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Death or dialysis-a personal view

I believe that no man has the right to decide on the quality of
life for another human being; the only excuse a doctor can
have for failing to give treatment to a patient in end stage
renal failure requiring dialysis is that there is literally no
treatment available. Yet over 3000 people are dying of end
stage renal failure in Britain every year, and they die because
they are denied treatment. Renal physicians, I believe, are
denying their patients treatment for social reasons, language
barriers, on account of age even for the lack of a suitable
partner.
When the chronic haemodialysis programme started in

Britain some 22 years ago there seemed to be adequate facili-
ties to cope with the number of patients requiring treatment.
Nevertheless, as those numbers increased and the facilities to
treat them remained the same, slowly doctors found them-
selves in the invidious situation of having to decide who
should have life and who should not. I came on the scene as
the mother of a young patient with kidney disease some 19
years ago. Since that time the number of patients requiring
treatment has increased-and so has my knowledge.
A young American doctor came to see me earlier this year.

Whisper had carried across the Atlantic that British patients
with renal disease were being "sentenced to death" by the
combination of doctors playing God and an uncaring govern-
ment, and he had been sent over here to establish the truth
for himself. After visiting no fewer than 11 renal units,
he had not found one consultant prepared to admit that he
was having to practise selection because the resources were
insufficient for him to offer treatment to all the patients who
required it. They knew that this problem did occur in Britain.
"Shaming," some of them said, "but not in this unit; we are
fortunate." The same old story is trotted out to everyone.
The concealment of the true facts from not only the press but
even the relatives and the patients themselves is probably the
greatest cause of the present problem.

Some examples

What is the explanation? In my belief the unfortunate
doctors who are having to advise or practise selection-
because they have no choice-are forced to rationalise their
actions in order that they may live peacefully within them-
selves, go home and eat their supper, and sleep at night. They
have got so used to saying no that they are able to make
remarks such as "we only turn away one or two impossibles."

I can cite examples of the circumstances in which patients
requiring dialysis in the foreseeable future would be, or
were, denied it. All these patients are known personally to
me; I have been in direct contact with both them and their
families and can document my statements (the names are
pseudonyms).

Firstly, Eric. At the age of 25 he suffered an acute mental disorder
and threw himself from his bedroom window damaging his spine.
He was rehabilitated at a spinal injuries centre, his mental problem
was resolved, and a few months ago aged 31 he found himself in end
stage renal failure. His father was told by the general practitioner
that because he was a paraplegic he would not receive treatment. He
was not seen by a renal consultant. His father contacted me in
desperation, and I was able to persuade one of my friends in the
business to take him on to his programme. He has since been
given a successful transplant operation. So it seems that when a

into renal failure some doctors might pronounce the death sentence.

My second example is James, a man of 61 who has successfully
coped with diabetes for the past 27 years. James was in full time
employment when end stage renal failure was diagnosed, and he was
told by his general practitioner that as he was a diabetic and 61 years
old he would not receive treatment. The doctor's actual words as
quoted to me were "Go off and make the best of the time you have
left." James's wife, panic stricken, contacted me and I arranged
with his very sympathetic diabetes physician to have him seen by a

renal physician. The latter told him after assessment that "he was

not in a position to decide whether or not he would offer him
treatment when he needed it but would have to review the situation
in the light of the circumstances at the time." Who could sleep at
night if you were that patient or someone who loved him? In this
case we have reassured the patient and his wife that should the renal
consultant turn down James when the need arises we will make
arrangements for him to be dialysed privately in one of the London
clinics at our expense and bill his regional health authority in
retrospect. In this way we shall be able to ascertain once and for all
whether or not the responsibility for the treatment of these patients
does lie with the regional health authority.

Sally was 7 years old when her mother rang me one evening in
floods of tears and asked me if I could save her daughter's life. She
had been told by the renal consultant at the adult unit where her
child had been examined that children of 7 were not put on kidney
machines and that with luck Sally might have six months to live.
Believing in the truth, I told her that I knew ofchildren under 7 who
were being successfully dialysed, some of whom had already had
transplants. I rang the consultant the next day and asked him why
he had not referred this little girl to a paediatric unit, and his reply
was: "You have not the slightest idea what her family is like. Her
father is an alcoholic and her mother is inadequate." This man had
made this decision because she had an inadequate mother and a

drunken father. Thousands of children in Britain who come from
inadequate homes are being cared for by the state. I asked the
consultant whether he would have any objection to my trying to get
her placed with a paediatric unit, and I was told to go ahead. She was
taken on to a paediatric programme and became in a sense a weekly
boarder for a year. She did her lessons and underwent dialysis from
Monday to Friday, spending the weekends in her inadequate home.
After 12 months she received a kidney from her mother, and they
both came to see me not so long ago. She is fit and well and last
summer came first in her school's swimming competition. That
child was denied treatment by one renal physician and granted a
reprieve by another.

The problem is as simple as this. Patients are being denied
treatment through a combination of lack of facilities and the
failure of doctors concerned with these patients to take a
stand. And now what do we do about it all?
The most expensive and unsatisfactory part of the renal

replacement programme is chronic dialysis in a centre. I met
the Minister of Health, Kenneth Clarke, in late March 1983
and suggested that the most economical way to conduct this
programme was by contractual dialysis. A company would
set up and equip a treatment room, recruit and pay the nurses
(who would be trained in the parent unit for the sake of con-
tinuity and confidence), and the contractural company would
simply bill the renal unit monthly for the number of dialyses
undertaken at an agreed amount per treatment. This is exactly
the way we operate our own holiday dialysis centres, with
reference being made direct to the renal unit by the contract
nurses when a medical problem arises during dialysis, so that
the patient's medical care continues to be the responsibility
and privilege of the NHS doctors looking after him. The

31 year old man who could be described as "only a paraplegic" goes British Kidney Patient Association offered to provide a
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modular building for the use of the contract firm whenever a
hospital was unable to provide a suitable area. The minister
gave my scheme his blessing and suggested that I should
write to all the regional health authority chairmen, detailing
the scheme and inviting them to give it serious consideration.

I wrote round in April 1983 and by the end of June had 10
acknowledgments. Three asked for further details, one in-
vited me to a meeting which I later attended to no effect,
three said that they had already injected funds into their renal
replacement programme, and the other three were adamant
that they had sufficient facilities and all was well in their
world. Only one of the 10 replied to my request to know the
cost of their present programme and was very pleased to be
able to tell me that the hospital dialysis programme ran
somewhere between £7000 and £11 000 a patient annually.
The figure I had quoted on behalf of the contract dialysis
company of £60 per dialysis did not seem to be sufficiently
attractive to warrant further inquiry but, except in the case
of one regional health authority, remained unchallenged.
Having no satisfaction from the chairmen, I next wrote
round to all the renal unit directors drawing attention to my
scheme and sending them copies of the correspondence that
had passed between their chairman and myself. I wrote:
"Knowing how very slowly the wheels of the regional health
authorities turn, I thought I should give you details of my
proposed scheme and hope so much that if you yourself are
interested you will contact me and give me an opportunity of
helping you to achieve more facilities for your patients at
lower cost." A few of the doctors wrote back asking for
further details, which they received, but in the main the
response was disappointing.
Why is there this lack of interest? Over the next months I

talked and listened and wrote letters and received replies,
and I began to realise that there were several reasons.
The conservative, unadventurous attitude of those con-

cerned was one. Do not disturb the status quo no matter how
unsatisfactory. The idea that a contractural company, making
a profit, could offer dialysis more cheaply than the health

authority was both unthinkable and unacceptable. Moreover,
to entertain the idea of a contractural company might surely
hint at acknowledgment of inefficiency on the part of the
hospital administrators and the renal unit staff. Yet, given
that the health service is not in the business of dialysis to
make a profit, it is interesting to note the variation in the
charges made to overseas visitors having dialysis in NHS
units. For example, hospital A charges £75 per patient per
dialysis, B £90, C £105, and D £131. The keenest price that
the company that I am working with at the moment could
offer is £60 per treatment per patient based on a minimum
number of 288 dialyses a month.

The problem again

I find it unthinkable that when Britain is offering treat-
ment to fewer patients in need than almost any other country
in the civilised world any feasible proposition put fotward
should not be given proper consideration. Find me a cour-
ageous health authority with foresight which can get together
with its renal physicians and mount a pilot scheme. At present
the Department of Health and Social Security blames the
regional health authorities, the regional health authorities
blame the department, and the renal physicians say the fault
lies with their regional health authorities and the government.
All are blameless; no one will shoulder the responsibility for
the lives of the patients-and no one, it seems, is prepared to
carry the responsibility for their death. Until the time arrives
when the health service gives priority to life-and a reason-
able quality of life at that-and the renal physicians get up in
arms and demand proper and adequate facilities, this tragic,
wicked waste of life will continue.

ELIZABETH WARD
President,
British Kidney Patient Association,
Bordon,
Hampshire

The changing image of doctors
When people are asked to say which professionals command
the most respect they usually put doctors at the top of the
list-above clergymen and lawyers. Asked for adjectives to
describe doctors they will choose ones like honest, reliable,
and trustworthy. This respect goes beyond an appreciation of
the special technical skills of doctors; they are seen as men
and women of good character, whose priority is-or should
be-the good of their patients. This is why, for instance,
doctors, are allowed to sign passport forms and why a refer-
ence from a doctor is much valued. Such special respect is
important to doctors not because it boosts their own esteem,
which it undoubtedly does, but because it has practical value
in their professional work. At the simplest level trust is
essential for home visiting or gynaecological examination in
general practice; more fundamentally a patient and his family
need to believe their doctor when he or she says some course
of action is essential.

So we should be concerned then that the image of doctors
seems to be sinking. Part of this decline may be spurious; just
as for years when the clergy were seen to have power anti-
clericalism was the fashion, so today it is the doctors' turn.

Nevertheless, the fact is real and this may be attributed both
to individuals and to the whole profession. Firstly, we seem
to have seen more doctors than usual in the dock recently
with convictions for murder, theft, and fraud. Secondly,
several NHS hospitals have been investigating failures by
consultants to make proper use of pay beds, while in the
primary care sector the number of service committee hear-
ings has been increasing. These two phenomena may have
contributed to what is rumoured to be increasing disenchant-
ment with doctors among both civil servants and ministers at
the Department of Health and Social Security.

Next, we have had an unseemly debate over deputising
services, and some members of the public have come to
believe that many general practitioners in inner cities rush
through their surgeries, lock their doors, switch over to the
deputising service, and then take off for their comfortable
suburban homes. The recent splash ofpublicity over the false
idea that general practitioners work only halfa week will have
embellished this idea. Nor will the continuing publicity over
dubious relationships between doctors and drug companies
have done anything but harm. Doctors got off lightly
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