THE DOCTOR AND THE TERMINALLY ILL

<hoo Oon Teik Dying is not only a biological process but a psycho-
logical and social process which begins when death
becomes prediclable. It may take days, weeks or
months before the terminal event of death. The real
crisis of dying for the terminally ill patient is an aware-
ness that life is threatened; that he may soon die; that
he must face the meaning of his life now before death
takes place (1). This crisis invariably has psychological
and social implications which few patients can evade
or deny, Death cannot be denied but its dignity can be
by thoughtless, unfeeling and overscientific care.
Deathis probably the loneliest experience any of us will
ever have 1o face. Those who are dying reach out for
support and companionship to trusted advisers and to
those they love most (2). Physical death represents the
inescapabte end of every human life for in the created
order of nature, all living organisms decay and perish
withtime.

Our attitude towards dying and death is important
because of social, psychological and retigious implica-
tions. Since birth we are conditioned by our experi-
ences and traditional practices. Not a few of us in the
older generation can recall the dying of a loved one at
home surrounded by family and friends. In constrast,
today dying occurs more often than not in the ward sur-
rounded not by the family but resuscitation equipment,
monitors and especially in the intensive care ward by
strangely clothed nurses, technicians and doctors. In
Malaysia and Singapore, relatives when they sense the
impending death of a loved one would request
discharge to allow the person to die at home. However
with more high rise flats where room is scarce and
privacy difficult, more elderly patients are left to die in
hospitals.

Attitudes to death depend not only on tradition, train-
ing and the times but also on the perscnality and beliefs
of the dying person. In Bali, funeralrites are regarded as
a festive celebration by the entire village. In Singapore,
the death house is passing away as an institution. How
each man relates to the fact that death is certain deter-
mines his basic personality constitution. Man has to
come to terms with his own mortality one way or
another. The inevitability of death could create an
anxiety over non-being and other symptoms of person-
ality disintegration. However each manif he is to live a
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C D Kean has called this fear of death “Man’s most
universal anxiety™ (5). Basically, man's fear of death
springs from three sources (6), each of which poses a
definite threat to his being, for all demand that he
prepare himself for an event entirely foreign to his pre-
sent thereby affording no opportunity for preparation
for one cannot learn from his own death — he can but
die(3).

The first source of fearregarding deathis associated
with the thought of physical pain and suffering which
are commonly believed to accompany the dying pro-
cess. While these morbid fears are generally true today
because most people lapse into coma orare sedated in
their terminal illness, it is still not uncommon to find
that many endure long hours of agony prior to death.
Bowen and colleagues have said, “Extinction itself is
less feared than the process that brings about the pro-
gressive dissolution of the things that have been consi-
dered tobe acts of living" (7).

The second main source of fear is the thought of
leaving one's loved ones behind, This creates analmost
unbearable anxiety as it threatens to cut off all of the
meaningful relationship for which he derived security,
happiness and inner stability, He fears that all that he
has lived for in terms of family and friend and the love
he has given and received will come to an abrupt end. If
he finds no meaning in the life beyond that which he
himself puts into it and what transitory relationship he
obtains from it, the thought of death promises to
destroy everything thatever mattered (7).

The third basic source of fear of deathis the thought
of entering an unknown realm of one sort or another.
The nature of man fears that which he cannot compre-
hend and he cannot by any means conceive of himself
in a state of nonbeing, although he knows this is inevi-
table. Therefore as a result, he tries to allay his anxiety
by creating itlusionary defences. Unless he obtains
satisfactory and workable solutions to deal with the
seeming meaningless of death, his anxiety becomes
intolerable.

Accoording to Kubler Ross there are 5 stages
through which a patient may progress before achieving
acceptance of death — denial {‘'no, not me’), anger {'why
me?’), bargaining{‘yes, itis me but...."}, depression (‘itis
me') and acceptance (8). Without the courage to face
the possibility of death and without the face to retreat
extreme reactions such as self-induced paralysis may
be a way cut (1). Psychiatrists term it conversion
hysteria. Such interactions between the feelings of a
person and his physical conditioni.e, a psychosomatic
interaction may take other varied forms such as fever,
rigors, pain in various parts of the body, vomiting, night-
mares, fainting episodes et¢. They may occur in the
patient or the relative(s) unable to realise their true feel-
ings or accept their grief.

For too long we have thought of care of the dying as
second rate medicine to be relegated a low priority in
the health services and to be assigned to assistant
nurses. Three main categories of people are involved in
this service:

1) The healthteam,inparticular the physician
2) The family, in particular the spouse
3) The pastoralteam,inparticulartheminister

Obviously the first essential is good communication
e.g. between the staff and patient over and above
clinical experience which presumes the latest
advances in medicine. The patient needs
encouragement and education because his chief fearis
isolation from those he knows and those he loves, Bad
communication causes undue suffering. The dying
patient feels totally alone and retreats more and more
into himself. His fear of dying and death is real and
relates to:
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a) Separation from family, home or job

b) Being unable to complete some unfinished task or
responsibility

¢) The consequences for the dependants

d) Becoming dependant on others, of losing control of
physical faculties, of being a nuisance

e) Mutitation or pain

f} Death itself — fear of what they may face after
death in association with feelings of unprepared-
ness (2). Few patients talk to doctors about these
fears but in fact they appreciate an opportunity to
do so.

The experience of those working with terminal
patient is that the pain associated with advanced can-
cer is chronic, constant in nature even if variable at
times (9). Chronic pain is a situation rather than an
event and normally gets worse rather than better and
frequently expands to occupy the patient's whole
attention. It is impossible to predict when it will end. It
is therefore a meaningless experience which is
exacerbated by other unrelieved symptoms such as
fear, anxiety and depression. Pain requires a correct
use of analgesic drugs. If his analgesic is given regu-
larly in a dose carefully assessed to cover a little
longer than the chosen period, pain need never intrude
into the consciousness of the patient. The same dose
can also be used effectively for many weeks or
months. A four-hour interval between doses should be
regarded as the norm though a shorter period is neces-
sary. Chronic pain, whatever the aetiology, requires
regular preventive therapy. The boggy of addiction
should be nailed as negligent medicine in terminal
cancer.

TOTAL TERMINAL CARE

“When does our care of a patient become care for
the dying”, asks Dr Cicely Saunders. She says, “Too
often this moment comes when someone says, ‘there
is nothing more to be done’, and then finds some way
of withdrawing™, The patient says, “No one seemed to
want to look at me" — referring not only tc hospital
staff but also their family and friends. There is a need
to create more hospitals for terminal care if at all to
train personnel in total care for all the people affected
by a death. Should the doctor tell? From experience,
Cicely Saunders gives an astute but ethical approach,
“Most patients know when they are dying but not
everyone approaches us with a direct question about
it. Neither do all who pose direct questions want direct
answers. We have to learn when to speak directly and
when to prevaricate. If a patient questions us, we
should try to see the man behind the question. We
must believe in his courage and then have the courage
ourselves to impart as much of the truth as we believe
will be helpful to him. We should not estrange him
from reality and contact with others by “false
assurances but neither do we want to assault him with
information for which he is not really. There are many
aspects of truth in the situation and many different
ways of imparting them but the real question is 'what
do you let patients tell you?' Our work is to follow the
patient’s leading, to be available and approachable
and to learn the truth that is so often in a relationship
rather than in words™ (10).

Communicating the truth to a dying person is more
than flat statement. Hitherto the teaching has been to
tell a lie, white or otherwise, when asked. Lord
Denning, commenting on the statement by a leading
member of the profession that it was not right to tefl a
man the truth when he was suffering from cancer, said
that there was something wrong with the morality
which proclaimed that it was right to tell a lie even for



a good cause (2). If the patient is to reach a state of
acceptance of the inevitable, the lines of communica-
tion must be developed and maintained (2). The doctor
should tell the patient what is wrong in words that he
can understand and what medicine can do for him.
Closer to the terminal event, the doctor should. be
sensitive to the patient's attitude and questions such
as: 'And what's the next step, doctor?', I'm not getting
any better, am 17", ‘I know | am going to die’, ‘I know
what I've got', I've got cancer, haven't |, doctor?’. The
wise physician understands that the patient wants
more Information and could be ready to accept more
of the truth even if it is not palatable. However, “the
aim is to make dying a little easier, not to apply the
dogma of always divulging the truth™ (11).

Professional medical detachment is necessary if
the physician is to do his job "while all about you are
losing their heads and biaming it on you. However,
there is some confusion between sentimentality and
emotion that invariably surrounds the dying and the
latter's need for empathy from the healing team. Many
of us have experienced the tension of the death watch
when the physician's or nurse's counsel, advice,
gesture and even the slightest word is metlculously
scrutinized by the patient and his tamily. The bedside
manner of the physician is a reflection of his concern
and sensitivity to human need and ermotion. "The
doctor's duty is clear — accurate diagnosis — a
sound knowledge of his patient's clinical condition —
all our effort to cure when he has equipped himself
with the most up-to-date therapeutic information’.
Then if his patient's condition is irremediable, he must
plan the therapy step by step, from day to day, with
forethought and care. Here decisions must be taken
firmly -— the unnecessary operation must be avoided
e.g. of tracheostomy in a person full of years, uncon-
scious, with a massive cerebral - haemorrhage.
Patients coming to the end of their lives can be kept
free from distressing symptoms such as thirst, pain
and discomfort using appropriate medicines.

Any doctor confronted with the problem of hopeless
and incurable suffering must have thought seriously
about the subject of euthanasia. In its proper meaning,
euthanasia means gentle and easy death. This is
something all health care practitioners desire for their
patients and for themselves. It may mean that further
elaborate investigation is omitted and the substitution
of less burdensome therapy to ease the individual for
any distress or pain in the last days or hour before
death. "Such a decision is best left to the mature and
experienced doctor — the person in whom the patient
especially the elderly patient has complete trust and
confidence. The doctor is the friend of the weary and
must not betray the trust” (12). A distinction should be
made between taking a life and letting one die. Killing
involves taking a life whereas naturai dying does not,
it is merely letting one die. *“A man is responsible for
the former, but God is responsible for the latter”,
writes Norman Gersler (13). When a doctor takes a
decisive purposeful action to cause to die a person
who has placed trust, faith and confidence in his
hands, it is quite clearly an act of medicated
mansjaughter. Some would argue that if one has the
right to live, one has the right to die. The case for
voluntary euthanasia has been overtaken by events
because we live today at a time when it is possible to
ease pain, abolish worry and dissociate the patient
from his day to day concern by means of new drugs
which have revolutionised the care of the dying. Volun-
tary euthanasia also conjures up the spectre of a
section of the medical profession trained to kill e.g.
indulge in medicated manslaughter. This is entirely
ditferent from mercifully permitting the sufferer to die.
Precipitating his death can never be morally right. On

the other hand, the obligation of man to preserve life
does not mean that the doctor should not feel morally
obligated to resuscitate a monster or human vege-
table. The mere preservation of biological life devoid
of all manifestation of the human spirit is not the
highest good. Under such circumstances it is ethically
Justifiable to obtain merciful release {or antidystha-
nasia) through the withdrawal of extraordinary means
of treatment eg. the respirator. The prohibition of admi-
nistering any treatment to begin with and the use of a
massive dose of pain-killer that in the process of reliey-
ing pain causes the death of the patient are really in-
dulging in benign form of manslaughter. Proponents
call euthanasia "giving death’ ratherthan ‘takinglife".
“Euthanasis as medicated manslaughter is the dis-
posal of the unwanted and cannot be regarded as a
substitute for improving greatly the care of the dying",
says Prof Ferguson Anderson (12).

It is often forgotten that it is not the patient who
faces the greatest ordeal in dying. For those who live
the terminal setting could be more disruptive and frus-
trating. Families have been torn apart both physically
and spirltually by their confrontation with death. There
are feelings of profound loss and often hopeless
despair and ambivalent feelings of guilt. Many famly
members in repressing a fear of being contaminated
by the dying, experience and anticipating grief
reaction prior to the death of their loved one, which
serves to cancel out the patient as 'dead’ before he
actually dies (3). While not all families react to the
crisis of dying in the same manner, there emerges a
fairly consistent pattern of attitudes, needs and
behaviour, One of the first problems faced by the
family and especially the spouse is that of readjusting
their thinking so that it is in line with the reality of the
situation, This is difflcult because the contemporary
outlook is to cover the reality of death and make itinto
a illusionary villain that strikes only those outside the
tamily unit. The family’s general reaction is denial of
the seriouness of the situation in order that only their
own security but also that of the family unit may be
maintained. The second stage is realisation that the
death of the loved one is not only a possibility but a
certainty. With it comes a sense of impending empti-
ness and toneliness — a feeling that part of their own
lives is about to be taken from them. This is natural
because to deny that they are losing part of
themselves in the death of their loved one is in
essence to deny that they ever really loved. “Grief is
natural; grief is afso evitably self-centred. We are sorry
for ourselves at the loss of a loved one”, observes
Stephen Bayne (14).

The third stage is characterised by feelings of con-
tradictory emotion felt by the family in regard to the
dying one. Many may resent their dying relative for
putting them through such stress and effort, perhaps
due in no small way to weariness and exhaustion and
partly to practical matters of money, anxiety of funeral
arrangements.

The fourth stage represents the family's feeling of
guilt. Perhaps the most distressing thought for a
family member is a feeling of relief that it is someone
else who is dying and not himself. *There but for the
grace of God go 1", is a subconscious thought. In any
long protracted iliness, the dying patient may become
unreasonable in his demands, non-communicative,
even exasperatingly noble. Those who care for them
cannot help feeling some resentment at the time.
When death occurs, the survivors remember these
resentments and feel unhappy at this.

The fifth stage consists of the family attempt to deal
therapeutically with their complex problems in order to
find peace and security to move beyond and through
the terminal crisisinan open fashion thereby giving the
dying one the supportive love and understanding he
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needs. This adjustive insight is difficult because the
relatives may have developed the 'anticipatory grief
reaction® where they may so much anticipate the death
of a loved one in their minds that they have already
buried him or her before he or she actually dies. They go
through the grief process before death and observers
may report a tearless grief reaction (15). As a result the
dying person ceases tobe viewed as suchand becomes
simply the ‘one’ or 'it’ who is visited and so he passes
his last daysinalonely vacuum.

By working through with family members, their
feelings of guilt ambivalence and impending loss in
conjunction with the pastor and patient, the family may
come to have insight in their inmost feelings and be
enabled in the process better to give the dying relative
the support he needs. The goal of the anticipatory grief
therapy is to creat a genuine spirit of openness wherein
both patient and family can express their internal
feelings of doubt, hostility and apprehension and
thereby enter the road of becoming a ‘whole person’
even in the face of death. Good grief then is a gift with
the human situation and its value lies in the way in
which each individual uses it i.e. he can sorrow as one
who possesses a confident hope that death is but a
door through which one passes into a larger life of
God's service(3).

To counsel the dying, the counselling doctor, priest
or pastor requires to have a psychologicai stability in
addition to a securely grounded faith. His people
depend on him for strength in the facing of death but
they will use him as an object to transfer their own
feelings of inadequacy, doubt, guilt, hostility and
resentment. It can break a doctor or a priest who has
not come to terms with his own inner feelings, needs,
motivation and attitudes or dedicated himseif fully to
his high calling. The greatest problem forhim in dealing
with the crisis event of dying or death is himself for as
Buxham wrote, “Every death, every sufferer, every sick-
ness reminds us that we too must some day face these
things”. So the doctor or priest has to rise above his own
personal inadequacies to become an ‘incarnate' instru-
ment of God's love to his peopie as they pass through
the valley of the shadow of death. In doing so, he may
have to walk an ‘extra mile’ down the road of death,
submit himself to a high degree of anxiety, building up
enough strength and courage to walk into the room of
death and make a face to face encounter. If he
unwittingly confuses the values of his calling with the
values of the culture inwhich he ministers, he could feel
threatened and helpless because of his inability to

produce visible results, especially if the patient grills
him with questions concerning heaven, hel, God's
judgement to which he cannot find appropriate and
intelligble answers.

Finally the management of the dying is a team
concern. The team includes the dying patient, his
immediate family, his children, his friends, his doctor,
the lawyer, the chaplain, the nurses, the medical social
worker and other anciltary staff. As death approaches,
continuity of management forms an important part of
the total care. Terminal illness should not be regarded
as an intrusion into life; it is a pant of life and canbe a
time of increasing maturity and deepening spiritual
experience for all concerned. It is our job as doctors to
helpitbe so(2).
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