugene M.. Premo agreed when he determined that the parental decision against surgery was "in the range of debatable actions" and therefore to be made only by the parents. But his decision cautions that such a loose rule may protect parental autonomy at too high a price: the lives of children. Judge Fernandez, for example, is especially persuasive when he compares the perceptions of Phillip's biological parents with those of his psychological parents regarding the type of life Phillip is capable of living:

BIOLOGICAL PARENTS

Phillip can't talk. communicate, write his name, draw, cook or form loving attachments. He is a low Down's. and has few basic skills.

PSYCHOLOGICAL PARENTS

Phillip can talk, communicate, write his name, draw, cook, and form loving attachments. He is a high Down's, is educable, and has many basic skills.

The question of life-prolonging surgery for the individual described by Phillip's biological parents may be "debatable" for some; but surgery for the individual described by his psychological parents is not a matter "about which there is no societal consensus."

Most of these characteristics are, of course. matters of fact, and the courts are excellent forums in which to prove such fact: if they are disputed. Courts are less skilled at making predictions about the "best" placements for children. And this court provides an example of the problems courts get into when they try, to engineer the future. Instead of finding Phillip's biological parents unfit and giving Phillip's exclusive custody to the Heaths, Judge Fernandez gives the Heaths guardianship without severing the Becker’s parental rights. Now Phillip has not one set of parents, but two. This is not only unprecedented: it seems to make little sense if one is seeking a continuity of care and responsibility for the child.

First, both of the lower court judges let their emotions as hypothetical parents to Phillip determine their decisions. Second, instead of dealing with the child's right to life, the judges concentrated on the quality of his life, so that the rulings seem to depend upon Phillip's chances to be self-sufficient. Third, no attempt is made to define the functions or limits of parental autonomy.

I applaud Justice Fernandez for giving Phillip a chance to live. But his emotional appeals and dearth of analysis make this case almost useless as a precedent. A tribute to the judge's humanity, it is otherwise as much a travesty as the 1979 Becker opinions. Judges must use their humanity in judging others. But judges sit as judges, not surrogate parents, and they have a responsibility to articulate their opinions on the basis of principles. Unless they do. issues of parental autonomy will be decided by emotional caprice. All our children deserve more from the law.

Judge Fernandez should have stated simply that parental rights exist primarily to enable parents to prepare their children for adulthood and their own emerging autonomy (Dickens, supra). When parents abdicate this goal. the state or others properly step in to act for them.

GEORGE J. ANNAS, J.D., M.P.H., is associate professor. Boston University School of Medicine; and chief. Health Law, Section, Boston University School of Public- Health.

On Letting Some Babies Die 

David H. Smith

THE OCTOBER 25, 1973, issue of The New England Journal of Medicine contained two articles and one editorial dealing with the death of defective newborns. One author cited the following case:

Baby B was referred to... [the MD] at the age of 36 hours with duodenal obstruction and signs of Down's syndrome. His young parents had a ten-year-old daughter, and be was the son they had been trying to have for ten years; yet, when they were approached with the operative consent, they hesitated. They wanted to know beyond any doubt whether the baby had Down's syndrome. If so, they wanted time to consider whether or not to permit the surgery to be done. Within 8 hours a geneticist was able to identify cells containing 47 chromosomes in a bone-marrow sample. Over the next three days the infant's gastrointestinal tract was decompressed with a Nasogastric tube, and he was supported with intravenous fluids while the parents consulted with their ministers, with family physicians in their home community, and with our geneticists. At the end of that time, the B's decided not to permit surgery. The infant died three days later after the withdrawal of supportive therapy.'

This tragic history reveals a set of difficulties faced by physicians, other members of the helping professions, parents, babies, and by our culture generally. I should like to comment in a rather rough and ready way about some of these problems .2

As I do this I shall make two assumptions, each of which is open to question. First, I shall assume that we are dealing with newborn human beings who are human persons. While I do not assume that each and every product of the human womb is such a person,3 I do assume here that those scholars who suggest that a "self-concept" (presumably involving some level of self-consciousness) is a necessary ingredient of human personhood, are wrong. If I am incorrect in this assumption, of course, the problem is simplified and obligations to the newborn, although not eliminated, become indistinguishable from those to subhuman beings.

Second, I shall assume that we all accept, at least as a prima facie obligation, the prohibition on killing human beings. The problem, of course, is whether the prohibition applies in the newborn situation; I do not mean to settle that issue by definitional fiat. I do mean to note that no problem arises unless one starts out with a rejection of killing. A prohibition on killing might be justified in any one of a number of ways. My own theory would involve, in part, theological rationale beginning with the biblical poetry about human nature, about persons made in the image of God. But here I should like to move beyond that issue and consider a specific kind of case in which the limits of the prohibition on killing are tested.

I shall consider two issues in a little detail. These are: (1) procedural questions of who should make decisions of this kind and (2) substantive questions of what criteria should be used in making the decisions. In conclusion I will discuss one implication of my views, views which are rather conservative.

II

Professor Paul Ramsey argues that procedural questions, questions about who should make decisions, are not the only questions of importance in medical ethics. I grant that, but it does not follow that procedural questions are unimportant. I shall consider them before, but more briefly than, questions of substance.

When the family, described in the case with which I began, decided to refuse permission for an operation on their baby, they were, obviously, deciding to shorten his life. That is, they decided for euthanasia. This term (euthanasia) has been used in any number of ways, and it has been linked with various qualifiers (for example, passive vs. active, direct vs. indirect). I use it here in its most general and least technical sense, as meaning a decision for a comfortable death.

The reason that euthanasia on the newborn is an especially interesting case is that there is no possibility that the baby can consent to the procedure. This may be true of any proposed mercy killing of a child, although with older children the issue becomes less sharp. But it is clear that it is nonsense to speak of the consent of a thirty-six-hour-old baby. Thus euthanasia on the newborn would always be involuntary euthanasia. The decision about the shortening of his life must be made by others. While this makes the case hard on a human and personal level, it may simplify somewhat the theoretical problems involved.

It would be possible and plausible to move from this procedural point to a conclusion on the substance. That is, one could argue that given the impossibility of patient consent, all possible means to prolong life must be utilized. Since consent is impossible to obtain in this case, no limitation of treatment could be legitimate. If the patient's life is to be shortened, the logical thing to do is to nurture him until he can make that decision himself.

Such an argument is well intentioned, but stated this simply it is inconclusive because it rests on the assumption that prolongation of life is always in the interest of the child. The possibility that shortened life might be in the interest of the child is excluded without discussion. In other words, acceptance of this "procedural" argument as conclusive would involve a failure to see that what follows from the impossibility of consent is not an obligation to maximize length of life but an obligation to act in the best interest of the child. This may or may not involve the maximization of length of life.

Allow me to try to put the issue another way. The "procedural" argument is unassailable. if consent is a necessary condition for euthanasia, and if newborns arc persons. Given these premises, an absolute prohibition on euthanasia on the newborn will follow. I have conceded the premise about newborn personhood, but the premise about the necessity of consent as a prerequisite to euthanasia is not certain in circumstances where it would have been impossible to get consent. We must distinguish the more frequently discussed cases where the possibility of euthanasia could have been considered by the patient from cases in which it is obviously impossible for the patient to have made a decision on the matter. Conceding (for purposes of argument) that consent is a necessary condition for euthanasia on the adult, it does not follow from this that it is necessary in the case of the newborn. What we can say about the newborn is that in the absence of consent we may never define his interest in some idiosyncratic way. We must always act with an eye to his interest, plausibly construed. I shall return to this issue in part IV.

If decision-making power cannot rest with the patient, where should it reside? The two obvious possibilities are the family of the patient and the relevant physicians. How should power be balanced between these groups? Physicians have great power by virtue of their technical knowledge and social location, but it is not clear that they should exercise as much power as they sometimes do. One writer says that, when the question of who should decide is raised, the answer is:

... the child's doctor, for who else is in a similarly pivotal position to make sure that the proper medical consultation has been obtained in ascertaining the hopeless condition of the patient, that the parents receive sympathetic and thorough explanation, and that they are exposed to broadly based advice? Who else can lead all those involved to a decision, and who else is more responsible for consoling after decision has been reached? Society, ethics, institutional attitudes and committees can provide the broad guidelines, but the onus of decision making ultimately falls on the doctor in whose care the child has been put.

Another author has written that the role of the parent's input into such decisions "will be primarily emotional."

Against this tendency it is essential to assert the importance of family input. There are various reasons why this is true. For one thing the actual decision involved is not, in the narrow sense, a medical decision. The physician is an expert on diagnosis and therapy. His technical competence extends to both identification of pathology and decision about the relative merits of various ways of correcting the pathology. He can describe the likely course of life of patients with certain afflictions. This does not, however, make him an expert on such questions as whether a life lived with a serious handicap is "worth living." Answers to such questions involve decisions about values and their relative priorities. While I am far from thinking that such decisions are irrational, I see no reason to regard physicians as experts about them.

On the other hand, we must be on guard against suggesting that physician power is demonic. Many individuals and teams of physicians dealing with children born with birth defects go to great lengths to insure the meaningful involvement and input of the patient's family.10 Professionals may also find it difficult to get families really to weigh options and take responsibility. While professionals may become jaded and block out certain considerations, they also may be able to compensate for this and present the forecast with clarity that only experience allows. Moreover, it is questionable-on general principles-to handle problems of power by pious exhortations to the powerful. Demands that physicians surrender power will be counterproductive, it they serve to shift attention away from the problem of how the physician should use the power which he or she inevitably will possess.

That said, it remains essential that a considerable amount of this particular power-over the life and death of an infant-be relinquished by physicians because the real issue involved is not a technical one over which physicians are professionally competent. It is rather a personal one concerning the family in and through which the child will live. I do not mean to suggest that the family should operate in a vacuum or unchecked. But I do mean that responsibility for this decision must be meaningfully shared and that the family (the group who will serve, enjoy, and in large part create the child) is the appropriate locus of primary decisional power.

At this point, however, we must turn to the substance of the issue. What decisions should be made about Baby B, and others more or less severely handicapped?

III

Many arguments are used to justify bringing a quick and painless end to the lives of defective infants. Such practices were well known in ancient times and received the approval of famous philosophers. The modern arguments tend to take two forms. Some argue that euthanasia on the defective child is justifiable for his own sake; others argue that it is justified for the sake of others: the family, community, or even the human race. I shall consider both these types of argument, beginning with the latter.

One argument for the quick and easy death of defective children assumes essentially the following form. The child represents a threat to the life or well-being of others. Therefore, he or she may be killed in order to protect these "others." This type of argument persuaded the early Christians to give up their pacifism and it has found recurrent form in various versions of the lust War theory. As presented there it has the following ingredients: although killing in self-defense is unjustified, people have obligations to protect others. This obligation to protect can override the prohibition on killing, if the person against whom action is taken is threatening the life of someone to whom one is obliged. Other and less serious ways of stopping the killer must have been attempted, if available. In the case of action by collectives, the justified killing must have been approved by the legitimate authority, i.e., the war must have been declared by the sovereign. Finally, for some versions of the theory, the justice of a particular cause had to be pronounced by an acknowledged and impartial arbiter."

Doubtless it seems a long way from the nice distinctions of philosophers and theologians to the intensive-care nursery of twentieth-century Western culture. But it may be that this paradigm of reasoning has some relevance to the issue at hand. These categories were not meant to be a way of outlawing all war; neither were they meant to be simply rationalizations which were compatible with any war which the sovereign might choose to declare. Rather, they represented a way of analyzing this most marginally moral of human activities, the taking of human life. This analysis schematized the questions which must be asked, and answered affirmatively, if a particular war were to be justified.

Let us try to see how these questions might apply to the case of the defective baby, such as Baby B. The maintenance of that baby obviously will drain the resources of his family and various health-care institutions and professionals. Resources of both family and community could be used for other purposes. Among these legitimate purposes is the protection and preservation of other people who now, or may in the future, live in his family or community. No amount of extra or palliative surgery will remove the child's mongolism and so this drain will continue no matter what is done. His death is the only alternative to living with the problem. This verdict may be well known to parents, the physician, and any relevant legal authorities. Thus the baby represents a serious threat to lives, a threat which cannot be removed in any other way. Once this verdict is impartially pronounced, an act destroying the child is justifiable infanticide rather than murder.

I do not think that this form of argument will fail in absolutely all cases, but there are serious problems with it. As stated above, it would prove far too much, for it would justify the killing of anyone, of any age, who in some way is a social liability. As a check against this abuse, the Just War theorists insisted that the only person who might be directly killed was the combatant, i.e., the person who was actually functioning as a killer. While they did not insist that the person to be killed must be at fault or guilty in some juridical sense, they did insist that this person's social function be that of an active threatener. His victims had to be identifiable and their prospective possible deaths had to be the results of something he brought about.

How could the defective newborn possibly fit these criteria? While it is obvious and very relevant to our overall understanding of the problem-that resources used to care for him could be used in other ways, it does not follow from this that he is personally threatening anyone. If one tries to make the most plausible possible case for threat, that is, that care for him will destroy the person (if not the life) of mother, siblings or father, one quickly runs up against the question of last resort. There are many ways in which the family can be saved, short of the death of the baby. The child can be institutionalized. One might argue of course that institutionalized life is not worth living, but then one has shifted the terms of the argument and is raising a question of the best interest of the child. Furthermore, the whole reason that this issue is a problem is that we lack a recognized sovereign who can adjudicate questions of this kind.

I am not prepared to say that there are no cases in which the argument could be made. I only say that one will have to show actual threat to very particular people (which means family members), absence of alternative possibilities for action, and a procedure which accords the infant some semblance of due process. In fact, in our society these conditions will preclude justifications of infanticide using this type of argument.

Moreover, I believe that we can draw another conclusion from the argument from protection and our procedural considerations. Sometimes it may be suggested that the defective newborn, whose parents are missing, is a more proper candidate for euthanasia than the baby whose parents accept responsibility for decision making. And it is suggested that the reason this is true is that this deserted baby not only will lack the advantages of a home; he will also represent an unusually serious drain on society's resources.

The striking thing however about such a deserted newborn is that there is no community of which he is a part. There is no family either to represent his interests or to be threatened by him. Thus it will be impossible to show his direct threat to specific other individuals or to accord him something like due process. Consequently, the deserted, defective newborn is precisely the child who may never be killed for the sake of others. This does not, of course, settle the question of what forms of care are appropriate for such a child. The absence of a family community means that society must be at special pains to act in the patient's interest. Interest and longevity are not identical, as we have suggested before. Thus it may be inappropriate to subject a deserted child to all possible treatment and he may, in consequence, live a shorter time than technology now makes possible. This sort of procedural consideration does not suggest the illegitimacy of such a course of events. But the baby with no advocate, and threatening no particular persons, cannot possibly be construed to be a legitimate victim of protective killing.

IV

Let us now shift to the second substantive argument under review. This is the notion that the death of the newborn is justified in his own interest. One decides for his death because, in his case, such a decision is better for him.

One interesting proposal for a way of arguing this case has been made by Professor Paul Ramsey. Ramsey claims that we are always obliged to care for sick persons, but that the requirements of care alter with the condition of the patient. Normally, caring for the patient requires attempts to cure his disease, but it sometimes happens that a patient begins to die. Once the dying process has begun the obligations of family and physicians shift. Specifically, the obligation to cure is gradually displaced by the obligation to provide "company," companionship, and human comfort to the dying person. Thus one should allow a dying patient to die.

In Ramsey's view allowing to die is appropriate; positive euthanasia is forbidden. This may appear to be a moralistic quibble; the impression is deepened by Ramsey's argument for his thesis which seems to make heavy use of a distinction between omission and commission. He seems to say that a person is more responsible for deaths following his commissions than for those following his omissions. In fact, however, Ramsey thinks that a decision to withhold or withdraw therapy should be described as "ceasing to do something that was begun in order to do something that is better because now more fitting."13 A decision to cease curing is not an omission at all, but a decision about which kind of acts of care to commit. The trouble with positive euthanasia for Ramsey is that it represents an attempt to push the dying beyond reach of our care.

Ramsey concedes, however, that some individuals may slip beyond care either because they are permanently unconscious or because they are experiencing no relievable pain of a very intense sort. If such cases ever arise, Ramsey argues, the patient cannot receive our care and for that reason other norms become operative. He will allow positive euthanasia in such cases.

All this is tied into the newborn case by Ramsey's claim that the process of dying may begin at any age, indeed that one may be afflicted in utero by the malady from which he will die.

In order to assess this theory about the morality of euthanasia on the newborn, let us consider a real world case which seems to embody similar ideas. John Lorber, in Sheffield, England, is a physician with extensive responsibilities for a clinic specializing in the care of babies afflicted with spinal bifida. Spinal bifida is a birth defect of uncertain origin. The afflicted children have a split in the vertebrae and a portion of the spinal cord may be extruded, sometimes within a thick blister-like sack and sometimes outside such a sack which has been ruptured. The frequent consequences are paralysis, to some degree, of the lower extremities; bladder and bowel incontinence or malfunction, and, frequently, mental retardation. Death for such children used to be a virtual certainty because the exposed portion of the spinal cord would be very vulnerable to infection and the child would succumb to meningitis. Modern medical technology has made it possible to close the lesion, surgically attempt to straighten the back, drain the hydrocephalus which often develops, and treat, in various ways, both the infections and the frequently recurring renal problems. The result, of course, is to salvage many children who would formerly have died; yet a large percentage of these children are seriously handicapped; many are severely mentally retarded.

For the first twelve years of the Sheffield clinic's operation, a policy of maximal treatment was followed. Everything possible was done for all infants afflicted with spinal bifida. The battle against death and deformity was never given up. But accurate records were kept and in 1971 Lorber published an article in which he argued against the past policy of his own clinic and claimed that selective treatment should be the rule. As early as possible ore should decide which patients to treat and which to allow to die. Lorber writes that it is "easier not to draw a line" but that this would represent a failure to learn the lesson of the "massive therapeutic experiment" which happened at Sheffield. The good specialist can, he argues, accurately assess "the minimum degree of future handicap" even if it is impossible to "forecast the maximum degree of disability."" Essentially, the criteria Lorber proposed involve the degree of paralysis of the infant, head circumference (showing likelihood of hydrocephalus), presence or degree of curvature of the spine and "associated gross and congenital anomalies or major birth injuries."

While it is clear that Lorber bases part of his argument for this selection practice on social utility grounds, it is also obvious that he feels this kind of selection for treatment is in the interest of the patients from whom therapy is withheld. This might be because of anticipated serious physical or mental defect. An example of physical problems might be the following:

One normally intelligent girl of 9 years of age has had 18 major operations so far, including 7 revisions of her shunt and two extensive spinal osteotomies in an attempt to correct her extreme kyphoscoliosis. She still has as gross scoliosis as ever. A long metal rod was passed through the bodies of her vertebrae along the length of her vertebral column: unfortunately, she has such a compensatory lordosis that this rod emerges from the thoracic vertebrae and through the skin to bridge the lumbar lordosis and enter the lowest lumbar vertebrae and sacrum. 

Lorber does not explicitly tell the reader what the fate of this patient would have been if his proposed selection criteria had been in operation. On the other hand, most of those treated patients whom Lorber would now refuse treatment are, in fact, mentally retarded.

Now one way of interpreting Lorber's proposal is as an adaptation of Ramsey's criteria. We would then understand Lorber to be suggesting that some children are born so seriously defective that, although not dying, they should be allowed to die. Not all spinal bifida children fall into this group, only those most seriously affected. Rather than leave the judgment of which children to allow dying to the more or less amateur guesses of local physicians and family, Lorber has gone on to propose some well-tested rules of thumb to guide decision making. Lorber's rules apply only to the decision not to give treatment; he does not favor active euthanasia on the children from whom massive therapy is withheld, any more than Ramsey favors active euthanasia on the adult patient being allowed to die.18

I believe, however, that we can see some serious problems with this synthesis. One of these, concerns the adequacy of the criteria for selection which Lorber formulates. These have been called into question by other professionals in the field,1' who argue both that Lorber s prognosis for those babies whom he would allow to die is unjustifiably bleak and that some of those babies are worse off than they would have been if treated very early in life. They further point to the relative advantages of supportive services such as clinical and personal care over against orthopedic corrective surgery on the spine. In other words, there are possibilities of erroneous diagnosis and less than optimal therapy which make a decision to allow dying problematical. These objections are often raised against positive euthanasia, but they would seem to hold with equal force against Lorber's practice."

The problem of error is in no way unique to these medical decisions, however. If that were the only difficulty, allowing babies to die might be fitting. But there is a more serious problem. Let us assume that there are circumstances in which we might approve of allowing an adult to die. Our approval need not require the patient's consent, if such consent could not have been obtained. Yet our approval would involve a judgment that the patient had begun to die. How such a judgment might be made is a complicated problem. But one plausible ingredient will be a kind of comparison between the adult's past health and future prospects. We would consider past physical health and, to a limited point, his person, character and life-style. On the basis of some amalgam of these factors, we might infer that a particular patient had begun to die.

The striking thing about newborn persons, however, is precisely that they have no visible personal past. They have had no opportunity to develop a normality of their own functioning. No physical plateau, personality, character or style of life has had a chance to surface. The newborn presents himself as totally unexploited potential-if we were cynical we could say, as a field for potential exploitation. Thus, in the absence of a benchmark in past life for saying this particular person has started to die, I do not see how one committed to care (as Lorber surely is) could ever switch from cure to companionship. The yardsticks which would give such a division provisional legitimacy in the case of an adult (that is, consent and/or establishment of a norm of life) are absent in the case of the newborn. In their absence we should not disjoin care and cure.

Of course, the question of what is the fitting form of care-cure remains open. I have already claimed that maximal treatment and optimal treatment are not the same. Many religious moralists (including Professor Ramsey) express this point in very sophisticated form using a distinction between ordinary and extraordinary means. Patients are not required to use extraordinary (maximal) means, only the ordinary ones. Which means are extraordinary? One formulation is that those which harm the patient more than he will benefit from them.21

I do not want to argue for an obligation on physicians and families to use extraordinary means on all newborns. In the course of the care-cure of some babies it may become clear that additional therapy will cost that baby more than he can gain. But it is very unclear that most of the babies Dr. Lorber allows to die fall into this group; it is even less clear that baby B (Down's syndrome and duodenal obstruction), with whom we began, does. It is difficult to see how these decisions to withhold treatment could claim to be judgments made about optimal treatment for the particular babies at hand. Instead they are judgments comparing these babies and their limited prospects to "normal" babies and their different prospects. A judgment about these particular babies' interests would have a better basis later.

On the other hand, it may be that there are newborn human persons who are beyond the reach of our care. As Ramsey suggests, this might be because of their (inferred) unconsciousness or because they experience pain which cannot be relieved. No one, of course, really suggests that a Down's syndrome, or spina bifida, baby cannot receive love. They would not fall in this group. But if infants ever are in circumstances such that care-cure in the conventional sense cannot be received-or where it is received as torture, then the requirements of care would have to be rethought or obligations of other sorts might become more relevant.

V

In summary, I regard withholding treatment from defective newborns as wrong unless (1) it can be argued that the action is necessary to protect the personal life of at least one specifiable other person or (2) the infant cannot receive care in any other form. This amounts to a prohibition of active or passive infanticide on most newborns. I am uneasy with this conclusion, although I cannot see my way clear to any other. As a postscript I should like to make one additional point.

One of the aspects of this conclusion that troubles us is that it leads to the salvaging of a very large number of seriously defective children; thus Lorber and others who practice selection point with pride to the "high quality" of the children now under their care. Of course, we should be doubly shocked if selection did not have this result, but the problems of the hardships and sufferings of others cannot be denied. This is especially troubling for someone who argues against quality control, for life with defect means sacrifice and hardship for the child, siblings, and parents. It seems the moralistic conclusion of the abstract theorist.

Against this I would note that neither family disaster nor a great increase in the number of living defective children is inevitable given my conclusions. The reason these consequences do not necessarily follow is that we can allocate resources so as, at least, to minimize them. In other words, we can see this as a problem of resource allocation. As such it would have two distinct levels.

The first of these is the level of deciding which babies to treat and how to treat them. Given finite resources to spend on newborns, the issue is unavoidable. I have already argued that the only fair criterion for deciding appropriate treatment for a given baby is that baby's own welfare and ability to receive love. This precludes selection on some qualitative basis and, in effect, forces a surgical team to a random or, its nearest social equivalent, a first-come, first-served "system" of selection.

What then of the related question of how to treat? This cannot be separated from the question of selection since, presumably, some kinds of care are more likely to exhaust our financial and personal resources than others. And, at least to the amateur eye, there seem to be real differences among, e.g., spina bifida centers, over such questions as the relative emphasis on shunting and counseling, orthopedic surgery and physical therapy. It is not obvious that maximal use of technology leads to optimal care.

            In fact, a method of treatment in which family support is not central seems to border on blackmail. As things stand, the family can often only make the "right" decision at incredible cost. No parents can be sure how they would face such a crisis. But if mistakes are made, we may be able to say that responsibility ultimately lies not with the parents but with a medical system which offered them only unacceptable ways of handling the problem: too much massive intervention, on the one hand, and insufficient help in caring for the afflicted baby, on the other. There seems to be a rough analogy with a weapons technology which produces only megaton weapons, leaving nothing appropriate for fighting conventional skirmishes. Why do we have refined surgical techniques but inadequate institutional supports for handicapped persons and their families?

In any case, given their finite resources, health-care professionals will have to find a workable balance between offering maximal treatment to a very few infants and offering minimal care to all. Limitations of resources will mean that we can offer less than ideal treatment for those afflicted babies who are treated. This will lead to some infant deaths and misery as will the more or less random selection process. While these are sad facts, they are inevitable.

The error we want to avoid is the notion that we should solve our limited resource problem simply by assessing the "quality" of the output. Such an approach leads one to think that the ideal result is either a "perfect" baby or a dead baby.” And the root problems of this way of looking at the issue are that both the human rights of defectives and the imperfections of all babies are glossed over. We would be horrified to learn that an obese, myopic professor was refused treatment on the grounds that he would always be a decrepit physical specimen. Why do we tolerate the same kind of reasoning when applied to newborns?

Beyond this, of course, lies the problem of the second level of resource allocation. How much of our medical budget should be spent on newborn care, and how much of our GNP should be allocated to medicine? In my view, such decisions should be based on fairness considerations and should in some way reflect the deepest value commitments of our culture. Full discussion is obviously impossible here. But it is not obvious that, within health care, the salvaging of defective newborns should be our highest priority. Extending basic services to more people may be much more important. Further, it may be that we spend too much on health and too little on education and the arts.

Briefly put, we can attack the problem of defective newborns by putting much greater stress on support for the family and by realizing that other obligations force us to restrict the numbers of such children whom we reach. Whether we should develop resources is an open question, as is the question of their ideal form. But once we have decided to develop resources there are moral constraints on the way we may use them. One of those constraints, in a just society, is that we will not refuse treatment to babies whom it is in our power to help.
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Chapter 12
Deciding Who Lives and Who Dies

Understanding Triage: Three Sorts and Cases

 Frank Braio

I. Introduction

The year is 1962. You are an inhabitant of Seattle, Washington and a successful banker. Your local hospital is one of the first at which proven, artificial kidney or "hemodialysis" technology has become available. The technology can save the lives of patients with kidney failure. But there are other relevant facts. Its capacity is highly limited, i.e., it can accommodate only five patients per week. Its use is costly, i.e., approximately $30,000 per patient, per year. And the hospital will not be able to afford another for at least three to five years.

You have agreed to serve on a special committee at the hospital. Also on it are a lawyer, a labor leader, a member of a religious order, and two physicians. At the first meeting of the committee you learn that twenty patients with kidney failure have sought hemodialysis treatment at the hospital. You also learn that on medical grounds, it has been determined that: 

a) five of the twenty patients are so ill that they would soon die even with the treatment; 

b) five of the patients would recover even if they remained untreated; 

c) ten of the patients have a roughly equal chance to survive but only if permanent treatment is begun immediately. 

Your committee is asked to narrow this final group of ten down to five so that it will not exceed the capacity of the available technology. You are given the following information about the candidates. 

(1) garment worker, male, 55, lives in New York City, supports his sickly and aged parents, and grand aunt and uncle; 

(2) unemployed elementary school teacher, female, age 32, separated, three children, on welfare; 

(3) child, male, age 2; 

(4) a physician at the hospital and close to a breakthrough in cancer research, female, age 28, single; 

(5) navy admiral, male, age 60, married with ten children; 

(6) a trustee of the hospital whose gifts of money and influence have made the construction of the hemodialysis unit possible, female, age 30, unmarried; 

(7) accountant for advertising agency, male, gay, age 45; 

(8) teenager, gender not indicated; 

(9) utility infielder for a professional baseball team, male, age 37, divorced, no children; 

(10) philosophy professor at a community college, male, age 40, married with one child, wife is expecting. 

You are told that the names of the members of the committee will be kept confidential to protect its decisions from political, personal, and economic pressures. You are also told that terms on the committee will last for approximately five years. 

After brief discussion, the committee decides that its first responsibility is to "decide how to decide" the matters of life and death with which it must deal. Each committee member will give an opinion and offer arguments for it. Then the discussion will begin. 

Each of the other committee members has given an opinion and stated arguments for it. Now all eyes and ears are focused on you. 

What would your decision on "how to decide" be? What kinds of arguments would you use to convince the other members of the committee? What kinds of considerations are relevant to the answering of this question? If your opinion were accepted, whom, from among the ten people listed, would be selected for hemodialysis, would be given a chance of living? Do you want further information from the hospital staff about the candidates for treatment? Why? Now, if possible, discuss your opinion with your fellow committee people. If this is not possible, how do you suppose the discussion with them will develop?2 

What we have here and what you have been asked to wrestle with is a classic situation of "triage."3 There are a number of different kinds of triage situation. The emergence of this one is related to: (1) the occurrence of the scientific and technical innovations which made the construction of hemodialysis technology possible and, (2) the great expense of producing it and using it in medical contexts. Again, if not all triage decisions become necessary because of new technological advances, they all share a similar nature and conditions and raise moral questions that are difficult and complex. 

Thus, this essay's purpose is to clarify and reflect upon the nature and conditions of triage and the morality of the decisions it entails. Such a task is especially important because none of us is immune from participation in the consequences and/or execution of triage decisions. To advance these purposes, what follows proceeds in four steps: 

First, the nature and conditions of "triage" will be analyzed in abstract terms. In this context, we will argue that triage decisions involve a "first" and "second" "sorting." Again, primarily in the context of the "first sort," we will briefly bring out some of the other classic, concrete settings of triage decisions. 

Secondly, how the concept of triage has been or could be applied to the "world food situation" will be brought out. But then it will be argued that its application, at the present time, is a mistake. 

Thirdly, the perplexing ethical questions raised by the "second sort" will be taken up. Such questions are not alien to the reader. They, no doubt, were touched upon while s/he was role-playing the member of the "Seattle committee." Here these questions will be addressed by reviewing the dispute on the triage issue as it has divided exponents of important if divergent ethical positions within philosophy. Thus, we will survey the arguments that divide the ethical "utilitarian" Marc Basson, the position of the "deontologist" James Childress, and the "mixed" ethical position of Nicholas Rescher. A brief criticism of their views will then be presented as well as a sketch of this author's proposal for how to "resolve" the issues which divide them. 

Fourthly, the example of hemodialysis with which this essay began will be returned to briefly. But this will be done in order to question the relationship between the complex “macro-allocation” decisions by which society distributes funds for (scarce) resources and the troubling “micro-allocation” decisions involved in the “first” and the even more problematic “second sort.” Again, such “macro-allocation decisions will be referred to as decisions of the “third sort.”

II. Triage Decisions and the First and Second Sorts

The French word "trier" means, literally, "to pick" or "to cull." It entered English as "triage." In this form it came to mean either the process of "sorting" agricultural products or the lowest grade of such products, e.g., broken coffee beans.

The further senses which the word has taken on are what interest us here. Thus, "triage" has come to mean both a kind of decision and the situation or conditions which call it forth.           First, then, “triage" involves a human decision about how to allocate life-saving         resources. But, secondly, it implies that the situation of such a decision is one of such scarcity resources in question that: all who are in need of them simply cannot receive them; at least some will die or be seriously harmed for want of them. In its new sense, then, "triage” retains its French root meaning as a kind of "sorting" or "culling." But now the individuals to be sorted are not stores of agricultural produce. They are the prospective recipients of the scarce, life-saving resource. And what is being determined is not the grade and, hence, the sale price of a good but, in the extreme case, who shall live to see another day. But there are usually two cases and, therefore, two stages of triage here.

Initially and more generally, triage describes a decision to sort prospective recipients of the scarce resources into one of three groups. They consist of:

a) The group of those who cannot be expected to survive even if they were to receive the resource;

b) The group of those who would recover even without the resource;

c) The group of those who can be expected to survive on the condition that they receive the resource immediately.

This preliminary division of potential recipients into groups a)-c), we shall call the "first sort." Such a "first sort" represents the first stage of triage. In our example of the “Seattle Committee,” above, the “first sort” into groups a)-c) was made on medical or scientific grounds alone, i.e., only ten patients out of twenty needed the scarce resource to survive. One assumption of such a “first sort,” then, is that it cannot be rational or fair to let all who would die succumb when some could be saved or those who will recover through other means, when this is at the cost of the resource which could save some. Finally, let us assume for the purposes of his paper, that from a moral point of view, the three-fold, a)-c) division laid down by the “first sort,” is relatively unproblematic. Again, we say this because such a division: (1) seems to follow spontaneously and rationally from the nature of the situation described; (2) rests primarily or exclusively on medical and scientific grounds.

But once some approximation to a first sort has taken place, there is usually a subsequent and more specific decision, and this brings us to the “second stage” of the triage decision. Again, because of the extraordinarily troubling and complex questions this case raises, we cannot assume that it is even relatively unproblematic. Thus, the “first sort” into groups a)-c) above, does not tell us:

1) How, when there are more individuals in category c) than can get the scarce resource needed to survive, we are to decide who shall receive it?

2) Who is to decide this further question and take responsibility for its execution?

Again, we will say that when a human subject or community makes a triage decision which answers these two difficult questions, the result is a “second sort.” The second sort is so problematic because once made, some who could  have lived will, in fact, die or suffer great harm.

Finally, there seem to be at lest three recurring contexts in which triage decisions take place.

First, as said, it was the expense, limited capacity and, therefore, the short supply of an innovation in man-made, hemodialysis technology which generated the situation which the Seattle Committee was instituted to solve. One can imagine similar medical situations arising in the wake of the perfection, by scientists, of: (1) other forms of artificial organ technology, e.g., the artificial heart; (2) technology for heart, lung, and other transplants; (3) expensive drugs for the treatment of diseases, etc.

Secondly, warfare is a classic setting for triage decisions. Thus,  the battle-field divisions of the wounded into the "fatally" wounded, the "walking" or only superficially wounded and the "seriously" wounded, correspond to our a)-c) classification.

Finally, disasters of either a man-made or natural kind are sites of first and second sort triage decisions by the relief workers, paramedics, mobile units, and physicians who arrive on the scene. Such sites could include those of a building collapse, a ship- or train-wreck, a fire in a crowded restaurant or hotel, a famine or drought in a third world village, an earthquake or storm, a terrorist raid, etc. Again, the quantity of medical care available in the two previous cases will determine whether a second or only a first sort is necessary.

III. The Problem of Feeding Humankind: A Triage Situation?

Some have argued that the contemporary, "international food situation" is or is fast approaching one in which the triage concept must be applied. In this situation, the prospective recipients are the "underdeveloped countries" of the world. The prospective suppliers of scarce resources are the "developed countries." First, the scarce resources are:

(1) The limited food surpluses produced by the "developed nations;"

(2)The financial, economic, domestic and political institutions, as well as the social infrastructures, e.g., roads and developed waterways, communications networks, etc., which make it possible for the population of a nation to feed itself and sustain a life-style in which birth rates are not excessively high;

(3) The educational institutions necessary to bring about, hand on, and expand the competencies among its citizens which eventuate in (2) and, eventually make the need for (1) superfluous.

Again, the underdeveloped countries are to be divided into three groups paralleling divisions a), b), and c), above.

First, some underdeveloped countries are extremely far behind in building up the institutions and infrastructures described in (2) and (3), above, Thus, for the indefinite foreseeable future they must remain entirely "dependent" upon the ever increasing, mass foreign aid of the developed countries (cf., (1), immediately above). Again, this growing dependence is unavoidable if they are merely to avert immediate famine, mass starvation, etc. These underdeveloped countries correspond to group a), above.

Secondly, there are some underdeveloped countries whose investments in (2) and (3) have been considerable. But this has made them relatively self-sufficient, set them on a path of growth, and made them capable of absorbing limited setbacks in their ability to feed themselves without requiring foreign assistance. These correspond to group (b), above.

Thirdly, there are some other underdeveloped countries whose investments in (2) and (3) have not been sufficient to avert hardship and famine. But, they could, in the near future, attain self-sufficiency if tided over with contributions of food (cf. (1), immediately above), venture capital, training, etc. (cf. (2), immediately above). These correspond to group c), above.

If this correctly describes the contemporary situation, then, it is argued, the developed nations of this world are faced with a "first sort" choice between two irrational situations, two evils. Both pertain to group a), above. The first and "lesser evil" between the two, would be the choice to allow the populations of underdeveloped nations falling into group a), above, to starve. But, the other, and "greater evil" would be the choice for generosity! the choice to go on feeding the nations which fall into group a), above! This choice represents the less beneficial option because the countries in this group are "unsalvageable." They would draw on the surplus and then the necessary resources of the developed nations. And because their needs are both so great and ever increasing, they would go on drawing on them until they threatened, first the developed nations and, then, the entire human species with the danger of food shortage, famine and, therefore, ruin and destruction. For the good of humankind, then, we must choose the lesser evil: aid must only be granted to the countries falling into group c). Again, there is the further question of the even more problematic "second sort," of how aid is to be allocated when it is sufficient to avert tragedy in some out not all the nations within group c).

In reply, we would argue that: (1) the facts about the contemporary "food situation" do not support the previous interpretation in terms of triage; (2) the developed nations are not at the present time nor will they in the imminent future be faced with the tragic, either/or choice described above. And we take up these points, as well as our own recommendations, under the following five headings.

First, then, the contemporary world economy is marked by global "interdependence." The underdeveloped nations depend upon their developed counterparts for food, investment, etc. But the developed nations are highly dependent upon their underdeveloped counterparts for natural resources, markets for their goods, and cheap labor. Thus, it is estimated that in 1985, 80% of U.S. needs for nickel and tungsten, 90% of its needs in aluminum, and even higher percentages of its needs in chromium, manganese, and tin were met by underdeveloped nations. Again, the General Electric Corporation sends components to Singapore where they can be assembled for wages t-jell below a dollar rather than an Ashland plant where wages are more than four dollars per hour. And International Telephone and Telegraph has over 425,000 employees in over 70 countries. Again, the United States remains a net exporter of food and grain and, until recently, of televisions and automobiles. But, then, it would seem that the developed countries could not abandon their underdeveloped counterparts without undercutting the conditions of their own welfare and, at a certain point, their own survival.

Secondly, the developed nations, e.g., about 6% of the world's population, use up a much larger percentage of the world's natural resources than the underdeveloped countries, i.e., about 40% of the total. But this raises such questions as: who has a right to the natural resources of the planet? Have the developed nations been able to accelerate and sustain their own growth only by unfairly exploiting the cheap resources and labor of the underdeveloped countries? How might or could such resources be distributed in a just fashion? Don’t the developed as well as the underdeveloped countries owe each other such a just distribution? In this capacity, and independent of any theoretical discussion of these matters, the reader might note that the world market has begun to adjust prices in the direction indicated. Thus, in the early seventies gasoline cost 20 cents per gallon at the pump.

Thirdly, it is estimated that during the 1960's world food production rose by 2.8% while world population rose at a slower rate, about 2%. Again, in the 1970's world food production slowed to an increase of 2.4% yearly. But world population growth also slowed to an estimated 1.8%. This does not, mean that there is no food problem in the world. One need only think of the tragedies in Bangladesh, Ethiopia, etc. But despite the preceding tragedies, these figures suggest that the world is not yet approaching universal famine, that diagnosis of a triage situation of the second or first sorts, with their difficult, tragic choices is, at least, premature.

Fourthly, the fact that world famine is not imminent heightens the responsibility of all but especially the developed nations. This responsibility is to foster global well-being and, therefore, the forms of international cooperation that will avert the onset of the triage situation. Underdeveloped nations must invest their limited surpluses wisely- and with the long-range future in view. They must definitely receive international support when they do so. Priority, then, will be given to building up the relevant financial, social, domestic, agricultural, and educational institutions and viable infrastructures. Priority must not be given to financial speculation in western financial markets. Advanced nations must accelerate this process by contributing: new, relevant forms of agricultural technology, hybrid and bio-technologically engineered grains, etc.; just payment for resources; encouragement of the life-style changes that lead to lower birth-rates; information and teaching resources; an example of rational international action based on persuasive arguments, appeals to international welfare and justice and not to threats of force, etc. Again, their contributions in these areas must be specifically tailored to the local needs, the level of development and the real, proximate possibilities of the nations to be aided. If they are not, they will come to naught.

Finally, the problem of adequately feeding everyone in this world is complex and long-term. Again, none of us will be able to avoid the physical and/or moral effects of ignoring the problem or allowing it to be handled badly. Thus, the responsibility rests on all of us and, especially, the educated and the leaders to: (1) think about and find solutions for this problem now and not when it is too late to avert the need for triage decisions on a global scale; (2) cooperate with the policy implications of these solutions once they have been found.

IV. Responsible Decision and the "Second Sort"

Who shall live when resources are too scarce to accommodate everyone in the c) group? When "not all can live?" when decisions of the "second sort" become unavoidable? Again, who shall decide these questions? Our Introduction, above, asked you to try to answer them. To advance the discussion further, we would reflect upon and, finally, criticize several classical kinds of answers to these questions.

A. Utilitarian Response: Marc Basson

For the utilitarian, the "first principle" of ethics is that all human beings act for the sake of gaining pleasure and avoiding pain. Thus, human choices are to be judged good or bad according to their pleasure-enhancing and pain diminishing "consequences." Such consequences, the theory holds, can be measured quantitatively. For this reason, the individual is able to calculate rationally the greatest balance of pleasure over pain, of benefits over costs and, thereby, determine what is to be done, etc. Again, if pleasure is identified with happiness, then the point to human deliberation and choice is to lead to the actions which bring about the greatest possible balance of "happiness." On this view, then, human beings are, basically, selfish and "self"-interested by nature, since they are obliged by virtue of being human to maximize their own "happiness." But the utilitarian argument does not end there. It claims that a corollary of its first principle is that the individual must consider the "social utility," the "social consequences" of his/her actions. Again, these consequences must be considered so that the greatest balance of pleasure over pain can be produced among members of the individual's community. Why should the self-interested utilitarian consider the good of the community? In general, the answer given is that the "cooperation of others" is a "means" through which the individual can attain a "greater balance" of happiness. Thus, the individual is committed to considering the "social utility" of his/her actions for essentially selfish reasons, i.e., s/he needs the other to further her own ultimate interest in happiness. With this corollary sketched, the criterion of a moral act or public policy can be stated in more general terms. Thus, the morally good act is that one which produces "the greatest good," e.g., the greatest net balance of pleasure over pain, "for the greatest number."

The utilitarian, Marc Basson, argues that scarce, lifesaving resources are "social" in character, are, in fact, "social resources." They are social resources because they are predominantly invested in, built and staffed by grants from government and charitable foundations. He would side with our last author, Nicholas Rescher, here. And Rescher argues that if decisions of a "second sort" are to be made,         then those who make` them:

Should certainly look upon . . . [themselves] as… trustee(s) for the social interest . . . [but then they are] clearly warranted in considering the likely patterns of future services to be rendered by the patient for nation, etc.] . . . . In its allocation of . . . [scarce, life-saving resources], society "invests" a scarce resource in one person [or nation, etc.] as against another and is thus entitled to look to the probable prospective "return" on its investment.

But what sorts of factors should be taken into account if a "second sort" is called for and "social utility" is to be maximized? if, in its choices, society is to look after the maximum "prospective "return" on its investment?" How and by whom should such maximization factors be determined? Basson argues for "committee determination" of both social utility and actual decisions on allocation. But such committees should not merely consider what the citizenry of a nation or set of nations desires at a given moment. Rather, the committee should try to make an "objective" determination of what decisions are really in the "social interest." To do this, it should take into account--the best economic and social predictions about what the nation "needs" and will need; the testimony of experts; the need to correct and compensate for possible prejudices in public thinking; the long term character of its tenure, e.g., its need to develop in its apprehension of what is socially useful, change its factor analysis when what is useful to society changes, correct its errors in decision when they are made and this is possible, etc. Again, Basson cites Leo Shatin's list of factors relevant for committee consideration if its decisions are to be "objective" from a social utilitarian perspective.  Thus, social utility factors for determining candidacy for scarce resources would include:

(1) Economic productivity;

(2) Age and number of productive years left;

(3) Marital/family or public status and responsibilities; (4) responsibilities for the welfare of others;

(5) Prognosis for a full recovery;

(6) Relations and dependents, e.g., children, friends, personal relations in the community, etc.; 

(7) Society's need for the individual's services; 

(8) Potential contributions to the cultural life of the community, e.g., music, painting, poetry, etc.;

(9) Past contributions insofar as they are an index of future ones.

Again, there will be difficulty in determining how to weight the relative strengths of these factors, e.g., is factor (7) more important than (9), or (3) than (4)? There may be uncertainty about: when to add or delete factors; how to predict such things as future productivity; how to apply the criteria to decide particular cases, etc. Still, Basson would argue, difficulty and uncertainty are not equivalent to impossibility. And this is especially so when a long-term commitment has been made to learning the best means of doing so and to correcting errors.

Three final points must be made here:

First, some who are taxed or otherwise contribute to fund the development and institution of the scarce resources in question will either (1) never need them or (2) not fare well as candidates for them, given the ten factors specified or some other set of factors. Although this is true, Basson argues that these individuals will still benefit from the "social utility" method of making second sort decisions. The benefit springs from the greater "payoff" to all members of the community brought about by allocating scarce resources on social utility grounds, i.e., those selected in this way will be highly productive, contribute "most" to the life of their community.

Secondly, Basson points out that no matter what selection method is decided upon, those who have been passed over in the second sort will feel terribly and be difficult to care for. Still those who are selected on social utilitarian grounds may at least feel better about themselves because they are convinced that they really deserve to live.

Thirdly, Basson concedes that the use of the social utilitarian calculus in situations of the second sort may yield "roughly equal" tallies of benefit and burden in the case of two, three, or even in many candidates for the scarce resource in question. Under the circumstances, he acknowledges that to select a recipient, resort may have to be made to "chance," e.g., to a "lottery system," etc. Again, he does not indicate how "roughly" equivalent such evaluations must be before such further, non-utilitarian considerations should be introduced.

B. Deontological Response: James Childress

Immanuel Kant is the father of "deontological" ethical theories. Briefly, he believed that the "practical reason" of human beings must ultimately acknowledge certain "postulates" of the "moral law" or, as he called it, the "categorical imperative." In a first formulation, Kant claims that the categorical imperative obliges human beings only to act on principles that can be "universalized." Thus, promise-breaking violates the categorical imperative because were it universalized, it would render the very notion of promise-making and, therefore, any society based on trust, impossible. In a "second formulation," the imperative obliges unconditional "respect for human persons." Such respect requires that one treat the other: (1) never merely as a "means" to one's own or society's "utilitarian ends;" but (2) only as an "end in one's-Self," as a bearer of ultimate, not-to-be-calculated-with, "value." Again, it would be on such an imperative that any human appeal to "justice," "equal rights," or even "equal opportunity" would, ultimately, depend. Finally, Kant justifies his claims by the argument that human beings cannot live moral lives singly or in community, without conforming their choices to the imperative.

James Childress approximates to the deontologist's position when he reminds us that the "lives" of human beings hang in the balance in situations of the second sort. Goods and the unequally developed talents of people are properly and adequately quantifiable on social utilitarian grounds. Thus, we distribute money unequally both to people with different or more highly refined talents but also for different, non-human "goods." But, he claims, it is both practically impossible and ethically wrong to assign value to the lives of human beings in the same way.

First, it is practically impossible to use utilitarian criteria to assign value to human beings. This is because there is no guarantee that the decisions made either by a committee or even the voting majority of a community will be free of prejudice and/or arbitrariness. Thus, as noted, an actual triage committee was formed at Seattle's "Swedish Hospital" in 1962. Some noted authors have argued that there was a prejudice towards "middle class values" in their decisions that such matters as marriage, cub-scout leadership and regular church attendance figured in their decisions. Thus, one commentator has been led to say that "the Pacific Northwest is no place for a Henry David Thoreau," i.e., someone with an unorthodox life style, "with bad kidneys."1s Furthermore, suppose, for the sake of argument, that Leo Shatin's list of relevant, utilitarian factors was agreed upon in an unprejudiced manner. Exactly how ought the factors on the list to be weighted when decisions have to be made? Shall the promising poet or painter, or architect or dentist survive the second sort? Finally, second sorts made on utilitarian grounds will have to rely upon estimates of individual's future "contributions" to society, etc. But how accurate are such estimates likely to be in any given case? How accurate are they in parallel cases when it comes to predicting success or failure in college, on a job, etc.

Secondly, it is also ethically wrong to assign value to the lives of human beings on utilitarian grounds. It is ethically wrong because it reduces the value and dignity of human beings to that of the social roles, relations and functions which they occupy and discharge, to their usefulness as "means" to others' satisfaction. But as human beings, we all have an equal right to life, an equal right which social utility criteria necessarily violate. Again, Childress goes on to argue that the doctor-patient relationship [and, by extension, that between the developed and underdeveloped nations?] is one that is based on trust. In this context, trust implies the doctor's [the developed nations'?] at least implicitly operative pledge to do everything within his/her power to save the patient. If utilitarian considerations are allowed to invade that relationship, the patient will inevitably recognize that s/he is being treated as a mere "means" to social, scientific or other ends. But this violates the doctor's implicit pledge and must inevitably destroy the trust which makes medicine as a profession [as well as just international relations?] possible.

But how, then, is the principle of respect for persons and, therefore, the rights of each member of a group subject to the second sort to be preserved? Childress argues that this right is preserved if each individual's "equal opportunity" to secure the scarce resource in question is secured. But equal opportunity is itself best preserved by basing second sort selections on chance, i.e., a lottery system or a system of first come, first served.

But four further points should be made here.

First, suppose that the "committee" which had to "decide" the criterion to be used in making the second sort was the community as a whole. And, following the reasoning of John Rawls, suppose that each of its members: (1) was ignorant of his/her own as well as others' talents, capacities, i.e., their social worth; (2) was able to "calculate" rationally what was in their best "interest." But even here they must opt for chance. And they would inevitably do so because they would have to acknowledge that as a criterion, it alone guarantees each individual's equal opportunity to the scarce resource to be allotted by the second sort.

Secondly, Childress claims that the psychological stress caused by rejection in the second sort would be easier to handle if the selection were based on chance. And his argument for the claim is that as a reason for rejection, the judgment that an individual is of inadequate social utility, of inadequate social value to the community would be, literally, unbearable.

Thirdly, Childress argues that basing the second sort on chance removes: (1) the need for decisions by committee and, therefore, (2) the burden placed on human beings to "play God" and decide matters of human life and death. Again, Childress notes that on his proposal, even "the rich" will not be able to avoid their confrontation with chance when it comes to the second sort, that even they are only being guaranteed an equal opportunity to the scarce resources in question. But he adds, somewhat cynically, that this may further motivate their investment in the removal of the scarcities which would periodically make their exposure to the second sort necessary in the first place.

Finally, Childress acknowledges that some exceptions to his proposal might have to be made. Conditions of such an exception would be that the individual is: (1) indispensable to the life of the community; (2) so indispensable that we would be willing to take back the scarce resource already allocated to some individual. Thus, in times of war, it might be necessary to except a scientist working on research essential to national survival, the president of the country, or a key diplomat. But what of a scientist "on the verge" of a cure for cancer or kidney disease? or a diplomat close to an agreement on international arms control? Childress offers no further clarification of when social utilitarian criteria are to be allowed to supercede chance.

C. Mixed Response: Nicholas Rescher

In his "The Allocation of Exotic Lifesaving Therapy,"" Nicholas Rescher first attempts several refinements on criteria of first sort inclusion. But he then divides the second sort process into two stages, what we will call a "preliminary" and an "end" stage. And it is this division which this essay must now briefly interpret.

First, Rescher specifies five criteria which must be taken into account by committees, when they are "deciding how to decide," i.e., constructing systems on which to base preliminary, second sort selections. Their grounds are predominantly utilitarian but they include a deontological component. These criteria include:

(1) Relative Likelihood of Success--thus, when possible, individuals whose conditions are reversible, who will, therefore, not need life-long application of the scarce resource should be favored;

(2) Life Expectancy--thus, those who because of age or other factors, e.g., a second debilitating illness, would only probably enjoy a short future life, should not be favored;

(3) The Family Role Factor--thus, those who fulfill many responsibilities towards others in the society and, therefore, have many dependents, e.g., an unwed mother of nine children, should be favored over those who do not;

(4) Potential Future Contributions--thus, those who, by talent, training, past record, etc. are likely to contribute most to society’s future and those who were they to die, would leave behind the greatest burdens, should be favored;

(5) Past Services Rendered--thus, on grounds of justice and equity, these must be taken into account even if no further social utility accrues to society because of selection on their basis.

As said, Rescher claims that any adequate system for second sort selection must take the preceding five factors into account. But, he adds that how they are to be taken into account cannot be specified in "general terms"'. And if he suggests that equal weight should be given to factors (1)(2) and (3)-(5), he goes on to claim that the outcome of such a tally should not "dictate" committee policy but only "guide selection." Thus, one of his section headings acknowledges what he calls "The Inherent Imperfection of Any Selection System."20 Finally, Rescher indicates that any application of the system based on the preceding five factors should narrow but not eliminate the gap between those in need and those who can be saved. Thus, at the close of the "preliminary" phase to the second sort, our initial group of candidates will have been narrowed to one in which: (1) no major reasons for preferring any one to any other can be found; (2) more still need the scarce resource in question than can be accommodated.

Secondly, Rescher argues that to complete closure of the gap between need and want and "end" the second sort, an element of chance should be introduce into the selection processed. But this should be done through lottery selection from among the group constituted by the preceding, "preliminary" phase of the second sort. Again, Rescher claims that there are three major advantages to introducing chance into the second sort procedure. With Childress, he argues that it will vitiate some of the "awesome burden" on members of the selection committee. He also, familiarly, contends that it will make matters easier for rejected group members. But he adds that precisely because all criteria-based selection systems are "inherently imperfect," that chance should be introduced in order to: (1) rule out the appearance that selection follows from an automatic, mechanical and unerring process and, (2) therefore, acknowledge such "imperfection." Thus, Rescher writes that:

Outright random selection would . . . seem indefensible because of its refusal to give weight to [utilitarian but, also other deontological] considerations which, under the circumstances, deserve to be given weight. The proposed procedure of superimposing a certain degree of randomness upon the [five] rational-choice criteria [mentioned above] would seem to combine the advantages of the two without importing the worst defects of either.

Still, we must add that, as it stands, Rescher's way of including both utilitarian and chance elements into his selection system must prove ultimately unacceptable to, respectively, the purely deontological position of Childress and the fully utilitarian position of Basson.

D. Critical Response

In footnotes to the text cited, above, Rescher quotes from F. M. Parsons. I would cite two of his citations.

…other forms of selecting . . . [candidates for scarce, life-saving resources] are suspect in my view if they imply evaluation of man by man. What criteria could be used? Who could justify a claim that the life of a mayor would be more valuable than that of the humblest citizen of his borough? Whatever we may think of individuals none of us is indispensable;

On the other hand, to assume that there was little to choose between Alexander Fleming [e.g., Albert Schweitzer, Mother Theresa, etc.] and Adolph Hitler . . . would be nonsense, and we should be naive if we could not be influenced by their achievements and characters if we had to choose between them.

But the point to my citing of Rescher's source is not to support Rescher's position. Rather, it is to put the question of the second sort on another "basis." For the point is that any or none of the preceding three approaches may be relevant in any given triage situation. And this is the reason why both Childress and Basson admit exceptions to their principles and Rescher acknowledges the imperfection of any abstract system of principles. Rather it is only the "good man," the "good woman" who, in the concreteness of the given triage situation, will be able to decide what and which approach is relevant and ought to be followed, how and why the relevant, second sort decisions should be made. Thus, we should compose our triage committees of such people. But who is the good man/woman, the one with the power to judge, to decide such difficult issues? If, like Basson et. al., I cannot give an exhaustive set of criteria, I can perhaps specify some of his/her qualities in order to foster our own more concrete identifications. The good man or woman, then, will be one:

(1) whose life has been implicitly or explicitly committed to:

A. observing the following five precepts--be attentive, be intelligent, be rational, be responsible, be loving;

B. testing and correcting his judgments and decisions in faithfulness to: 

1) the preceding precepts;

2) the ongoing series of questions which his claims to know and his action in the world raise;

3) the good points raised by "others" in his/her discussions with them about these issues;

C. removing every form of bias and prejudice from his living, again in faithfulness to `he preceding five precepts, etc.;

(2) who has gradually learned in this way to deliberate and act well:

A. upon matters of human concern generally, i.e., upon issues such as--what constitutes a human life worth living; what it means to be a friend to someone; what justice is and what it entails in one's own life and in my dealings with other, etc.;

B. within concrete triage situations. But this will involve further areas of learning such as:

1) one's "appropriation" and probable "criticism" of the "common sense" beliefs and values of people in the society and the situation;

2) one's "appropriation" of the relevant scientific and technical knowledge which bears on making a decision in the situation, etc.

Such a person or a committee of such people in dialogue, would be equivalent to a living, growing, self-correcting "criterion" for the second sort. Such a person, such a committee, will have the powers of insight, judgment, and decision necessary to determine: what ethical principles approximate to but can never fully capture; when and how to mix or not mix utilitarian, deontological, chance and/or other considerations; when exceptions ought and ought not to be made in any case; when what is needed is further research into the relevant questions which the situation raises, etc. Again, if "judgments" and "decisions" so "based" are not always capable of being rendered in terms of abstract principles, they are nevertheless not merely arbitrary. For they are informed by reflection upon and repeated criticism of their own and their society's past performance. And their ultimate warrant-is the ongoing commitment to justice, virtue, and wisdom of those who make them and which (1)-(2), above, are designed to represent. Again, in the best but, perhaps, unrealizable case, attempts should be made to: (1) form groups from among the local, affected triage candidates themselves; (2) foster both communication among them and some approximation to the attitudes of intelligence and responsibility- that would qualify them to make such decisions among and for themselves; (3) thus, offer these groups the opportunity to constitute the triage committees in their own cases. Where such groups could not be formed or once formed could not decide among themselves and for themselves, decision would recur to the regular committee. And it would be expected that at least some of the members of these committees would be drawn from qualifying members of other, similar groups of such candidates.

V. Triage and Micro- vs. Macro-Allocation Decisions

In 1972, a rider mandating Medicare reimbursement for kidney dialysis technology and transplantation was added to HR 1, a major bill amending that year's Social Securities Act. Passage was predicated on the conviction that lives could be saved arid that costs would be and remain low. The program the bill mandated remains in effect. It has virtually eliminated the problem of deciding second sort issues related to renal failure, issues which made the Seattle committee necessary and formed the backdrop of our introductory, intentionally dramatic example of triage.

But., first, cost estimates even during the first year were three to seven times too low. Fourth year costs were, approximately $500 million. And by 1987, 85,000 kidney patients were being serviced under the program at an average individual cost per patient, per year of $22,857, a total cost of $2.4 billion, and a projected annual increase of 5%. Again, the late '80s, unlike the early '70s, have been years of enormous and ever mounting federal budget deficits. Those deficits have been forcing Americans to realize what has always been the case--which their resources, though great, cannot satisfy the potential infinity of their needs. Thus, it is now commonly recognized that the government cannot simultaneously keep taxes low, generate an expanding series of offensive and defensive weapons systems, and continue to fund domestic and social welfare programs at current level . But, these recognitions force the raising of the question of whether, when American society is looked at as a whole, the $ 2.4 billion spent on kidney patients--is doing more well than other of its possible uses; has been allocated fairly or "justly." Again, kidney patients now constitute 1/4 of 1% of Medicare beneficiaries. Yet they consume over 4% of the total payments made by the total Medicare program. But this again raises the question of justice within the narrower context of Medicare disbursements and annual allocations of federal funds to its programs.

Secondly, a just allocation of resources implies an "equitable" distribution of: (1) the "goods" society can dispose of, and (2) the "burdens" which must be borne to generate them. Such goods can themselves be distinguished into (la) "particular goods" which are "consumed" and which contribute directly to the individual's "standard of living," and (1b) "capital goods" which are not "consumed" in this sense, but are used to generate the recurrent flow of desired, particular goods. Thus, to produce the desired particular goods, e.g., the relevant knowledge in the biological sciences, medical expertise, and a prototype of life-saving kidney dialysis technology, etc., may require long time intervals, and millions of dollars of investments in facilities, "manpower," medical and technical research, the testing and construction of mock-ups, etc. Again, the "original investment" in the desired goods "pays off" at a still later date when, through further investments in equipment, education, and the setting up of new institutions, the desired goods can be "mass produced," i.e., distributed to all who need it. In the case of kidney dialysis, the first phase was concluded in the early sixties when Dr. Belding H. Scribner perfected hemodialysis treatment at the University of Washington in Seattle. The second phase of the preceding process only concluded its "pay off" in 1972 when its costs were assumed by the federal government under the Medicare program. But the situation has changed since 1972. Since then, technical advances in surgical techniques, immunosuppressive therapies, etc., have made heart and liver transplants practical realities. And these advances have again set the stage for the second or "payoff" phase in the investment process. Thus, heart transplants now cost approximately $100,000 for the operation and another $5,000 for yearly maintenance afterwards. Again, if there is a shortage of donors, still there are over 140,000 candidates for such heart operations per year. Should the federal government (and/or private donors) invest massively in the research and development of artificial hearts? Should it begin total funding heart transplants under Medicare? Assuming that under the circumstances, the cost of doing so is currently prohibitive, is it just to force second sort decisions in the case of heart or liver patients and not in the case of kidney patients? Should services be withheld or withdrawn from kidney dialysis patients to free up funds for patients who need heart or liver transplants? Again, gene therapy, magnetic resonance imagery, and interlucken II therapy are all expensive, potentially beneficial technologies. Is not the option to help kidney patients one which, in effect, "drains funds away" from their development? Or since kidney dialysis is life-sustaining but not curative, should it be phased out in favor of relatively in-expensive preventive and primary care programs designed to: identify and treat hypertension in adults--a major cause of renal failure? Again, myoclonus is a severe, almost totally debilitating nervous disorder which affects over 2,000 Americans per year. Its symptoms can be effectively controlled by the extremely expensive drug L5hydroxytryptophan. But because of the small number of those afflicted with the disease, its great expense and, therefore, the great financial losses its production involves, drug companies currently refuse to produce it. Thus we have an instance of so-called "orphan drugs," and the failure of an initial investment to pay off for its potential recipients.28 Is it fair to continue aiding kidney patients and would it be just to help the large numbers of cardiac, liver or even AIDS patients while ignoring the needs of this small group of afflicted patients who can be helped? Finally, do not all such real or proposed expenditures "drain resources away" from the "real" needs of society? needs which, were they met, would lead to major improvements in public health? I am thinking of such needs as--adequate education for every child; adequate housing; adequate and balanced, health-giving nutrition; the re-building of our cities, of our capital infrastructures, etc., etc.?

Thus, this essay has advanced from the "micro-" allocation questions implicit in the scarcity of needed resources, e.g., kidney dialysis technology and expertise, heart transplantation techniques, medical care on a battle field, food for famine-stricken third world nations, etc. To "macro-" allocation questions. Let us call such exceedingly difficult issues, questions requiring a "third sort." But questions of the third sort head for judgments of value and decisions on how society will: (1) set and execute priorities for the distribution of the advancing, "gross aggregates" of its goods; (2) thereby inevitably create in certain areas, the scarcity/shortage situations within which the issues of a first and second sort will have to be raised, answered, and executed; (3) face its own "finitude," the limits of what it can and cannot do with respect to prolonging human life and diminishing human suffering. Again, to exceed, to have exceeded such limits will be merely to destroy whatever capacities there remain for addressing such problems. And to remain conservatively shy of them is to be irresponsible, unresponsive to the needs and potential future of human being and community.

But, then, "triage situations" do not come from out of the blue. They have histories. And those histories are in large part brought about by the "macro-allocation," or "third sort" decisions of the communities of which they form a part. These decisions pertain to how the finite, ongoing and complex "sum" of the resources, talent, energies, potential and actual investments, etc. of a community are distributed in the first place. Thus, the resources of a community may be large, but they cannot be unlimited. At some point "this" rather than "that" need of the community must be addressed. And it can be addressed well or poorly. But here lay the largely socially and historically determined seeds of the multiplicity of triage situations.

In conclusion, then, the micro-allocation dimension of triage situations, ultimately leaves its student no alternative but to take the broader view, the wider perspective.30 It motivates one's study of the relevant histories of technical, economic, and political decisions of one's community. It recommends interpretation of them from the vantage point of the best economic, scientific, political and philosophic theories of the day. But to study history in this manner is, in large part, to consult the record of: (1) how one's community has addressed the problem of its own "finitude;" (2) one's community's attentiveness and/or blindness, intelligence and/or stupidity, rationality and/or irrationality, responsibility and/or irresponsibility in dealing with problems of the third sort; (3) how factors (1) and (2) have, in fact, brought about the situation in which micro-allocation decisions of the first and second sorts have become or will, inevitably, become necessary. Again, to study history in this manner is not something that can be done alone. It requires a community of like-minded inquirers. But the need for such study should not discourage. Rather, it should motivate commitment. And commitment would be to the precepts by which human beings, both individually and communally, and on both the micro- and macro-allocation levels, etc., can go on developing. But such development will yield community of commitment. It will yield the kind of community- which can maturely carry on the collaborative process of addressing adequately the historically situated problems which continue to confront it. And it would yield re-dedication to the precepts which fostered such community originally and continue to direct and sustain it--be attentive, be intelligent, be rational, be responsible, be loved.
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