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Annctated Bibliography for Medical Students
Prepared for the Study Day with Final Year Students
Intreducticn

This I hope will be an "ideas pack" in which you might find
articles to browse through at your leisure, when yocu think
your mind might be open tc ideas.

The first part contains comments about papers worth reading
for the ideas they contain.

The second part is made up of important scurce articles
which give a good foundation on which to build - listed on
contents page 1.

The third part, the Appendices, contain cne or two lists of
questions about cancer, which patients might ask, and an ad-
vertisement of the Cancer Research Campaign which is a
statement of positive messages about cancer. There are also
sources of more information, some of the questions you might
find useful when you chat with a cancer patient and the
relative of one, and finally an example of a cancer
patients’ Bill of Rights.

The collection of disease called "Cancer" is feared by
patients and doctors alike. These diseases are chronic -
they are liable to flare-up or relapse again after primary
treatment - so coping strategies have to be those which
would be used when facing any chronic illness. Since major
cancers can kill, patients have the additional stress of
fear of death and fear of pain.

Some patients come to us when they are guite near tc death.
They need help to die with dignity and no pain. You will
explore their managment when you attend the Hospices. To
find out mocre you need to explore the works of Dame Cicely
Saunders, Dr Elizabeth Kubler-Ross and a book by Robert G
Twycross and Sylvia A Lack, Theraputics in Terminal Cancer.

The theme of this bibliography is to help make living better
for the Cancer Patients. It is important to remember that
after the diagnosis of cancer there may be a long periocd of
life, the quality of which can be ruined if patients spend
their time in worry and fear without sensible suppert from
us and our staff.

W.A.F.McADAM

Airedale General Hospital
Steeton

West Yorkshire

BD20 6TD

February 1992
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Chapters to read from Bogks

Professor D Goldberg of Withington Hospital, Manchester -
see page 17 in this bocklet has written:-

The Nature of Psycholgical Healing, Chapter 21 in Current
Themes in Psychiatry, Vol 1, 1979, page 219
Ed: R N Gaind & Barbara L Hudson

This chapter is an entertaining account of what "healing"
is. It shows how important the healer’s own attitude is
when trying to help the patient. It is written for
psychiatrists but applies tec all doctors. It dwells on that
important thing, the placebo effect, which has been such a
useful *"drug"® but which doctors of the 1990's tend to
despise and disregard. The placebo effect is not palin
trickery like giving sterile water for pain, (which I will
always oppose and never do), but rather the encouragement of
the patient to get better, by putting faith in the treatment
which you are giving in good faith, because you believe it
is for his good. It is possible to encourage healing by en-
couraging the patient to use belief systems in which she
does have faith - physical things such as diet, (under your
careful supervision) and spiritual forces such as her faith
in the God she worships. It is no part of a doctor’s job to
destroy what a patient belleves in unless that doctor is
prepared to take time to replace it with something else.
Professor Goldberg indicates how faith in healing has been
used in various ways. His ideas might give some help when
you are trying to encourage patients with chronic cendi-
tions, like cancer, or even rheumatism and diabetes.

Dr Peter Maguire (also of Withington Hospital) - see page 32

boctor—-patient skills, chapter 3 in Social Skills and Health

Ed: Michael Argyle, University Paperbacks, Methuen, page
55/81 Year 1981

This book is one for your bcokshelf. It does not matter
what speciality you end up in, a doctor deals with people
and is expected to do it well. All of this book is worth
reading. Chapter 3 alerts us to the deficiencies we all
have. If we are aware of them we can do something about
them, so0 long as we are prepared to do so. Of all patients,
the cancer patient needs help from a doctor open to exchange
of ideas and sensitive to the fear he has: a) of the doctor
and the powerful effect he or she will exert and B) of the
disease, the outcome o©of which will remain uncertain till
death approaches. If we develop our doctor-patient skills
to help the cancer patient, then all our other patients will
get a better deal from us.
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Peter Magurie has written a lot about Communication and how
important good gquality information (together with a warm
thoughtful attitude in the doctor and nurse) is in helping a
patient in a "bad place". Intervention reduces depression
and suffering.

Dr Lesley Followfield who works with Professor Michael Baum
in the Royal Marsden Hospital, London, has done a lot of
work on patients’ attitudes and the psychological trauma of
surgery. She 1s an experienced psychologist who has
prepared a bibliography for a course on breaking bad news.
Please see page 46.

Science versus the Absurd

Quack Cancer Cures or Scientific Remedies?
Clinical Oncology 1981 9 275-280

Notes the important contribution Prince Charles has made in
the promotion of alternative therapies in the 1980‘s and
sounds a word or caution about encouraging alternative
therapies. 1In my view every thinking doctor who cares for
the physical needs of his patient would take responsibility
for the psychological health of the patient and would en-
courage spiritual growth if the patient wants it. This is
true holistic medicine. If the patient turns away from us
intc alternative medicine he may come to harm.

Rationalism versus irrationalism in the care of the sick
page 50

In this leading article in the Medical Journal of Australia,
Professor Baum develops a clear argument about how a scien-
tific doctor in the 1990’'s should view alternative medical
therapy.

Healthwatch, The Campaign Against Health Fraud, Box CAHF,
London W1IN 3XX, Tel nco 081 6736270

The Campaign Against Health Fraud publishes a regular
newsletter to promote good practices in the assessment and
testing of treatments whether orthodox or alternative, as
well as supporting consumer protection. At theme in is is
that better understanding by the public and media of valid
clinical trials is the best way of ensuring the public’'s
protection. The subscription costs £12 a year and is well
worth it for the insight it gives.



Quality of Live

There are numerous methods which have been proposed to
measure the quality of life but this remains a difficult
measurement to grapple with. Some studies of cancer treat-
ment report measurements of quality of life. The best ex-
position of the complexity of this subject that I know is
the paper by Ken Calman "Quality of Life in Cancer Patients
- an hypothesis™. See page 54.

Diet and the Cancer Patient

This is considered in "The Case for a Real Alternative in
the Treatment of Cancer" page 52.

This interesting article has been extremely useful to me.
Dr Pietroni’s guidelines to a healthy diet are important for
our good health so naturally a patient taking such a diet
would have the best possible chance of being helped even in
the face of quite a serious illness.

The point to make is that what scientific evidence we have
on diet and cancer is about prevention of cancer by altner-
ing the diets of nations. (Peto and Doll: The Causes of
Cancer). The treatment of cancer by diet is wholly unscien-
tific. However many of these diets also have guidelines
similar to these of Dr Pietroni.

A very interesting book which will arm you with a lot of in-
formation about the nature of cranky diets is:

Fresh Hope in Cancer
M Finkel, Health Science Press, Bradford Holsworth, North

Devon 1978

This book is important because it summarises the diets and
repeatedly states that patients on these diets should never
have a biopsy! This seems to be the core belief of the
cranky diet brigade and explains how cancer is "cured" by
these diets! (It probably did not exist in the first
place).

If a patient wants to try a special diet, then get him to
show you what the diet is to be. A healthy diet in the
1990’s is described in Dr Petroni‘s paper on page (A dis-
cussion paper: Proposals for nutritional guidelines for
health education in Britian: NACNE September 1983: Produced
by Health Education Council, is the official source for diet
guidelines).

The diet should contain enough calories, together with the
Cal-protein~fat ratios recommended in Piletroni and NACNE.
So long as these basic principles are respected you can go
along with any sensible diet, but look out for those diets
that are ’cleansing’.
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This usually means starvation in an expensive disguise. It
is also important to find out what the patient wants.
Patients can be unmercifully pressurised by well-meaning,
one eyed spouses, relatives or friends when all they want to
do is eat a bit of what they really fancy.

Finally, if a patient decides to follow a special diet,
which you can see is sensible and reasonable, it is good
idea to persuade her to stick to the first diet that she
chooses rather than go from one diet to another in the
health food magazines which fill the shelves of some news

vendors.

The Bristol Centre

606 THE LANCET

SEPT 8. 1990

Survival ot patients with breast cancer attending
Bristol Cancer Help Centre

F. S. BAGENAL

D. F.EasTtoN E. HARRIS

C. E. D. CHIIVERS

T. J. MCELWAIN

The Bristot Cancer Help Centre (BCHC) was set up
in 1979 to offer various alternative therapies and
treatments for patients with cancer. It attracted
much public interest and a high demand for its
services—and profound medical scepticism. In a
study beginning in 1986 of 334 women with breast
cancer attending the centre for the first time
between June, 1986, and October, 1987,
infarmation about the diagnosis was obtained
from case notes. Controls were a sample of 461
women with breast cancer attending a specialist
cancer hospital or two district general hospitals.
The same information was obtained for the control
group as for the BCHC group. All patients have
been foilowed up to June, 1988. 85% of patients
with breast cancer attending the BCHC were aged
uader 55 at diagnosis. More than half had
experienced recurrence of their disease before
entry. For patients metastasis-free at entry,
metastasis-free survival in the BCHC group was
significartly poorer than in the controls (relapse
rate ratio 2:85). Survival in relapsed cases was
significantly inferior to that in the control greup
(hazard ratio 1-81) For cases metastasis-free at
entrv 1o the BCHC there was a significant
difference in survivat belvween cases and contrals,
confirming the difference in metastasis-free
survivé. There was no significant difference in
survival or Jisease-free survival between the
cancer hospital controls and other controls.

Lancet 1990: 336: 606 10

The Bnstol Cancer Help Centre (BCHC) was set up in
1979 10 offer alternative trearments for patients with cancer,
The stringent “Bristol diet” of raw and partly cooked
vegetables with proteins from sova and pulses artracted
much public interest and a high demand for the services of
the centre—and deep medical scepticism.? The ideclogy of
the BCHC is that the cancer patient can contribute to the
healing process in a positive, active way. The diet, though
still a central part of the treatments on offer, has become
more palatable and adherence 1o it is now twmilored to the
individual’s needs and state of health rather than to his or her
willpower. The centre also offers counselling, “healing”,
and alternarive therapies claimed 1o enhance quality of life
and help o develop a positive attitude to cancer. Patients
may initially atrtend the BCHC for a week-long course or for
a singie day.

This study began in June, 1986, BCHC staff and partienis
felt 2 need to validate scientifically the results thev felt had
been achieved. They invited a teamn of doctors and saientists
T.J. McE., Lord McColl, Sir Walter Bodmer, CE 1. C.,
and Dr Peter Maguire; 1o discuss how this could be done.
Two studies were proposed, this one and one that evaluated
gualitv of life. Both the statf and the patients ar the centre
and the patients’ consultants have cooperated fullv. The
study s restricted w women with Dreasteancer att nding the
centre tor the first tme; one-inird ot ali BCHC clients havea
Jlagnosis of Breast cancur.

Patients and methods

_ases



Since this article was published there has naturally been a
lot of controversy. This can do nothing but good because
alternative therapies are not being subjected to scientific
scrutiny in Britain or anywhere else to my knowledge. The
US Office of Technology Assesment has Jjust publised a 300
page report "Unconventional Cancer Treatments" in which none
of the unconventional treatments, for instance macrobiotic
diets, coffee enemas and imnmunoaugmentation therapy, were
found to meet reccgnised scientific standards of proof of
effectiveness. Main stream concer treatment comes into
criticism mainly it is thought, because of the failure of
doctors to take account of issues relating to patients’
guality of life. As far as I can tell the British
Chiropractic Association promotes the only alternative medi-
cal treatment which has been subjected to scientific
scrutiny. In the BMJ in June of 1991 the MRC published a
study of 700 patients with back pain, treated conventionally
and by chiropractors. It was concluded that the chiroprac-
tic treatment gave better results which lasted longer. All
other alternative treatments remain to be tested.

Communication Skills

R Sanson-Fisher & P Maguire Should skills in communicating
with patients be taught in
Medical Schools?
Lancet 523-626 (1980)

A Tait et al Improving communication skills
Nursing Times 2181-2184
(1282)
December 22/22 (1982)

These two papers should be read with each other. The first
is full of guotable quotes eg, "another reason for com-
placency of many doctors about their competence in com-
munication skills is that their patients do not usually give
them feed-back about their deficiencies™. The second is
full of useful hints and examples of exactly what words you
can use when you are trying to improve your skills.

Mr Brian Hogbin a Surgeon in Brighton gives patients a tape
of the "Giving of Bad News" interview after he has gone
through it with them. (BJ Hosp Med 4 330-319 1989)



Counselling

Counselling cannot be taught by papers and books. It can be
learnt slowly and best by attending a counselling course run
by a teacher you respect and who is sufficiently skilled.
One way tc get an idea of what is involved in counselling is
to listen to a series of tapes about it, eg:-—

Principels of Counselling: Series 1 Units 1-8
4 cassette tapes with notes and exercises
£16 (p&p 80p)
by Francesca Inskipp and Hazel Jones:
Alexia Publications
2 Market Street
St Leonards on Sea
East Sussex

The British Association of Counselling,
37 Sheep Street

Rugby
Warwickshire
cvzl 3BX
Q0788 57832879
is worth joining. PROMOTE understanding and awareness of counselling
throughout society.
Its aims are:-— INCREASE the availability of counselling by trained and

supervised counsellors.

MAINTAIN and RAISE standards of counselling training and
practice.

PROVIDE support for counsellors, particularly opportunities
for their personal growth, education and training.
RESPOND to the increasing demand for information and
advice concerning both counselling and counsellors.
REPRESENT counselling at national level.

Towards these ends, the Association brings together the commitment
and resources of 3 wide range of people, through individual and
organisational membership.

About Student’s attitudes

H H Haley et al Students attitudes towards Cancer
Changes in Medical Schocol
J Med. Education 52?7 500-507 (1977)

R E Cohen et al Attitudes towards Cancer
Cancer 50: 1218-1223 (1982}

These two papers use similar methods and go together (the
2nd leans quite a lot on the first)

NB As students progress through their training, they have
increasingly negative attitudes towards the value of early
diagnosis and aggressive treatment but increasing confidence
in the patient’s coping ability and ability to prepare for
and accept death.



A Patients Right to know

There is a good deal of interest in the patients rights to
information. The Medical and Dental Defence Union of Scot-
land to whom I applied for information states:

"Case sheets for NHS patients in England and Wales belong to
the Secretary of State for Health. The legal right to these
is vested in the Health 2Authorities. In the case of a
private patients, the notes are the property of the prac-
titioner. The information they contain is the property of
the patient.

"I think you would find helpful information in the follow-
ing:

GMC Professional Conduct and Discipline:
Fitness to Practise, paragraph 79 to 82

Patients’ Rights published by
The National Consumer Council, Chapter 3
information

The Handbook or Medical Ethics,
BMA publications

Law and Medical Ethics Second Edition,
Butterworths Mascn & McCall Smith, Chapter 9

"We commend all attempts at openness and improving com-
nunications between doctors and patients. So often poor
communication resulting in resentment and anger is at the
basis of claims”.

ACCESS TO HEALTH RECORDS ACT 1990

This new act gives individuals the right of access subject
to certain exemptions to help information about themselves
recorded from the 1st November 1991. This means that if
they choose they may read what you right about them. It is
therefore essential to remember this when making notes from
now onwards.

Various agencies have recently published "Bills or Rights".
The one published by Cancerlink is as clear as any. (See
appendix G). Information giving to the cancer patient has
been discussed in the "Cancer Patient’s Right to Know" by
Mary Cassey-Jacob, Cancer Topics volume 5 no 9
November /December 1985 page 106.
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I have used Brian Hogbin’s idea, taping complicated or Bad
News interviews on a Walkman and giving patients the tape to
play over and over when they get home. From it I have had
lots of positive feed-back. Although it is still not part
of my routine practice I have found it useful especially be-
cause I can "dictate™ a bit with the end of the tape to sum-
marise what we said. It is that summary I write in the
note.

Informed Consent. There has been a great deal of argument
about this in the Surgical Press over the years. A good
discussion is found in Surgical Informed Consent - what it
is and is not, W Edwards and C Yahme, American Journal of
Surgery volume 154, December 1987, page 574~578.

The NHS Management Executive has published "A Guide to con-
sent for Examination or Treatment®™. Since this is an offi-
cial document, easy to get and important I recommend that
everyone reads it. The specimen consent forms are con-
troversial but all hespitals were required to produce new
forms for their use before the end of 1990.

Honesty

Doctors are often accused concealing the truth. In our so-
cial dealings with each other we often say dishonest things
in our "lies of politeness". The argument for honesty and
integrity in medical life has been best made by Richard
Clarke—-Cabot in his important bock "Honesty" published in
1938. David Short (BMJ volume 296, 1169, 23 4 1988), in
reviewing the book, is primarily concerned with the
widespread tendency for doctors to deceive their patients.
He observes that this is generally done not because it is
better for the patient but to make life easier for the doc-
tor. He goes on to point out what is often coverlooked, that
when a patient discovers that he has been deceived his
mistrust is focused not soully on the doctor who deceived
him but extends to the medical profession as a whole.

Cabot argues persuasively that honesty "should be automatic
and without exception, apart from jokes, games and drama

where there is implied consent to deceit". Many doctors
would claim that, important though honesty is, kindness is
even more important. Cabot rejects this contention. He

argues that all human beings, docters included, are strongly
prone to self deceit and self justification. The argument
that dishonesty is the best peclicy in a certain situation is
merely the doctors convenient and fallible opinion. He alsco
argues that lies, even well meant lies, have an adverse ef-
fect on the liar, "especially when he lies on principle".

Cabot makes a strong case for the cultivation of a habit of
honesty. Although he admits that circumstances have to be
taken into account he does not accept a stand-point of
"gituation ethics which rejects guidelines®"™. He argues for-
cibly the need for "fixed rules".
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He points out that often a decision whether to tell the
truth or not has to be made suddenly and an emergency is not
the time to make careful -judgement where an exception to the
general rule of honesty is required.

As Cabot puts it "in time of temptation no human being can
be trusted to make the exceptions fairly®", therefore "any
valuable moral rule must be nearly or quite automatic”.....

He emphasies the need to be honest with ourselves to say the
truth at all costs; and to be honest in practice, in our
financial dealings, family relationships and friendships.

Short recommends "Honest" as a book worth re-reading. He
says Cabot does not advocate forcing the whole harsh truth
on the patient unsought, and he distinguishes between
"brutal frankness" and "truthful reserve. Brutal frankness
is after all the way of opting out of gentle care for the
patient. I would suggest gentle frankness with patients
followed up by asking if you have provided enocugh informa-
tion for their purposes. If they need and want more you can
be more precise. Some people wish to know almost where
every metastasis is situated while others want to know noth-
ing after they are told the diagnosis is "cancer". Sen-
sitivity to each individuals needs coupled with absolute
honesty is a good plan because it breeds respect on both
sides and means that lies do not need to be remembered.
Hogbin - in the pursuit of openness - uses a tape (as I have
described above).

What does a patient want to know?

R L Davidson -~ Questions about Cancer J Inst. Health Ed
21: 5-16 (1983)
The commenest cancer guestions asked by the
public in 6 difffferent centres

This is a very good source article for anyone preparing to
talk to the public about cancer and any aspect of it.

A Eardley What do radiotherapy patients want to learn
Radiography 49: 122-124 (1983)

Health Education by Chance: Ann Eardley et al Int J Health
E4d 18: 2-8 (1975)

The unmet needs of patients in hospital and after are laid
out in these papers.

A book which is written in question and answer format and
which i=s an excellent scurce for answers to patients gues-
tions is:

The Cancer Reference Book by P M Levitt, Paddington Press
N.Y¥Y (1979)
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See also Appendix A - guestions that pecple ask about can-
cerand radiotherapy

The Sick Rele

This is a basic and important concept to recognise in any
patient with a chronic illness. Dr Maguire refers to this
in the paper referred to above by Sanson-Fisher and Maguire.

The Sick Role and its relevance to Doctors and Patients
(Anne Eardley, Practitioner 219, page 385-390) is a paper in
which the sick role is considered and described. Emphasis
is given to the important part the patient plays in getting
well again when the illness under consideration is a chronic
one like cancer.

Coping

Coping with Physical Illness
Ed R H Moss Plenum Medical Beook Co (1977)

An excellent source book for ideas and examples.

Coping with Cancer Stress
Ed Basil Stoll: Marrtinus Nijhoff: 1986

A collection of papers on the impact of cancer on the
patient and support of the cancer patients together with a
personal statement by a patient.

Hope

Whatever our feeling about the final outcome, it is impor-
tant to maintain hope. A Widow writing a personal paper in
the Lancet, 19th November 1983, made a very clear statement
about this. She says "Professiocnal Staff have no Jjustifica-
tion in destroying hope 1in patients or relatives par-
ticularly at the initial stages of diagnosis™.

Norman St John-Stevas in his autobiographical book %“The Two
Cities"™ has a chapter on Hope, in which he guotes St Thomas
Aquinas reflecting on the relationship between youth and
hope: a "Youth is the cause of hope on these three counts,
namely, because the object of hope is future, is difficult,
and is possible. For the young live in the future and not
in the past, they are not lost in memories but full of con-
fidence. Secondly, their warmth of nature, high spirits and
expansive hearts embolden them to reach out to difficult
projects: therefeore are they mettlesome, and of good hope.
Thirdly, they have not been thwarted in their plans and
their lack of experience encourages them to think that where
there’s a will there’s a way..... " (Summa Theolcocgica 1A-
2AE, KL6)

In the matter of hope let us all try to stay young in our
hearts.
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Time to let the Patient speak:-—

is the title of an article by Dr J Blau BMJ volume 296, 7th
January 1989 page 39, in which he describes an experiment on
a hundred consecutive patients referred by letters fronm
their family practitioner to NHS clinics in which he worked.
"70% of patients spoke two minutes or less. The overall
average was less than two minutes. This brevity with which
patients describe the symptoms was suprising". He gquotes C
Clothier in the Patients Dilemma, published by the Nuffield
Provincial Hospitals Trust 1988. "Listen to the complaints
of the patient however tirescme or irrelevant that may seem.
He will eventually tell you what is the matter with him.....
It is usually better in time and care tc let him come to a
natural halt from exhaustion of either the speaker or
material®.

It often suprises me how quickly people tell me their his-

tory if T sit and listen after asking "what has brought you
here" or “please tell me what is the matter with you".

A Difficult Patient

When we consider breaking bad news we often worry in case
the patient himself will be difficult to deal with. Two ar-
ticles in the BMJ for the 20-27the August 1988 make a won-
derful short summary for the problems doctors meet when they
have a difficult patient. They are ®"Five years of heart
sink patients in general practice™ by T C O'Dowd BMJ volume
297 page 528 and "Difficult patients, black holes and
secrets™ by T J Gerard, and J D Riddell, BMJ vclume 297 page
530.

Having said it I must admit that I have met very few of
these people amongst those to whom I have had to give bad
news about cancer.

They are a small minority of our practice and if we can
recognise them and work out strategies for their management,
our lives can be more comfortable and our professional
relationships much more healthy and genuine.

Self-awareness Movement

There are many aspects of self awareness which have been ex-
plored especially across America in the last few years.
They are all reviewed in an excellent book called "Lets talk
about Me™ by A W Clare, BBC publications 1981.

A critigque of the self-awareness movement appears in the
British Association of Counselling Journal Issue No 52, page
19-24 May 1985 by Chris Scott. This article is particularly
useful because it emphasises how self-centred a lot cof this
work is. However, if some of the techniques are applied
sensitively, and with discretion, they can be very helpful
to the cancer patient.



14

Positive Messages

Positive messages come from your own experience and the ex-
perience of patients and their relatives who have met cancer
and survived. Sometimes positive messages are published in
newspapers eg The Cancer Research Campaign advert ({Appendix
B) but on the whole nearly everything we read in newspapers
about cancer 1is very negative and hopeless or else
ridiculously overstated "Cancer Researchers claim another
breakthrough", etc.

The Power of Positive Thinking
N V Peale A Cedar Book No 100 Worlds Work Ltd,
23rd Impression (1990) ISBN No 0-7493-0715-3

This book is full of ideas about how positive thoughts can
be put to use in developong an encouraging attitude to life.

People with cancer are going to ask you for help in seeking
out positive messages of hope and enthusiasm. You might
find positive and enthusiastic thought in a boock such as:-

Anatomy of an Illness
N Cousins, Bantam Books (1981) as perceived by a patient.

This book encourages patients and doctors to pay attention
to the placebo effect amongst other things. It is quite an
inspiring book and fun to read.

If your patients is a Christian or favours Christian beliefs
he can find a lot of positive messages in the literature on
healing, eg Christian Healing in the Parish Grove Booklet No
42, published by Grove Bocks, Bramcote, Notts (1985). This
booklet costs £1.05 including postage and if Grove Books
have run out of them I might still have a copy for you in
Airedale if you want it.

If you are interested in Alternative Strategies to help your
patient you might like to read "Getting Well Again™ by Carl
Simonton, Stephanie, his wife and Dr Creighton (Bantam Books
1981 - £1.95). This team of Oncologist, Psychologist and
Radiotherapist have worked out a patient self-support method
they call "imaging" which forms the basis of the current
do-it-yourself/gentle way "cures" of cancer used in places
like the Bristol Centre where they also pay of lot of atten-
tion to an uncooked vegetables/vitamin diet which has been
all the rage with patients striving to help in their own
management of cancer in the recent past. Such a diet is
discredited but will certainly come back into vogue again
sooner or later.
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Cancer and the Mind

Ed: M Slevin and Robert Short, proceedings of an Interna-
tional conference published by British Journal of Hospital
Medicine: Conference supplement 1990, contains 17 articles
on aspects of personality, emotion, psychology, relaxation
etc as they relate to cancer together with a patient’s view
on what she wants from a Cancer Doctor. It is worth an eve-
nings reading.

Support of the Cancer Patient

Ideally the doctor and nurse attending the patient would
supply enough to satisfy the needs of a cancer patients, but
this is not an ideal world and professional staff may not
have enough time (or inclination) to help the patient face
the problems of his chronic state, or the patient may want
more than is reasonably easy to supply.

There are two effective ways of supplying more support:-

1. Train a professional to support staff dealing with
cancer patients

a) develop the communication skills of a professional
helper, eg district nurse/social worker/other,
to provide support for the patient on a one to cne
basis.

b) since they themselves need more support this can be
given by a trained supporting counsellor.
(All counsellors of guality require a supervising
couselljor).

Peter Maguire has poineered this excellent method but its
use is not widespread yet and you may have to support your
supporter with psychiatrists, psychotherapists. The probem
with using a professional is that once their case load is
full they cannot cope with any more, and the need for sup-
port of patients is limitless.

2. Establish a Cancer Support Group

The other way is to form a Support Group. Such a group needs
carefully trained leadership. TIf such leadership is avail-
able the support that patients can give each other is im-
pressive and valuable. If the group is badly run (or set up
by people without any training) it is quite likely to fail
and damage the patient. Since leadership is important
training is required for it from a trainer who will en-
courage and enable the members for the group to develop
into pecple who can cope and know they can. An excellent
model of leadership and training is provided by Tak Tent,
the Cancer Support Group Organisation in Glasgow. See Ap-
pendix C.
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The books to read if you want to take an interest in Support
Groups for cancer (or any other chronic state) are:
Growth Groups - H Clinebell - Abington Press (1979)

About group dynamics and where groups can be effective in
school /work/church etc. Packed with ideas and with exten-
sive reference lists

Grow to Love - Jean Grigor - St Andrews Press, Edinburgh
1982

A resource book for groups, dgiving theory and practical
ideas in a Church setting. An important book toc read for
anyone wanting to know a bit about Groups and how to lead
them. Anything by Jean Grigor is worth reading.

Using Groups to Help People - D S Winter - Routledge and
Degan Paul, 1985, ISBN No 0-7102-1095-7

A comprehensive guide to group work
Born to Win - M James, D Jongeward - Signet Books 1978

This book is an introduction to Transactional Analysis with
Gestalt experiments. (See also "Self awareness movement"”
above).

T.A itself was worked out by Eric Berne and his famous book:
Games People Play - Penguin Books, (reprinted 1982):-

gives an insight into human behaviour which is often exag-
gerated in chronic ill health. This is difficult to read,
but full of excellent stuff.

Transactional Analysis for Social Workers and Counsellors:
An introduction, by Elizabeth Pitman, Routledge and Kegan
Paul, 1984, ISBN No 0-7100-9581-3:-

is easier to read and much more helpful.

Your own reading of TA will help you to understand you own
behaviour and the development of your own personality which
is absolutely basic if you are to help patients in your life
as a doctor so the last book I shall suggest is:

"Why am I afraid to tell you who I am"
John Powell - Fontana Books - reprinted 1983

The book emphasises the importance of the growth of per-
sonality in order to make contact with people. It states
the fact that unless we are prepared to change and grow our
contact with others will be less than good. Incidentally,
anything written by John Powell is worth reading.
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Bereavement

Bereavement is inevitable. All change is really loss in one
form or another. Bereavement is a massive change, but of
course the loss of health when a patient contracts a chronic
illness like some form of cancer is bereavement. In some
cases it is followed by the threat of death and even death
itself. To help me cope with bereavement I relate to CRUSE,
the Naticnal Voluntary Organisation for bereavement care.

The Journal "Bereavement Care"™ is a marvellous source of
ideas about bereavement and about coping with it. A sub-
scription costs £7.50 from CRUSE

126 Sheen Road

Richmond

Surrey

TW9 1UR

The book "All in the end is harvest™, an anthology for those
who grieve, edited by Agnes Whitaker, is a wonderful source
of help in bad times, published by Darton Longman and Todd
1980, is available from CRUSE. There are many publications
by CRUSE but this is the one I find most generally helpful.

Good luck in your journey to find a way to make contact with
and help the Cancer Patient! It will be a time of growth
and development of your self. I hope you will turn into a
friendly professional even if your personality type is A!
Love of all fellow humans is in the end all that truly mat-
ters.

"LLove is patient and kind; it is not jealous, conceited or
proud, love is not ill-mannered or selfish or irritable;
love does not keep a record of wrong; love is not happy with
evil, but is happy with the truth.

Love never gives up; and its faith, hope and patience never
fail"

1 Corinthians 13 : (4-7)

Good News Bible translation

I would like to hope that in the place of the word ’love’ in
this guotation we can insert the phrase ‘A doctor newly
qualified from Leeds Medical School in (whatever
year you qualify)".

Please contact me if you want any help.

February 1992 W.A.F.Mcadam
Consultant Surgeon
Airedale General Hospital
Steeton
Keighley
West Yorkshire
BD20 6TD

Tel No 0535 652511 ext 2156
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21 The Nature of
Psychological Healing

David Goldberg

The word MEDICINE, in its original, colloquial meaning, refers to the an of
hesling. Healing includes both the restoration of sormal function 10 damaged
tissue, and the restoration of a senae of well-being after expericace of
subjective distress or malaise. It is interesting to note that while praan day
medical education contains systematic instruction on processes of histological
healing. little or no instruction is given about healing.

This is because the word medicine 8o longer means the art of baaling, but
refers to the diagnaosis. treatment and prevention of disease. The classification
of disease used was, until recently, dominsted largely by pathological
anatomy, and the model was extended to cover those morbid states where no
anatomical change is demonstrable: for example, to conditions like migraine,
asthma. depression and Khuophnmn

Conditions such as these were given bcn«mmtu.unven. as bona fide
di~eases. and the assumption was made that these conditions can be reduced
1o the same ‘faulty biological machinery’ model as is used for ischaemic heart
disease o1 piles. “Treatment’ therefore refers 1o pharmacological and physical
procedures for modifying faulty biclogical machisery, so that students are
taughi shout drugs and surgical operations rather than about psychological
methads for producing well-being. Doctors have thus become biological
unb ers. producing psychological. subjective improvements in their patients by
using agents which modify the biological aberrations that are supposed to
undetbe diseased states. Where psychiatry is concernad. the exisience of such
defects is established by shaky syllogisms, such as the following one:

{1) Depression is cured by incyclic drugs.
(2) Tricyclic drugs modify the deep amine pool.
(3) Therefore depression » cured by modification w0 the deep amine pool.

The fallacy bere is that the major premis — Depression is cured by tricyclic
drugs’- -is not universally true. since many depressions are equally well cured
by placcbo. while some are undoubtedly nor cured by tricyclic drugs. But
although the conclusion—that depression 1s cured by modification to the deep
amine pool —is therefore unsound. doctors coatnue to pve major emphasis
to tncyche drugs in the treatment of depression, to the relative neglect of
psrchologial methods of helping depressed peopie.

Pant of the problem seems 10 be that doctors tend 10 assumne that disease is
present whenever patients present 1o them with illnesses. This is an under-
siandable assumption but 1 1v not always correct. and 1t cenainly leads 1o
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unnecessary prescribing. Since different authors use the words “discase” and
illness” in various ways. 1t would perhaps be clearer if | said what | mean by
them. | will follow Scaddnn;bydeﬁnmgadmu“rhemohhoml
phenomenz displayed by a group of individuals with s specified common
charactenistic by which they differ from the norm of their species in such a
way as to place them 31 8 biologicai disadvaniage’. The emphasis of such a
definition must be on functional—that is o say. physiologica! and psy-
chological-—abnormalities rather than on structural abnormalities: since 3
structural abnormality does not piace an individual at a biologcal disadvan-
tape unless it interferes with function in some way. Illnesses, on the other
hand, are distressing subjective experiences which may or may sot accompany
discases, and which may occur when it is not possibie 1o demounstrate 3 disease.

A disease then, is a sysiematically observed abnormality which places the
group of patients possessing it a1 some biclogical disadvantage; it is certainly
not 8 “thing' with an independent existence which mysieriously sttacks from
uﬁthom.Fuﬂhu.dMnﬂlmmyhemohMMku
meaningful sense in which a disease ‘causes’ the iliness which may be part of it.
llhms.msmmgnlheyéoormbmuuexmﬂchumhm
dysphoria. pain and fatigue, sre notoriously susceptible to pon-specific
mdmmmm.smomwmmm

relationship.

To return to our earlier example, depression will always be an illness when it
is severe enough 1o distress the patient: byt it must be accepted that many
ilinesses are transiest and self-limiting. But where the nature of the mood
disorder is such that there is an increased risk of suicide then depression must
also be considered a disease, since the individual is at a biclogical
disadvantage.

But in a group of depressed patienis. merely because there may be
coatinuity in the epiphenomena of iliness. it does not mean that any associated
diseases are the same. or respond in the same way 10 specific therapies.
Psychoiberapy. faith-healing—and even. for that matier. the non-specific
aspects of behaviour therapy—are treatmenis for illnesses which may
accompany diseases of various sorts.

Difficulties anse. however. when purely subjective eaperiences are reduced
to hypothetical underlying phyliul processes: first. the “discase” is treated to
the relative neglect of the patient who is ill. so that other ways of helping the
patient are neglecied if they seem irrelevant to the hypothetical undcrbm.
disorder; secondly. the hypothetical disease s reified and seen as
alen and bad that has affiicted the patient: something more real than the
symptoms on which its existence has been postulated. Finally. the ides that the
oserlapping syndromes of psychiatric iliness are “reslly’ specific discases
encourages the simplistic nouion that they should be "attacked” with specific
treatment. This Judicrous situslion was purodied as long ago as 1840 by
Johnson:

The lecturer on medicine €xhoris the pupil 10 Iose no Lme in combating the
discase. The instant the malady shows nself. "sux armes!” is the cry—we
rush to the encounter: driven bach at the first antack. we retire but scom to
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vicld. and. flounshing our weapons. we precipitate ourseives a second time
upon the foe.

A gentiernan who had just seen a pstient, ordered his assistant 10 compound
a mixture. "Put into it” he said, “a little opium. 8 little arsenic, a littde prussic
ucid. a little strychnis and a kittle quinine. These' he continued, amiling, ‘1
call my great guns, and it wili be hard indeed if they all miss fire’. Thus. it
appeurs that all this antillery-talk is not mere flourish of metaphor, but hasa
very evil influence upon actual practice.

Discase is comsidersd an enemy: drugs are held to be weapons, as it were,

and physiciams are the soidiers who are to wield these weapons for

defence of their compatnots. Hence the sole reliance of the soldier-

physician is ia bis weapon, his drug. which he grasps on the frst signal, and

pever abandons. as long as be peromives a ghimpse of viclory.

Johnson went on to deseribe what he called the moral ireatment of hysteria.
but what we should now describe as psychotherapy:

It is evident that the first point which must be gained by anyone who
imposes on bimsell the task of bealing the affiictad mind—the first point
and the most difficult- -is 10 acquire the esteem and afTection of the patient.
Unless this first step is satisfactorily made all is hopeless: but this siep. onee
made. the onward path becomes less thomy,

In the clinical sciences. a great deal can be achieved by studying groups of
putients. by esublishing norms and by finding ways in which one group of
subjects svtematically differs from another. It is called the nomothetic
approach. and it has been respoasible for most of the advances that have
accurred in scientific medicine since the time of Rudolf Virchow 1- 1« the best
way of studyving diseases.

The nomothetic approsch should be contrasied with the case-history or
idogruphu approach, which alone can help us to undersiand how illness can
have meaning for a purticular individual. ] would like you 1o hsten to the
words of a voung neuropsthologist who decided 1o comne 10 1erm» with the
nature of the mortwd process in conversion hysieria. and found. rather to his
surprise. that he had changed from the nomothetic 10 the idiographic
approach:

Like nther newropathologists. | was trained to employ local diagnoses and
clectro-prognosis, and it still sirikes me a3 strange that the case histories |
wnite should read like shon siories and that. as one might say. they lack the
senous stamp of science. | must console myself with the reflecuon that the
auture of the subject is evidenily responsible for this. rather than any
preference of my own. The fact is that local diagnosis and electneal
reacuons lead nowhere in the study of hysieria. whereas 3 dewiled
descripuon of mental processes such as we are accusiomed to find in the
works of imapnative wrilers enables me. with the use of 2 {ew psychological
formulae. 1o obuin at least some kind of insight into the course of that
sflecuon

4
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These words were wntien in Vienna i 1392, The young neuropathologst's
same was Sigmund Freud.

Since then aliensts have become psychiatrists, and 80 psychiatrist doubts
lhchpmauofmmnedmhsmmmmmmmn
with the compiexities of the individual case. Byt minor emotional disorders
are common. and tme is shor, so that instead of formulating the patient’s
humwmmmmmmsnmm
prescribes a drug for it.

In his book Awakewings. lhemrdopnOhvw&cks(lm)m

We rationalize, we dissimulate. we pretend: we pretend that moders
medicine is a Rational Science, all facts. no sonsense, and just what it seegas.
But we have only to tap its giossy venaer for it to split wide open, and reveal
10 us its old dark heart of metaphysics, mysticism, magic and myth,

There is. of course, an ordinary medicine, an everyday medicine, hamdrum,
prosaic. a medicine for stubbed Loes, quinsies, bunions, and boils; bt all of
us entertain the idas of another sort of medicine, of a wholly differwmt kind:
something deeper, older, extraordinary, simott secred, which will restore to
us our lost health and wholeness. and give us a sense of perfocy weil-being.

For all of us have a basic, intuitive fasling that once we were whole snd weil;

at ease, 8t pesce, at home in the world; totally umited with the grounds of

our being: and that then we lost this primal. happy. innocent stawe, and fell

inlo our present sickness sud suffering. We had something of infimite beauty

and praciousnen—and we Jost it; we spead our lives searching for what we

have Jost: and one day, perhaps, we will suddenly find it.

Poeus have always known of this exisientisl incompleteness: John Donne
wrote:

There is no health: physicians say that we,

Al beat enjoy but a neutralitie,

And can there be worse sickness. thas o know,

That we are never well, nor can be s0?

The sense of what is lost. and what must be jound. is essentially s metaphysical
one: 2 longing for a general change in the quality of existence: for everything 10
be all right agaio. It is essentially a magical wish, and it is embodied by a desire
for magwnl therapy. for “Wondercure'.

1t is bere that medicine steps in. with its notion that health can be reified. can
be somehow turned imo faciors or elements —fluads. chemicals: things which
can be measursd and sssessed. Health is reduced 10 a level. somethung 1o be
titrated or topped up in a mechanical way.

Sacks writes: ‘meaphysics in itsell makes 80 such reduction. its 1erms are
those of organisstion and design. The fraudulent reduciion comes from
sichemists, witch-dociors. and their modern equirvalents. and from paticats
who long at all costs w be well". Sacks does not mention that the modern
equivalent of witch-dociors are greatly influenced in their clinical practices by
the drug industry, which has a very sirong financial interest in Wondercure.
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Our nesd for miraculous cures is betrayed in our nomenclature; viumins
are "vital amimes’. biogenic amines are “life-giving amines’. The drug industry
is even less sutbic, with names such as Motival, Allegron, Sinequan. Optimax
and Quaalude to encourage our magica! fantasies.

Doctors are not slways Lhe reluctant middlemen between the cupidity of
drug cornpaniss and the magical desires of patients: being mevely humaa. it is
difficult 10 resist the metamorphosis into ‘Superdoc'—the physicisn who.
after all, is best suited to prescribe “Wondercure'. Alas, Superdoc is merely a
witch-doctor in modern dress.

Aubrey Lewis wrote that:

Psychiatrists, like other people, used to look for singie cavses for single
diseases: ideas about actiology were therefore simpie, cne-eyed, and usually
wroag.

Faith in Wondercure is. of course, susiained by the notion that even in the
sphere of mantal illnesses there are specific remnadies for specific dissssm.

1 have sugpesied that there is s magical unscientific clement in much
prescribing. and that there is 2 hidden agenda 1o many doctor-patient
encounters, with the patient fumbling with soms metaphysical complaints
while the physician pontificates and tries to fit the patient’s symptoms o one
of the syndromes taught to him at medical school. Should he fail 10 be abie to
do 50, be typecally loses interest in the case. | would not like you to think that
surgeons get ofl scot-{ree. The coustiess normal appendicss that are removed
up and dowa the covolry afe nol monuments to their diagpostic incom-
petence. they are testimony 10 the belief that many people still have in the
efficacy of having somebody s)mbdnﬂymhdnaslmth-rm
They have their counterparts in the bits of offal magically produced from
people’s abdomens by the present-day psychic-surgeons in Use Phillipines, or
the worms aad bits of bone that witch-dociors produce from patients’ bodies
by sleight of hand. but which they il the patient were lodged in their bodiss
by witchcrafl

You will all have seen patients who have sol improved on antidepressants
from their G.P. get betier on antidepressants prescribed by the hospital. Yet
our drugs are no sironger thas those available outside, and the idea that we
somehow prescribe them beiter is sn undersiandabie pisce of vanity largely
unsupported by evidence. The cathedral is just 3 more effactive place for
prayer than a wayside shrine: we are effective because hesling is a matter of
hope and expeciancy: it cannot be enlirely reduoed to chemistry.

This brings me. conveniently. toautobiography. My undergraduate ieacher
of psychiaury was Willam Surgamt. His 1eaching strongly emphasined the
similarity of pyychistnc iliness 10 physical disease. and the exireme efficacy of
drug in the trestment of piychiatric iliness. Prescribed by him. drugs worked
that did not work when prescribed by lesser men. [t was no surpnse 10 me
when phenelrine-~known to be highly effective in reactive depression at St.
Thamus—mshounlohemwmtmmmmwme
M_.R.C. (Of course. realls. we shouid say ‘no worse” than placebo—but we will
rewurm 10 thisimportant point later.) One cannot observe Dy Sargant without
being impresed by his power as a psvchological healer; and it seemed 1o me
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then. 85 i1 s2ems 10 me now., that his power dertves lurgely from his faih mn the
drugs that he uses. and s abihity 10 communicate hope and an expectation of
improvement o his panents. Evans-Pruchard (1937) has descnibed how
witch-doctors among the Azande indignantly deny that their therapeyuc
power denves from hereditary mapc: they insist that prophetc and thera-
peutic powers are derived solely [rom their medicines. 1n many pnmiuve
socicues iliness is scen as a misfortupe involving the emtire person: no
distmction 1s made between mental and physical ilinesses and any sympiom
may be atinbuted to supernatural causes.

1n bis recent study in New Guines., Gilbert Lewis (19751 explains that, in the
Sepik, illnesses are not distinguished from one another by sympioms or
physical signs. since ilinesses are classified by their cause; such as one of the
many vaneues of spirit possession. or sorcery, of iaboo violatioa. Treatment
depends on identifying the cause, and since in their view causes are not
discernible from clinical signs. exact descripuon of these by the patient was not
relevant. Instead. hesler and patient work together to agree ob the cause of the
illnes. This. of course, calis 1o mind the mos: appalling varicuies of modern
psychotherapists and behaviour therapists, to whom description of the form
of the disorder is irrelevant: all that one needs to do is to prescribe for the
imapned cause—a doubie-binding mother. maladaptive learning. and 5o on.

Healers in primitive societies who use suates of trance as a medium for
healimg. are called shamans. The shaman may be a deviant person—
someumes 3 homosexual—who bas Jow status eacepr when his powers are
evoked. when be typically arouses respect unaged with awe. His powers may
derive from privaie mystical experiences. or because he himself is a cured
patient. When his power derives rom an elaborate course of training he
typically has high prestige.

The shaman mayv make his diagnosis by perfortmng certain acis and then
offers 3 remedy which may be a2 medication or the performance of suitable
incantations His healing power derives from the paiweni s exps ctaiwn of help
rather than {rom the incantations, since widely different niuals may produce
the same effects The patient expects heip in the case of the shurhan hecause be
bebeses him to possess special powers and to be able to communicate with the
spint world. The patient expects belp from us because we have undergone an
claborate course of training and undersiand scientific medicine: but 1hat 15
noi, 1 think. the whole story. Doctors are perceived as being close 10 the
phenomena of Mrth and desth. they are in command of pharmaceutical and
surgical procedures that powerfully affect our biological funcuioning. and
their power panly denives from their being the descendants of the pries:-
healers. Forwunately for them, pauents come 1o doctors with powerful
eapeciauons of help

Let us consider a single primitive hesling ceremony in some detail.
concerning the treatment of “espapto’ ib a sixty-three year old Guatemalan
Indian woman This was her exghth attack. Her symptoms seem similsr 10

those that would lead a psvchiatrist to diagnose an agnated depression The
Indians attnbute 1 10 loss of soul.

The treaument began with a diagnostic session attended not only by the
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paueni but by her husband and a maie fnend. The healer felt her pulse for a
while. while looking her in the eye. then confirmed that she was sulfenng
from ‘espanio’. He then ioid her in a calm, authontative manner that it had
happened near the river when she saw her husband (oolishly lose ber money
to 2 loose woman. and he urged her 1o Lell the whole story.

After a brief period of reluctance, the pauent “loosed a flood of words
telling of her life frusirations and anxieues . . . Dunng the recital . . . the
curer . . . noddexd noncommittally, but permissively, keeping his eyes fixed
on her face. Then he said that it was good that she should tell him of her life.’
Fipally they went over the precipitating incident of the present attack in
detail. Io essence. she and her husband were passing near the spot where be
had been deceived by the loose woman. She upbraided him. and he struck
her with a2 rock.

The curer then told her he was confident that she could be cured and
outlined in detail the preparations that she would have 10 make for the
curing session four days later. She was responsibie for these preparations,
which involved procunnag and preparing ceriain medications, preparing a
feast. persuading a2 woman friend or kinsman to be her ‘servant’ during the
preparatory period and healing session, and persusding ope of the six chiefs
of the village 10 participaie with U medicine man in the ceremony.

The ceremony iuelf began at four in the afternoon and lagied uniil five the
neat morning. Before the healer arrived, the house altar had been decorated
with pine boughs, and numerous invited guests and participants were
assembied. Afler they were all present, the healer made his entrance, shook
hands all around. and a large meal was served. The patient did not eat, but
was complimented by all present on her food. Then the healer carried out a
long senies of mtuals involving such activites as making wax dolls of the
chvef of evil spints and his wife, 10 who the healer appealed for return of
the patient’s soul. and elaborate massage of the patient with whoic eggs.
w hich were believed to absorb some of the sickness from the patient’s body .
This was followed b much praying by the hesler and the chiefl before the
house altar. and by nites 1o purify and sanctify the bouse. All this took until
about 2.00 a.m.. at which lime the ceremony came 1o a climax. The patient.
nuhed except for a small loin cloth. went outside. Before the audience. the
healer spraved her enure body with a magic fluid that had heen prepared
dunng the ntual and that had 3 high sicohol content. Then she had Lo sit,
naked. and shivering 1n the cold air. for about 1en minutes. Finally she
drank about 3 pint of the fluid. Then they returned mdoors. the patient lay
dowun i front of the ahar. and the healer massaged her vigoroushy and
sysiematically with eggs. then with one of his sandals.

Finally, the hesler broke the six eggs used in the massage into a bowl of
water one by one. and as he watched their swarling whites he reviewed the
history of the patient’s eight ‘espantos’, pointing out the ‘proofs’ in the eggs.
The sinking of the eggs to the bottom of the howl showed that all the
previous ‘espantos’ had been cured and that the present symploms woukd
shortly disappear. The healer pronounced the cure finished. The patient
roused herselfl briefly on the bed and shouted hoarsely, *That is right’. Then
she sank back inio a deep snonng sieep. This ended the ceremony and
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everyone lef1 but the pauent’s immediate family.

The pauent had a high fever the foliowing few days. This did not concern
the healer. whose position was that everyone died sooner of iater anyway,
and il the patient ded, it was betier [or ber 10 die with her soul than without
it. He refused to see ber again as his work was done. She made & good
recovery from the depression and afterwards ‘she seenad W bave deveioped
a new personality. . . . The hypochondriscal complainis. naggiog of her
husband and relatives. withdrawal from her soGial conwacts. and anxiety
sympioms all disappeared’.

Like many healing procedures—varying from cardiac wranspiant surgery to
charming off wanis or behaviour therapy——cures are heid 10 validate the
treatment method. but failures cannot shakr i.

The healer provides an explanation for the patient’s otherwise {righteniag
sympioms which reassures the patieni since an otherwise mysierious
phenomenon—in this case agitated depression—becomes comprehensible,

The besler uses tricks to increase bis credibility and validate his magical
powers. In this case be tells the putient of an event she did aot know be knew,
as well as giving her akcohol and carrying out the six eggs trick. (Incidentally,
this same procedure is described in the Malleus Malleficarum using molten
lead dropped into cold waiter in order to indicate that a patient has not been
bewiiched.) The medicine is given to the patient when she is drunk, cold and
emotonally aroused, and may be expected 10 have a maximum placebo effect.

Such claborate healing rituals are an inegral pan .ol the culwure in which
they occur. and they are accompanied by predictions that cure will occur at a
later siage of the healing procedure—as .. the sistement “your depression
won't really lift unlil you huve heen taking these wablets for 1012 days'.

The combnation of trickery with the manspulation of expectancy 1 seen in
many differem cultures Let us consider an exampie from our own:

Recently a patient in Cornwall with severe facial warts was referred by his
dermatolopst 10 3 wartchermer, having failed 10 henefit irom onbodox
modern medical tresiments. The patent staned by telling the wan-
charmer—who turned out 1o be a house painler-—that he didn't believe in
wari-charming. The wan-charmer replied non-commitally that that did ot
matier but be would like the patient to say how much small change the wan-
charmer had in his pocket. The patient sheepishiy guessed 3 figure.
whereupon the healer 100k his money from his pocke! and examined it
without showing it to the patient. or telling um how much there really was.
‘I wke you on: wake this herbal madicine and do not shave for three
months. On no account examine your beasd 10 see what is happening. and
n exactly three months shave off your beard without examining your skin
first.” The pauent followed these instructions carefully and. as sou have
puessed. was cured. The combinauion of trickery designed 10 imcrease

suggestibility. eapeciancy and hope is exactly the sume as 1the Guaiemalan
example

trvans-Priichuard describes in great detail the tnichs used by wnch-doctorsio
apparently remove worms and bones from thetr patient:” bodies which were
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thought to have been placed there by witchcraft. Like present day psychiat-
risis reMoving conversion symploms wath vanows dramatic somauc treas-
ments. witch-doctors still behieve 1n the efficacy of procedures they know 1o be
produced by their own tnckery.

In the espanto example there are elements of confession., atonement. and re-
acceptance by the patent’s social group. The linkage of confession and
atonement with healing is of course still surviving in religious bealng
procedures today, and can itell be traced 10 the linkage between disense and
ransgresson.

Finally, many of the more effective bealing procedures stir the pauent
emotionally: 1 general terms, it seems likely that emotional arousal is
beneficial, especially if it is followed by reintegration of the patient within his
social group and increases in self esieem.

We have also seen the use of increasing the patient's sell esteem—in the
Guatemalan exampie by the patient having ber cooking praised. This can be
combined with periods of rest in which litue is expected from the patient
because they are thought posmsessed (or *ill', in our werms), followed by re-
establishing the patient in her group in a2 way which may allow ber to re-
experience rewards for her own activities. These features are well seen in the
next example, of the trestment of spirit possession amoag the Luo of Kenys.

Treatment, which as usual is expensive and involves dancing and feasting, is
undenaken by 3 female shaman who summons the spirit possessing the
patient and finds out what it wany. Ofien the victim has to be ily
“hospitalised” in the shaman’s home, thus enjoying a pleasant respite from
the work-a-day world of the hard-pressed Luo bousewife. In the course of
the therapy, the spirit agency involved is not 30 much permanently expelled
as brought under cootrol. And once ;ronounced fit, and resiored 10 the
bosom of ber {amily, the wife must henceforth be treated with respect and
consideration lest the dreaded affliction recur (Whisson. 1964),

Armed with these thoughts, let us consider events at Lourdes. Over 2
million pilgrims visit eack year. including over 30 000 uck who expect. but
usuaily do not expenence. cure. However. most of the pilgrims seem 10 denive
prwvchological henefit from the experience. The pilgrims pray for the sick and
the sick for each other, not for themselves.

It 15 not my present purpose 10 involve myself in the arguments surrounding
the many miraculous cures reponied at Lourdes. but rather to draw your
suenuon 1o some of the features of the healing process.

Apart from the sudden loss of hysterical conversion symptoms, the organk
ilinesses that respond take some time to do 30 the processes seem Lo be the
same as those involved io normal healing. but they are allegedly strengthened
and accelerated. Gaps of specialised ussue such as skin are not restored but are
tilled with scar formation as in normal healing. No oae, for example. claims to
have regrown an amputated limb at Lourdes. The preparatory periad and the
fact that the pstient seems 10 become the centre of interest ol his group seems
10 be important, and emolional excilemnent connected with these preparations
and the journey may be essenual for cure 10 occur. Lourdes does not beal
those who live nearby. Having armived. the actual visit to the grotiois a highly
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emouonally charged event 1n a social setuing. Like the healing ceremonses of
primitive tribes. the events al Lourdes represent a cimacix union of the
patient, his family. the larger group and the supernatursi world by mesns of 3
dramatic, arcusing. aesthetically rich niual that expresaes and resnforces a
shared idealogy. The same acsthetic nchness was watnessed by the suthor at
Buddhist healing ceremonies in Burma: it is in siriking contrast with the
mstitutionalised drabness of outpatient treaument in the National Health
Service.

Cure seems 10 depend on the patient’s expecuancies—those that “interpose a
strong intellect between themseives and the Higher Power” are not heiped. An
elegant experiment by Rahder confirms that cure depends oa the patient’s
siate of mind rather than on anything the healer does. Three sick patients were
choser—one with chronic galibladder disease, apother with cachexia after
major surgery, and a third dying of carcinomastosis. In the first experiment a
local faith-healer tried to cure them by abeent treatment without their
knowledge. Nothing happened. Then Rehder toid them about the faith-
healer, built up their expectations, and finally assured them that he would be
weating themn from-a distance at 3 ime be actually knew the healer would not
be working Dramatic improvements occurred in all three and were per-
manent in the second patient.

Summarising, we cap say that while anxiety and despair can be lethal,
confidence and hope are life giving. In our society the physician validates his
power by prescribing. just as a shaman in a primitive tribc may validate bis
with some trickery during a healing ritual.

I hope that you are beginning to see why | think it would be a pity if the
future produced a situation where physicians had become organ specialists
and bealth wechnicians. and psychiatrists had fully taken over the priest—
healer funcuons. Like a primitive man. 1 believe body and mind 10 be
indivisible. The physician can no more afford 10 disregard the psychological
adjustment of bis patient than the psychiatnst can afford not 10 undersiand
how the patient’s body works.

Although the non-specific faciors that 1 have described 30 far powerfully
induce psychological healing in all disease. where major disease 15 concerned.
specific. non-placebo effects become important. In psychsatry. | have in miad
penxillin for GPI. vitamin B for KorsakolT's syndrome. phenothiazines in
acute schizophrenias. and tricyclic antidepressants in paychotic depression. I
ts to the glory of scienufic medicine and 1he nomothetx approach that
treatments for these major diseases exist.

No-one with any of these conditions would be well advised 10 undertake
psvchoanalysis, go to Lourdes. or visit a faith-healer. But the majority of
illpesses are not like these: they take the form of mixed affective states with or
withoul somalc symptoms or certain other. lypical patierns of neurouc
symptom formation.

For these common conditions patients consuh doctors and other heahth
professionals in huge numbess. The heip they pet is ofien very real. but | am
arguing that it owes most Lo the non-specific faciors already described. An
imporiant example of a non-specific treatment factor in our culture 15 the
piacebo effect. The firsi point 1o make is that placebos—thal is 10 say.
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medicines which are mnzppropnate 1o the complaint under vreatment—can be
of three sorts: true drugs, purporied drugs and deliberate counterfests such as
the pharmacological drones peepared for drug trials. Giving penicillia 10
someone with a cold is an example of a real drug used as a placebo, while the
many patent medicines—acne cures, virility restorers. blood refreshers and so
on—are examples of purported drugs.

Lzt us consider the case of treating all sore throais, however trivial, with
penicillin. Many of those that get better would have done 30 anyway if they
were due 10 virus infections, so that the pstient’s sense of secunity and well-
being while on the penicillin must be thought of as s placebo effect. But
contained within the popuiation of people who improve may be some people
who might have bad 2 mild secondar, bectenial invasion if they had oot baen
on peniillio—40 here the benevolent eflects will only “e partly placebo
effects—and a few whose sore throats were due to pencillin senxitive bacterial
invasion. in whomn the good response 1o the drug were the direct results of the
drug itseif, rather than placebo effects. And even in these pauents, some of
their sense of well-being may well be due to the placebo effect of being on an
‘active’ drug.

The situation seems o me to be exactly anslogous 10 the treatment of
depression with tricycic drugs. Evidence showing that these drugs are
efTective in the treatment of depression is simost enurely based on hospitalised
depressions. Many of the drug trials in general practice do not show that
imipramine 15 any beiter than placebo. And the vast majority of depressed
patients are treated in general practice. Presumably such populations contain
a2 small proportion of patients with a depression heiped by tricyclic drugs. bt
the efTect is lost by the sheer volume of the placebo response.

Instead of being upser at the difficulty of demonstrating drug—~placebo
differences in general practice, we should ask ourselves why patients receiving
placebos do so well. We have already seen that no shaman or witch-doctor
worth his salt would dream of trymg to do without a placebo.

Beecher (1955) has reviewed the remarkabie therapeutic power of piscebos
10 relieve subjective distress in conditions as diverse as anpna pectons. post-
operative wound pain. headache and cough. About 35 per cent of the
population are marked placebo reaciors. They are pot distinguished (rom
non-reactors by intetigence and not recognisable by ofT-the-cufT impressions.
not "whiners’ or "nuisances’. and nat distinguished by age or sex! But they do
lend 10 be acquiescent. 1o attend church regularly, to think hospital care
‘wonderful’. and 10 wlk a lot. Placebos administered in hospital, with the
patient surrounded by images of authority and care are more effective than
when they are taken alone at home. Finally, and very interestngly, their effer
» greatest when symploms—either angicty, depression OF pain—are greatest
Pauents with low symptom levels often get worse on placebos.

Befare we consider why minor depressions should respond 10 placebos. |
musi mentiop some recent formulstions about depression that are not
couched in "deep amine pool’ terms. Engel has drawn atiention to the affects
of helpiessness and hopelessness that precede many episodes of major physical
inegss. and has related these affects 10 the experience the patients repon ol
feehing "given up' by those about them. and so entering a state of ‘giving up’
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fnghtening psychologicat eapenences is rather more difficult than jumping 10
facile conclusions and recklessly siarting some arbitrary ireaumen: pro-
gramme. Somatic and behavioural reductionists alike may scofl. but it 1s
rather difficult to do well, aithough fatally easy to do badly. It requires a
combination of empathic characieristics which are oot easily learned, careful
mterviewing skills and a fair amount of time.

Compared with the other three classes of healer, psychotherapists have
difficuluies in using their often complicaied explanations of sympiloms in & way
which reassures the putient, and in particuiar builds up the expectancy that
change will occur as a result of the visits 1o the healer. Native bealers do not
doubt their ability 1o remove sympioms, somatic peychiatrists do aot doubrt
the power of their drugs. and there is no confidence like the Brave New World
optimism of the behaviour modifiers. But psychotherapists often doubt. And
doubt is soon communx=*2d (0 the patient.

Psychotherapy can be likened 10 8 journey on a lake in » small boat. ideally,
the patient should be rowing aod the therapist should be sweering. and there
should be a mutually agreed destination. 1 inefTective psychotherapy—which
1s. of course. one of the commonest vaneties—the destination is not stated, so
the rudder is unnecessary, and there is often nol any prior agreement about
who- -if anyone—should be doing the rowing. There may not even be any
oars In either case. the boat drifts aimiessly in the dynamic mists. The patient
may nol be reassured by the interpretations which be is offered as expla-
nations of his sympioms, and there are no increases in sell esteem. Worst of all
is the development of hopelessness. which may affect both parties. and which
15 the enemy of constructive change.

Effective psychotherapisis—and | have known mary of them- arc thox
w ho can instil hope and produce an expectancy of change in their panients.
They can usually best achieve this by working 1owards stated behasioural or
experiential goals. | would argue that 2 good psychiatrist is someone who has
a mature appreciation of the scope and limits of the major specific therapies —
both somatic and behavioural --but who otherwise can praciise the non-
speaific skills of the efTective psychotherapist.

1 have dealt so far with four classes of psychological healer. bul anycne who
supposes that general practitioners and physicians spend much of thesr ume
prescribing specific ireauments for objectively demonsirated diseases is naive.
Ofien the disease is obyective enough but the specificity of the treatment for it
seriously open 10 question. And quite often both are pretty vague.

Since not all doctors possess the skills of the effecuve psychotherapist. yet
emouonal dworders susceptible 10 non-specific treatment effects are so
common. 1 1s perhaps fortunale that the principles of psychological heaiing
dexcnived so far apply 10 simple docior-patent encounters in which the
doctor apprehends some disorder and prescribes a pill for 1t. An advat r2ge of
this simpie version of the medical model not usually acknowledged by uns
saciological detraciors 1s that it contains within it the strong expeciancy that
the patient will take the medicine and get better. It is also very casy for the
docior 10 do.

Why not encourage doctors 1o explore the psychosocial circumstances that
are related 10 minor afTective disorders. and discourage them from prescribang
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pills ' There 1s no doubt that medicai educators should do this but 1 15 most
improbabie that doctors will stop prescnbing.

As we have seen repeatedly, prescription of a placebo is pan of healing
rituals all over the world. The obvious solution—the preparation of a phoney
drug R:chard Asher described as *Must ocult mei cum Betty Martini’ 1s quite
wnpracticable. since it would be instantly exposed by a pubhc-spirited TV
documeniary within 2 week of being relcased. 5o it would seem that we will
continue 1o use real drugs. One advantage of prescnbing dangerous drugs
such as tricyclics 1s that it increases the doctor’s sense of competence and self-
assurance: he feels. often wrongly. that he is doing a valuable therapeutic
job=—"-fighting” disease. and sc on—and this will undoubtedly enhance the
placebo respoases he produces.

Fortunately, those few severe depressions which benefil from tricyclics
probably get them. while finally. the many others who benefit from a placebo
response get thal too.

It therefore seems 10 me to be likely that production and sales of
‘wondercure” are likely 10 be very buoyant in the foresecable future.

| will end by asking you in what ways are mcdern doctors superior to native
healers? Cerwinly, we prescribe more active uru,. than they do—although the
vast majonty of prescriptions are for sympiomauc medicines. toniks,
placebos, minor tranquillisers and sedatives. When we treat pneumonia with
an antibiotiz, duabetes with insulin, or surgically remove an early carcinoma,
we are cenainly doing what no native healer could do. But the majonty of
doctor -patient encouniers are not like this, and 1L ill behoves us to allow the
panoply and glitter of scientific medicine 10 blind us to the primitive realities
concerming bow psychological healing occurs.
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BIBLIOGRAPHY FOR "BREAKING BAD NEWS" COURSE

Prepared by Dr Lesley Fallowfield

Teaching

During the workshop for the facilitators of the "Breaking Bad News" course we will be
employing the same teaching methods that will be used when teaching the course to
students. Particular emphasis will be %iven to the use of role-play, an
simulatecystandardised patients together with audio and video feedback. The

annotated bibliography which follows contains key references to all these teachin
methods. The list is selective and is by no means comprehensive but may be sufficient
for the neads of clinicians involved in teaching the course. It would be helpful if
participants made suggestions about suitable references to include in a bibliography for
students. Interested participants on the course might benefit initially from reading some
general articles on communication skills in clinical medicine such as:-

Lipkin, M. Quill, I.E, Napodano, B.J (1984) The Medical interview: A core curriculum for
residencies in internal medicine. Ann. Int. Med. 100; 277-284.

This paper was written by the members of the Task Force on the Medical Interview in
the US. This provides useful references for anyone involved in course design for
medical students and junior doctors.

Lipkin, M (1987) The medical interview and refated skills in Branch WT. The Office
Practice of Medicine. Philadelphia: W.B. Saunders Co; Chapter 76.

This splendid chapter gives a comprehensive overview of the functions of a medical
interview. It includes some insightful descriptions of the impact that patients’ different
personality styles may exert on the interview and describes the interaction from both the
patient and the doctor's perspectives. it provides an excellent introduction to
communication skills in general written by an experienced ‘front-line’ clinician.

Maguire, P (1990) Can communication skills be taught? Br. J. Hosp. Med. 43: 215-216.
This extremely brief but persuasive paper, written by one of the foremost researchers in

communication and medical education answers the question posed in its title in a
coherent manner which should satisfy even the most cynical.

Ref: LF186 1
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Bole-play

Maguire, P. & Faulkner, A (1988) How to do it. improve the counselling skills of doctors
and nurses in cancer care. Br. Med. J. 297; 847-849.

This brief paper (the last in a serigs of 3 which are all worth reading) describes the short
intensive workshops run by the author to help doctors and nurses improve their
interviewing, assessment and counselling skills. There is a succinct, useful description
of how to facilitate such a workshop together with some heipful guidance about
conducting effective role-play sessions. :

Cohen-Cole, S.A. Teaching with role-play: A structured approach in Lipkin M, Putnam S
and Lazare A (eds) The Medical Interview. New York: Springer-Verlag in press (1991).

This exceflent chapter, shortly to be published, provides a coherent description of the
benefits and possible pitfalls when using role-play with medical student groups.

Audio and Video Feedback

Maguire, G,P., Clark, D. & Jolley, B. (1977) An experimental comparison of three
courses in history-taking skills for medical students. Med. Educ. 11: 175-182.

Maguire, G.P, et al 51 978) The value of feedback in teaching interviewing skills to
medical students. Psychol. Med. 8: 695-704.

Both of these early papers by Maguire and his colleagues show the value of giving
feedback to students on their interviewing skills.

Maguire, P., Fairbaimn, S. & Fletcher, C. (1986) Consultation skills of young doctors: 1 -
Benefits of feedback training in interviewing as students persist. Br. Med. J. 292; 1573-
1578.

In this paper the authors reassess the interviewing skills of doctors 5 years after they
had received conventional training or training with video feedback as students. it shows
that benefits persist over time in the interviewing skills of the video-feedback trained

group.
Ende, J (1983) Feedback in clinical medical education. J. Am. Med. Ass. 250: 6; 777-
781.

In this interesting article the author provides valuable guidelines drawn from a large
literature in a variety of disciplines on how to give effective feadback in a clinical medical
setting.

Ethics of Video-Recording

It is, of course completely unacceptable for anyone be they a learner, patient, or even
an actor to be video-recorded without their prior consent. In practice very few patients
will refuse when asked. A good account of the ethics involved and examples of consent
forms for video-recording can be found in:-

Pendleton D, et al. "The Consultation: An approach to learning and teaching”. 1990.
Oxford Medical Publications, Chapter 9.

Ref: LF186 2
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Simulated/Standardised Patlents

McAvoy, B.R. (1988) Teaching clinical skills to medical students: The use of simulated
patients and videotaping in general practice. Med. Educ. 22: 193-199.

In this well-written paper the authpr describes the use of simulated patients with video
teedback in a 5 week general practice course for medical students at Leicester. It
shows the advantages of such teaching, in particular how valuable the process is for
increasing medical students’ communication and diagnostic skills in comparison to the
more traditional, didactic methods of teaching clinical methods.

Stillman, P, & Swanson, D (1987) Assessing clinical skills of residents with medical
school standardised patients. Ann. Int. Med. 105; 762-771.

This article describes the use of stimulated patients in teaching and assessing the
clinical skills of under-graduates and graduates in the United States.

Breaking Bad News
There are no easy ways of breaking bad news but the manner in which serious
information is communicated can enhance or disrupt an individual’s ability to assimilate

and adapt to the news. The following articles are all good examples taken from a variety
of specialties.

Woolley H, Stein A, Forrest G C, & Baum J D (1989) Imparting the diagnosis of life
threatening iliness in children. Br. Med. J. 298; 1623-1626.

This interesting paper reports interviews with parents of 70 children with either terminal
or life threatening illnesses. It shows how parents "valued an open, sympathetic, direct,
and uninterrupted discussion of the diagnosis in private that allowed sufficlent time for
them to take the news in and for doctors to repeat and clarity information.” Evasive
interviews were especially disliked. The long-term impact of how the news was broken
may still preoccupy parents many years later. The authors provide useful data and
helpful guidelines on ‘how to do it.

Sophie {Society of Parents Helping in Education) 'Shared Concern’ Kings Fund. (1987).

London.

This excellent short booklet was written to accompany the video 'Shared Concern’ but it
is well worth a read in its own right. The authors outline the typical reactions of parents
to the news that they have a baby with a disability and provide clear suggestions and
guidelines on the communication of distressing information and means of ameliorating
the emotional trauma.

Eorrest G, (1989) ‘Breaking bad news'’ to children in paediatric care. In Couriel J (ed)
Breaking Bad News. Duphar Medical Relations. London p10-16.

This short, helpful chapter describes the meaning that death has for children of different
ages and discusses the emotional implications that news about life-threatening ilnesses
may have for children and their parents. It contains some interesting anecdotal
accounts of childrens’ reactions and means of reducing their stress.

Ref: LF186 K]
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Slevin M.L. (1987) Talking about cancer: How much is too much? Br. J. Hosp. Med.
July; 56-59.

In this succinct, insightful paper Slevin discusses the fact that doctors who have
difficulty coming to terms with their own emotional reactions to serious illness and dying
often have the most difficulty in communicating about these issues with patients. He
outlines the barriers poor communication about cancer create for the patient and
his/her family and the doctor. He also discusses the various merits of truth-telling, in
particular dispelling the myth that it is reasonable to tell the family but not the patient that
they have cancer.

Goldie, L (1982) The ethics of telling the patient. J. Med. Ethics. 8; 128-133.

In this sensitively written paper the author discusses the problems created for families
communicating with patients who have not been truthfully informed about their
diagnosis. It provides persuasive arguments against doctors colluding with relatives in
keeping bad news from patients; and demonstrates the psychological damage caused
by failing to facilitate discussions between partners before death. ".... couples instead of
growing together, whither in each other’s arms.”

Maguire P & Faulkner A (1 988} How to do it. Communicate with cancer patients: |
Handling bad news and difficult questions. Br. Med. J. 297; 907-908.

Magquire, P. & Faulkner, A (1988) How to do it. Communication with cancer patients: |l
Handling uncertainty, collusion and denial. Br. Med. J. 297, 972-974.

These two basic papers give actual examples of dialogues between patients with cancer
and their doctors. Suggestions about handling difficult questions are given and may
provide useful starting points for seminar discussion with students.

Hogbin, B, & Fallowfield, L.J (1989) Getting it taped: the ‘bad news’ consultation with
cancer patients. Br. J. Hosp. Med. 41: 330-333.

Lack of information or not being told what is wrong are common complaints voiced by
patients. In cancer this can greatly increase the stress and anxiety experienced yet
many doctors still withhold information on the grounds that patients’ will find it too
emotionally distressing to be told the truth. In this paper 46 patients with cancer were
given audio-tape recordings of their ‘bad news' to take home. Subsequent analysis of
questionnaire data revealed that both patients and their families benefited enormously
from and appreciated the opportunity to hear detalls of their diagnosis and treatment
again. Interesting quotations from patients show that honest, frank communications
ameliorate anxiety and instil confidence in the doctor.

Fallowfield, L.J (1990) "The Quality of Dying" in The Quality of Life: The missing
measurement in health care. Souvenir Press. London. Chapter 8.

In this chapter | describe some of the evidence, both empirical and anecdotal, that dying
patients prefer to be told the truth, The chapter contains references to some useful
further reading and includes a discussion about doctors’ own fears about death. Some
students also may find that Chapter 3. ‘The Quality of Life in Cancer’, contains some
helpful references and further discussion about the contribution that lack of information
about the diagnosis makes to psychological distress.

Ref: LF186 4
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LEADING ARTICLES

Rationalism versus irrationalism in the care of the sick:

science versus the absurd

ince the dawning of medical history, the care of sick persons

has been determined by two powerful and oppasing attitudes

of mind, the rational and the irrational or, in other words,
the scientific and the non-scientific. The dominance of one or the
other in any society or in any period of history has been dictated
by the prevailing philosophy, social anthropology and cultural deter-
minism. It is my intention to illustrate that the distinction between
orthodox and alternative medicines is not one of establishment versus
antiestablishment, but one of science versus the absurd, and that
the subject which is portrayed so poignantly in this issue of the
Journal (page 710) by Lowenthal is merely a timely reminder that
the cultural dominance of empirical science in this century is in
danger of being eclipsed by the “‘new age'” counter-culture of
irrationalism.

Rationalism and irrationalism coexisted in the mists of antiquity
as judged by the decoding of the Edwir Smith Papyrus and the hiero-
glyphics on the temple walls at Karmak.' The rational ancient
Egyptian physician writing in the Edwin Smith Papyrus distinguished
malignant tumours from inflammatory masses and recognized the
natural history of the former and the futility of any medical inter-
vention. In contrast, the pricstly physicians of the cult of Imhotep
(the first surgeon to become deified in his own lifetime) prescribed
complex magical rituals for the treatment of similar diseases.?

Early in the classical Grecian period, the founding father of
Western medical rationalism, Hippocrates, separated medicine from
magic.’ His descriptions of internal diseases are classics to this day
and, in casting out hypothetical evil spirits as a satisfactory
explanation for disease, he set the scene for the empirical approach
to the development of effective medical intervention. Sadly, the
dominance of his philosophical approach was shortlived when the
teachings of Aristotie gained ascendancy.

Aristotle taught that all disease was a result of an imbalance of
the four natural humours — blood, yellow bile, black bile and
phiegm.? He also taught an inductive philosophy which encouraged
the avid search for corroborative evidence in favour of any specu-
lation anising from his construct of the universe.

In the second century of the current era, Galen reintroduced the
authority of Aristotle and taught that inflammatory diseases were
a result of an excess of biood, which, therefore, should be treated
by venesection, while malignant disease was caused by an excess of
black bile (melancholia) which, of necessity, should be treated by
diet and purgation.? Such was the force of his teachings and the
dominance of his personality that the practice of “*orthodox’’ medi-
cine became fossilized for 1600 years, buttressed against doubters
by Christian theology.

Throughout the Dark Ages the rationalists were treated as subver-
sives with the flame of rationality in medicine being kept alive by
the Islamic and Jewish physicians of the great Arab schools of medi-
cine at Ispahan and Alexandria.** This spirit of enquiry and
intellectual honesty is reflected in the following two quotations. In
10th century Persia, Avicenna stated *‘The experimentation must
be done with the human body, for testing a drug on a lion or horse
might not prove anything about its effect on man",* while
Maimonides, from 12th century Alexandria, pre-empted Francis
Bacon when he wrote ““Teach thy tongue to say | do not know, and
thou shall progress’.*

It is, of course, widely believed that the first challenge to the induc-
tive logic of Anstotle came from the 16th century English
philosapher, Francis Bacon,* who warned against the hazards of
certainty and made 2 virtue out of doubt. However, it is more likely
that the Anglo-Saxon father of deduction was the 14th century monk,

William of Occam, whose razor-sharp intellect can be summed up
by his famous dictum — Essentia non sunt multiplicanda praeter
necessitatem.’
The 15th century not only saw the Renaissance of art in northern
Italy, but the dawning of the age of enlightenment in France that
ultimately spread across Northern Europe. Michel de Montaigne
wrote in his essay on education:*
The tuter should make his pupil sift everything and take nothing into
his head on simple authority or trust. Aristotle’s principles must no more
be principles with him than those of the stoics or epicurians. Let their
various opinions be put before him. He will choose between them if he
can. If he cannot, he will remain in doubt. Only focls are certain and
immovable.

Fortunately for Montaigne, he was something of a country gentleman

and recluse, because writing in this manner in the late 16th century

would have been considered subversive and revolutionary.

Paradoxically, it was during the period of the Renaissance that
the word *‘quack’’ originated. Quicksilver or mercury was a popular
remedy for syphilis and wandering pedlars, who were known as
quack-salvers, sold mercury ointments. They would claim that their
unguents cured all ilinesses.

Perhaps encouraged by this new spirit of enquiry, after some
simple clinical observations, William Harvey described the circula-
tion of the blood in 1628." His observations refuted the ebb and flow
model that Galen had described, which was a keystone of medical
orthodoxy at that time. He so angered the orthodox establishment
that he lost his practice and his livelihood. Furthermore, when the
anatomical dissections of Vesalius failed to demonstrate pores that
linked the right and left ventricles, which were postulated by Galen,
the apologists of this age insisted that the great master could not
have been wrong but that nature had evolved within the intervening
1400 years.

Perhaps the nadir of irrational “‘orthodox’ medicine was illus-
trated by the events that surrounded the death of King Charles 11
in 1685.'° Dr Scarburgh, one of the 12 physicians who were called
to treat the King, left a sickening description of the excesses that
poor King Charles suffered before he was allowed to die of his
cerebral haemorrhage. He was cut and bled and drugged with emetic
and purgative agents; a plaster of Burgundy piitch and pigeons’ dung
was applied 10 his feet, while pear!l julep and ammonia were forced
down his throat. It is likely that the common folk of this period
were better off without physicians, even though their lives were short
and brutal. '

Early in the 18th century the science of 1saac Newton and the
“‘profane™ writings of Voltaire generated 2 turbulence within the
Western world, ripples of which can be felt to this day. In 1734,
shortly after the publication of Voltaire’s Lettres philosophigues el
elements de la philosophie de Newron'','' a contract was taken out
on his life, his books were burned publicly and he had to go into
hiding. Surely an adumbration of the Saiman Rushdie affair. By
making a virtue out of uncertainty, Voltaire continued in the tradi-
tion of Maimonides, Francis Bacon and Michel de Montaigne; minds
became unfettered and real medical progress followed.

In 1747, James Lind, a physician in the Royal Navy, conducted
the first controlled trial demonstrating that oranges and lemons were
an effective treatment for scurvy when compared with five alterna-
tive folk remedies.’? It has been suggested that if the Royal Navy
were to have adopted James Lind’s finding. then the British Navy
would not have been incapacitated by scurvy in 1776 and the North
American colonies still would be controlled from Westminster!
However, perhaps an even more important revolution occurred in
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1798 when Edward Jenner advanced his hypothesis that vaccination
might prevent smallpox.* At first, Jenner was naturally timid about
his propasals and wrote to John Huater for advice. Hunter replied
“‘Your solution is just, but why think, why not try to do the experi-
ment?'".'"* As a result of Edward lenner's experiment, smallpox
virtually has been eradicated.

However, it was not until the middie of the 19th century that the
bastions of bigotry began to crumble and deductive scientific empiri-
cism became the dominant influence on medical thinking. For
exampie, in 1834, a Mr Wardrop, writing in The Lancer, stated that
**The abstraction of blood from the body is one of the most powerful
therapeutic means [for inflammatory diseases]’’,'s yet two years later
Pierre Charles Alexandre Louis carried out the first mathemarical
analysis of the effect of blood-letting on pneumonia.'* He demon-
strated unequivocally that the earlier that bleeding was commenced,
and the greater the volume of blood that was drained, the greater
was the mortality of pulmonary inflammatory disease. As this put
paid to the central tenet of Galenic doctrine, it was left to the
American physician, Oliver Wendell Holmes, to clear the decks of
the worst accretions to medical practice that had resulted from 2000
years of tradition: *‘If all medicines could be sunk to the botiom
of the sea, it would be all the better for mankind and all the worse
for the fishes™.V’

With the slate wiped clean, it now was left to medical scientists
10 commence innovation in a big way, based on experimentation
and deduction, rather than on observation and induction. In 1867,
Lord Lister introduced antisepsis as a therapeutic sequel of Louis
Pasteur’s bacterial theory of infection.'* Anaesthesia and, later,
blood transfusion allowed the explosion in surgical developments
within the first three decades of this century. Antibiotic agents and
the science of immunology then led o the prevention or cure of most
infectious diseases and the development of organ transplantation.

We now come to the current era where the pace of medical inno-
vation and discovery has slowed down. Medical workers have to
realize their limitations in dealing with chronic diseases such as
cancer, degenerative diseases of the arteries and joints, congenital
diseases, neuropathies and myopathies; however, the public is fickle
and frustrated. Is has come to expect medical breakthroughs on
demand in every decade and, with this frustation, we witness the
emergence and self-confidence of the irrational schools of medicine,
disguised as altermative or *‘holistic’’ medicine.

In their attacks on medical science, the proponents of the irra-
tional schools claim that we are trapped within a mechanistic concept
of the body as ascribed to René Descartes, whereas they are the only
ones who look upon the body and its diseases in a holistic manner.
I reject this charge as offensive and nonsensical. We have long
accepted that the Cartesian model of a human being can give no
satisfactory account of the phenomenon of homeostasis. Yet, there
are subtle differences between the type of holism that is practised
by modern scientific medicine and that which is preached by practi-
tioners on the fringe of medicine.

The ideas of holism that are described by 20th century irration-
alists are completely metaphysical and relate to some as yet
undiscovered and, for ali we know, non-existent natural life force,
whereas in modemn scientific medicine our concepts of holism are
based on well-defined ncuroendocrine pathways which are known
to link the psyche and the soma. Furthermore, we can recognize,
measure and manipulate the chemical and cellular messages that pass
through the body from cefl to cell and from organ to organ which,
in a healthy state, act in perfect harmony.

1 think it is time that we stated loudly and unequivocally that the

only demarcation between modern scientific medicine and *“*alter-
native'’ medicine is that between the hard-won scientific rationalism
of the heirs of the age of enlightenment and that of the inductive
philosophy of the Dark Ages. In her immensely readable book Medi-
cine and cufture, Lynn Payer notes how even today the demarcation
between orthodox medicine and quackery in Western Europe and
the United States is as much determined by culture as by science."*
Thus, we have the *‘French impressionist’’ school of medicine which
still 1s influenced by the teaching of René Descartes, which accepts
homoeopathy as part of mainstream medicine, and the German
school, which is influenced heavily by romanticism and the
anthroposophic system of Rudolf Steiner, with the prescription of
tonics and health spas being essential to medical practice. Neverthe-
less, Payer has the kindest words 1o say about the practice of
medicine in the United Kingdom:**
By far the strongest philosophical movement in Britain has been that of
the empiricists Locke, Berkley and Hume. For empiricists, all knowledge
comes from experience, not theory or thought. En contrast 1o Descartes’s
plan of evolving the universe from a thought, the British philosopher
Francis Bacon urged society 10 try evolving thought from the universe.
The current controversy about alternative medicine in Australia
as illustrated within this issue of the Journal is not some local
problem or phenomenon of contemporary life, but another symptom
of the virus of irrationalism that is a serious threat to the health
and welfare of all nations. Lowenthal well may be described as a
reactionary bigot whe is protecting the ciosed shop of orthodox medi-
cine by the mouthpiece of irrationalism; however, we should see him
as continuing in the fine tradition of the rational school of thought,
which is perhaps the most precious inheritance of Anglo-Saxon
philosophy. Let us always remember that a miracle, by definition,
is an event that occurs with the greatest rarity. How many cancer
sufferers will be denied the proved benefits of modern oncological
practice while awaiting the miraculous cure that has been claimed
by lan Gawler?
Perhaps it is appropriate to leave the last words to the Scottish
philosopher, David Hume:*
No testimony is sufficient to establish a miracle unless the testimony be
of such a kind that its falsehood would be even more miraculous than
the fact which it endeavours to establish.
MICHAEL BAUM

Professor of Surgery
King's College Hospital, London
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; |n the treatment of cancer ;

b\ Pamdt C P:etram

Senior Lecturer in General Practice,
St Marv's Hospiral Medical School.
Lisson Grove Health Centre,
GateforthSireet, London NW8 8EG.

IT IS DIFFICULT to enter inlo the
debate on alternative medicine in
cancer treaiment without im-
mediately engaging in a discussion
about definition. There is no accept-
ed definition of ‘alternative’
medicine. Many practitioners prefer
the word compiementary and try to
avoid a confromationa! focus to-
wards orthodox medicine. In addi-
tion. the word ‘holistic’ ts now
being applied to describe an
approach to treatment which is by
no means the perogative of the
alternative practitioner and some
would say is what good medicine
has alwavs been about. The holistic
approach does offer a set of con-
cepts that allow for a perspective
against which the debaie on aiter-
native treatments can be sensibly
discussed.

Several articles have outlined the
historical, philosophical and scien-
ufic basis 10 the reappraisal that is
now occurring Wwithin Western
medicine (Pietroni 1984) — a
summary of the principies of the
holistic approach is provided In
Table 1.

ment of scvcral cancers. Thc use of
other alternative treatments.
acupuncture. homeopathy. herbal
medicine. will not be described.
The most recent expansion of our
understanding of the influence of
behaviour on immunological
mechamisms has indicated that a
common language may soon be
possible. It must be said, however.
that from a conventional viewpoint,
one of the problems entering into a
debate with alternative practitioners
has been their simplified notion of
cancer as being one discase, The
holistic model allows one to accept
many different levels of causation
as well as of diagnosis.

Psvchosocial factors and cancer
Two excellent review articles
(Cunningham 1984: Bahnson 1979)
set out the current state of study in
this area, and the idea that person-
ality factors are influential in the
causation of cancer goes back to
Galen, who noted that cancer was
more common in ‘melancholic’ than
in ‘sanguine’ patients. Those studies
which explore the correlations be-
tween mental attitude and develop-
ment of cancer have been of three
kinds:
1. Retrospective anzlysis of
patients with cancer. exploring
possible links with "life events’

1. The whole 1s greater
heaith-care).

as doctor.

treatment.

Table 1: Principles of the holistic approach.

than
{Body-Kind- Spirit- Environment).

2. Use of an extended range of interventions, orthodox and “altermative’.

3. Education as well as ireatment (prevention-promotion-anticipatory
4.  Doctor-patient relationship including active participation by patient as well

5. ‘Physician heal thysell’ — health of practitioner influences outcome of

the sum of the parts

1t is difficult for the traditionally
trained doctor to avoid comparing
one ‘treatment’ againsi another and
the clinical controlled trial has been
the accepied basis for so doing.
However, because many of the
*alternative treatments’ arc based on
an undersianding of human func-
tioning which is al odds with the
mechanistic. dualistic and reductive
assumptions governing much of
what we do in Western medicine,
the comparisons can prove difficult
if not impossible. Again, much has
been written concerning the appro-
priateness of research method-
ologies for undenaking such com-
parisons (Heron and Reason 1984).

The major focus that ‘alternative
medicine” iias had on cancer treai-
ment has been to explore the areas
of psvchosocial and dietary factors
in both the causation and manage-
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and comparison with non-cancer

patients.

2. Prospective analysis of the
impact of mental attitude on the
progress of the disease.

3. A few long-term truly prospec-
tive studies on psychological
attitude before the onset of any
disease.

What seems to be emerging
from these studies, although all
have methodological concemns, is
the following hypothesis: a sense of
hopelessness and helplessness, to-
gether with an inability 1o express
emotion adequately and poor social
suppon, precede the onset of cancer
in a significant proportion of
patients. The recent studies by
Greer have explored the influence
that memtal atutude has on the
progression of cancer and he has
demonstraled a more favourable

5 -year survwal rate amongst
patients with responses to their
cancer that could be classified as
fighting spirit’ and “denial” as
opposed 10 “sloic acceptance’ or
*helplessness/hopelessness ™. Similar
studies in Manchester and London
are currently being undenaken to
examine this hypothesis further.
Before leaving this area, it is
interesting (0 note that those few
anecdotal reports on spontaneous
regression in cancer all describe
what has been termed ‘a dramatic
existential shift’. This ‘shift” involv-
ed a resurgence of hope. 10gether
with an alternation in belief system
and acceptance of responsibility for
the process of healing and recovery .

The use of "psychotherapeutic
imerventions’ in the treatment of
cancer, which have largely been the
province of the psychoanalysts and
alternative practitioners, base their
ratonale and appeal on the in-
fluence of “spirit” and ‘mind’ on
*body’. The techniques that have
been popularized recently through
the Simontons’ work include a
muxture of breathing and relaxation,
meditation. hypnosis. visualization
and “positive thinking'. There is
extensive literature from several
sources on the psychophysiological
concomitants that result from
regular practice of the self-help
techniques.

The use of meditation has
attracted wide support and the long-
term beneficial results of the treat-
ment of hypertension with this
approach is now well-established
(Patel 1984). Meditation can be
described as a state of relaxed non-
aroused physiological functioning
which can help te liberate the mind
from diswurbing and distracting
emotions. Table 2 detaiis some of
the alterations that occur both
during and after meditation. This
technique can be used by itself or
together with visualization.

Visualization

This is a technique that invoives the
suggestion of mental imagery (e.g.
a peaceful place — white cells
engulfing cancer cells) during a
state of relaxation or meditation. A
simple analogy of, imagine, a
lemon being cut and observing the
consequent physiological responses
will allow for an understanding of
the rationale underpinning this
approach. Again, there is an
enormous quantity of literature
from other disciplines describing its
use in several conduions. However,
few, if any, adequately controlied
trials exists for its use n cancer
treatment. A recent evaluation by
the Amencan Cancer Society on the
Simontans” work acknowledge that
‘the approach had some positive
effects namely promoting relaxation

but found
no evidence that it provides
‘objective benefit’. They also drew
altention to concems relating to the
use of these techniques. These
concerns related to pauents de
veloping “guilt feelings’' am
neglecting the possibility of physical
treatments.

It would be fair to say that there
is no objective evidence as vet that
any of these techniques add to
longevity for any one group of
patients. However, nearly atl
studies remark on the improvement
in quality-of-life and the relation-
ships surrounding the patient. his
family. and his advisors. Even if
these approaches do not prove 10 be
cffective as specific treaiments, it
has been saluiary for the medical
profession to be reminded of the
importance of the need for com-
passion, hope. and listening to the
patient. The recent increase in
“holistic cancer centres’, hospices
and self-help organizations
(BACUP) iilustrate how important
our patiemts view these issues.

and a sense of control’.

Immunological factors and canc
It is from this area of research that
the majority of conventiona) prac-
titioners are likely to be convinced
of the need o explore the tech-
niques outlined above. The recently
published annotated bibliography
brings together over 3.00G re-
ferences from scientific journals on
the role of the mind on immunity
(Locke and Hornig-Rohan). It is
necessary to draw on systems
theory to appreciate the link
berween unhappiness and molecular
cvents | to neoplastic changes
and Engel (1980) has provided
much useful work in this direction.
Animai experimentation with stress
and temour growth suggest that
acute stress that cannot be controll-
ed tends to favour cancer growth:
relevant mechanisms included
lowering of catecholamines and
increase in acetylcholine leading to
immunosuppression. The suppres-
sion of lymphocyle sumulation
following bereavement and siudies
by Pettingale indicating correlation
between serum lgA and memal



attitudes in breast cancer patients
add some clinical weight to these
animal studies. Further studies
suggestng shifts in [gA as result of
regular meditation now lend at least
theoretical laboratory support for
the use of such techniques in cancer
treatment.

Diet and cancer

If the debate on the links between
emotion and cancer arouses partisan
feelings. then that concerning diet
iy even more polemical. especially
when it comes to supplements and
megavitamin therapy.

There has always been good
epidemiological evidence relating
dietary fibre and colorectal cancer.
Fibre 1s known to bind carcinogens
and reduces intestinal transit time
by a factor of two. Seventh-Day
Adventists, whose diet is mostly
lacto-vegetarian. have a much lower
incidence of cancer compared 10 the
average American.

Known constituents in the diet
such as mycotoxins and nutro-
zamines have been impiicated in
~arcinogenic experimental studies

animals. Simiarly, low levels of
uietary fal. and an increase in
vitamin C. vitamin E. retinoids. and
flavinoids have all been shown to
protect against experimental cancer.
The biosynthesis of the cellular
membrane and the integrity of the
endoplasmic reticulum is dependent
on the concentration of cellular
glutathione which is in turn
dependent on adequate dietary
intake of these nutritional con-
stituents. Human studies have
linked cancer to poor intake of
vitamin A and carotenoids, thus the
daily dose of carrot juice. Most, if
not all. research has focussed on the
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constituents of the diet and not on
how the food is either processed,
cooked or eaten. A recent study in
Chic examining the atheromato-
genic influence of high dietary fat
for rabbits found 2 60% reduction
in pluque formation in one group of
rabbits eating an identical diet. This
group of rabbits were being fed by
a different laboratory technician
who insisted on taking each rabbit
out of its cage. calming and stroking
it before it was fed its high fat diet.
Saying Grace before a meal may
thus have a physical as well as
‘spiritual’ benefits. Although most
doctors would acept a nutritional
link for cermain cancers, very few
will go so far as to examine or
prescribe a diet specifically to
‘reduce the cancer’. Again. there 1s
no controlled evidence to suggest
that this is possibie. but we must
avoid the type II statistical error of
dismissing as unfounded what may
in fact be both true and very impor-
tant, just as our colleagues in
alternative medicine should avoid
the type I error of accepting as truc
what has not been proved.

There are various forms of
dietary therapy practised by alter-
native practitioners for cancer and
the different approaches include:
@ Fasting
® Detoxification
@ Purified diet
& Augmented diet
® Macrobiotic diet
@ Bristc! dict
® Gerson diet
® Pearce diet

Apan from some specific inter-
ventions such as a coffes enema,
megavitamin therapy, lactrile injec-
tions. many of the guidelines
sugpested by these diets are similar

to thosc now accepted by most
Western nutritionists as constituting
a healthy diet. These include the
following (Table 3).

Where the alternative practi-
tioners have rightly auracted the
wrath of conventional doctors is
when their insistence on enforcing
al: _ ! unpalatable diet that may
take 2 sours 1o produce, reduces the
patient to a sense of guik, confusion
and misery. It must be said, how-
ever, that many of us involved in
cancer care in conventional settings
have been the cause of an equal
amount of misery. pain and con-
fusion, and many neffective, pain-
ful and dangerous regimes have
been tried on hundreds of un-
suspecting paticnts.

The only reai altermatve o
cancer treatment is for us tw
approach this area with the degree
of humility which reflects our
current ignarance both in orthodox
and alternative treatments.
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Table 3: Basic guidelines to a beaithy diet.

1

3

3

processed vaneties.
4.

or canned.
5.

and processed fneats.
6.
7.
8.

unnecessary medication.
9.
10.

Limut sugar intake — this means reading labeis carefully — canned foods,
bottled sauces. dressings and cereals even if described as “aatural’, ofien
contain high quantities of sugar.

Avoid highly-processed foods with preservacives and colouring added.
Eat narural, whole grain breads, cereals, pasta and rice, rather than highly-

Eat plenty of fresh fruits and vegetables, rather than those which arc frozen

Eat high-quality protein sources (low-fat dairy products, whole grains,
beans. fish, eggs, fowl) and avoid high-far mea, high-fat cheese, red meat

Find suitabie beverages to replace coffee, tea and fizzy canned drinks.
Try a variety of juices and drink plenty of spring water.

Reduce salt intake by avoiding added salt and snack foods.

Keep tobacco and aicohol consumption to 3 minimum and avoid

Keep fast-food and canteen cating to the minimum.

Reduce fried foods both at home and in restaurants. Cook vegelabies in
a steamer rather than a saucepan. .

Try 1o eat your largest meal in the earlicr part of the day to ensure the
body is able to rest more at night,

Give yourself time to eat slowly, peacefully, and with concentration. This
way you will be aware when you have eaten enough and will be less likely
w0 over-eat. Digestion is aided by a peaceful body and mind.
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Quality of life in cancer patients - an

hypothesis
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Author’s abstract

Qualuy of lite 18 a difficult concepe 1 define and 0
meange. AR vpoukrns o proposad TRicA SUEPET LA Lhe
quaiuy of ife megnares the dhfference. ov the pap, a1 ¢
parncuiar penod of teae benceen the hopes and
expecianon: of the marovingl end the: oafroutual™s presess
expernences. Qualiey of life cam amiv be dsscrrbad by Une
indrondugl. ond mast iake e accout MaY axpecs of
Uife. The approach u gesi-onsniasad, and one of iank
unaivns. The hypothens u developed o & diogremen
mav. and severe! mathods of ey the ypothens
mgyensd.

*The longer | live. the more | am sstified of two thing ..
First that the wruest ives are those that ate cut rome-
dismond fasiuon with many facens. Semmed, thac
LICTY 33 AIWEYY (IR 18 samme Wiy of otber Lo grind us
dowm (0 a single flat surfece’.

The Professor at the Breahpast Table. Olrver Wendell
Hoimes.

In recent vears. umprOvVEmSDLs in CADCEY [reAlTant
have emphasised the unportance aot oaly of the short-
term. but the lung-term impicanoes of therapy. The
werm ‘quality of life’ (or more correctly ‘pond qualiry of
life’ » bring incressngty used. Because of the cuiturai
and pyvchologaal overtones asaacated with Gaacer, it
s 3 useful model ® use in the wudy of this tope,
though 1t shouid not be conudened that ‘quality of Ufe’
15 onlv relevant to the cancer psuent. Far from i, the
CONCEPL 18 20 iMpurtan; one 15 all forms of illness., a1
wndeed 1t i 10 hesith. The term "qualicy of life’ extends
0ot onlv 1o the unpact of Ueatent and ude-effecn.
bul 0 the recogruuon of the psuent as an indvidual,
and as a whole persoa, budy. mund and spant. A study
of the qualiry of life 1s difficult for rwo ressons. Firstly,
there 15 2 real problem o deflimung what 1s meant by
‘quality of Lfe’. Secondly, even i thus were possubie,
there remans the dufficulty of yuanwifving “qualicy of
life” and of companng vae individual with another,
There 15 also the retated. bur equaily important (act.
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that measurernent mav oo be importaat from the poant
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Meassurement of quality of life

Incresming snenoon is baang peid to the messurement
of Quality of life in cancer patienss. Thus has raoged
from the use of linesr analogue scales o assess well-
being, mood, kevei of acuvity, symptoms, socal
acuvites. sad zomety (1), to questucansires whach
memgure ide evearts (2). Many of the currently vsed
mvethods are based on Life arens or have sdopoad 3 task

soalyms, or problem-ormeumad spprosch (3.4,5).

Others have the impormance of the
Mﬁmdqmﬂydlﬁ,qmm
of the panenn’ percepoion of their bamith (6,7, The
pevchosocal aspects of healrh have also been studied
separately 3). De Bono & bis book The Heppouex
Pwrppse bas used the concepe of ‘life spece’ and 1s
dev clopment in reistion to happines and quality of life
9.. Mmny attemprs bave therefore been mucie w define
the quality of Life.

The definzton used below seeks 1o put quaiicy of life
Mo perpecTive Som the patien's pont of vew, as it
u the papent's percepoon which ¢ impormnt. The
defigiton 1 Bot ciarned to be origmmal, ragher 1t brings
together severyl relsted concepes. b, onponanty i
mey allow the quality of life ® be mewured and an
assessment made of the efectiveness of zov acuon
inioaged 10 modify it. The definivon piven »
enentallc the satement of a8 hypothens winch
reguires (o be tested, and which uses the cancer pauent
23 2 moded for the study of this concept. The aum of thas
peper 1 (0 sumulste discustion 0o the Uactreucal baus
ot messunang and defisung quality of life.

A defiaition of ‘quality of life’

The quadity of life can onlv be described and measured
1 individual terms, and depends on preaent iifestyie,
past expenence. boges for the furure. dreams and
ambioons. Quaiity of LWie must include all sress.of Life
and expenence and ke W0 CCUUD! the mpact of
ilinets and tresument. A good quality of life can be waud
to bt present when the hopey of an undivnduai are
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matched and fulfilled by expenence. The opposite 15
also true: a puor quality of life occurs when the hopes
do not meet with the expenence. Quabiry of Lfe
changes with ume and under agormal cucumstances
can vary consuiierably. The priontues and gouls of an
wndividual must be realisuc and would therefore be
expected to change wuh wme and be modified by age
and expenence. To improve the quality of life
therefore. it 1 necessary o try tu narrow the gap
between hopes and aspuauons, and what actually
happens. The am therefore 15 1o trv 1o belp people 10
reach the gusis they have set for themselves. A ‘good’
quality of life s therefore usuallv expressed in terms of
satisfaction. contentment, happuess and fulfilment
and the abuiry to cope. Thus definiuon emphasnes the
umporiance of personal growth.

Frum thus defiution of quality of life certain
impiicauons follow:

1; It can only be assessed and described by the
individual.

i) |t must take 1850 account manv aspects of life.

it 13 must be related (o individual auns and goais.

v} Improvement is related to the ability 1o idenufy ana
achueve these goals.

v |liness and treatment mav well modifv the goals.

v1i’ The goals must be realisuc.

vu, Action 15 required to aarTow the potenual gap. Thl
mav be by the panent alose or with the help of others.
viu: The gap berwees the expectation and the reality
mav be the dnving furce for sume individuais.

X, As each goal 13 schieved new ones arc dentifed,
opening the gap again. It » 4 consaatly changpng
pcture.

Quality of lue therefore. measures the difference. ata
panicular moment ib Umec. between the hopes and
expectanions of the adividual and that weivndual’s
present expenences.

THE DIMENSIONS OF QUALITY OF LIFE

Bauc work by Flanagan 14) and others has sumulated
the concept of “life sreas’. Such areas cover all aspects
of life and can provide 2 useful checklst whch will
enabie the patent or the canng 2am (o identify those
aspects which are of parucular imporunce to the
individual. The pauent’'s own problems and prionues
can then be identified. Such life areas include: home
and garden, work, hobines, financial problems and
podv image. diet. mobihirv. ambitions, spintual
prubiems. concept of the future ere. The idenudicauon
ol problems and pnonues makes 1t possibie to deveiop
realistic godis and o use thewt 10 135858 Progress and
measure the reducuon of the "gap’ This aliows the
hyvpathess to be tested by evaluaung the effecuvenssof
the speuific intervennuon.

The representaton of qualiry of life

To deveiop this concept further 4 senes of diagrams
wiil be usel o dilustrate the hvpoinens

! The hopes. ambwions atd areams ol e ipdividual

Quaiuy of life 1n cancer patienss - an hypotness 1258

are shown in the upper line (Figure 1 varving naturally
with ume. In realiry, the here and now, there is also
vanauon, aod the gap berween hopes and realicy mav
never be bridged. There are penods of good umes and
bad umes. The pap therefore metsures the quahiry of
life. For many individyals it 15 the heed 10 close the gap
wiuch provides the dnving force of personal ambition
and achievement. The activiry necessary for narrowing
the gap may be asociated with as much sausfacuon as
the end resauilt.

2) The 1mpact of iliness msy vary depending on the
ume at whach it occurs (Figure 2;. When things are
sowng well the individual mav be able to cope with
ilness, when they are nok. it mav be the last straw.

3 [liness may modifv the quality of Life 1n several wavs
(Figure 3). For some patients the quabity of life mav be
enhanced. snd the so-called “benefits of illness’ mav
occur. For others the quality of life mav be greatiy
dimunished. Lo some psuents follownng illness, ife mav
be characterised by wide swags in quabity with highs
and lows, while for others it becotmes flas and dull.

4) To gmprove the qualiry of life it may be necessarv
enber w reduce some of the expecuatons and
ambitions. or 10 incresse the qualiny of life as it 1
Figure 4,. To decrexse the expectations does nor mean
denving bope, rather 1t makes the expectaucas morr
reabisic. The pauent s encoursged 0 develop
sppropnate gouls. in termuaally ill paticnts for exampic
it may be uareshstic 1o some papents to coaunuc to
pretend that thungs will improve. For others the deual
of thus mav be cnucal in mantning the quaiity of Life.
Hence the imporiance of individual interpretation of
the sze of the pap.

5 The ‘bere and now' profile i a compouie of many
aspects of life and not all need 1o increase to unprove
qualiry and narrow the gap (Figure 5). Ilness or
ageing. for example, can 1nhibit further development
of a phymcal pature, Yet the individual can coannue 10
grow and develop in  other ways, socaily,
psvchologically. emouonsily and ncellecrually. It
foilows therefore that 1o improve quality of life 1n thase
who are il requres 3 suniemanon of physical
probiems aod an enhancement of other aspects of Life.

6) Some indaviduals are able, therefore, to have a good
qua_.hry of life even though they may appear 10 have
maior probiems, for example senous physical Wlness or
poor social condiunns. They are uble o achieve thus
either by reducing thewr expecutions and bewng
sausfied with whai they have, or by bewng abie 10 nae
above the probiems by persocal growth and
development. 1t s aot possibic 1o make vaue
ludgements aboul other peopie’s ‘quality of Lie’ [q s
therr own perception which matiers. Conversefy for
sumne panENLs. tnvial’ evenls mav have 2 malof impact
on iue and mav be much More tMporant than cancer’
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Figure 1) A represenwtion of the gap berween reality sod
hopes. dreams and amixuoes.

Figure 2- The unung of illness can be relaed to the ability
to cope.

-
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Figure 3- The impact of iliness can have several offects on
the qualiry of life. sometumes enhancing, IOMELIDE
drmmshing.

Figure 4 The improvement in the quality of life represents
either 1 reduction i expectatons or 2 change in the present
maxrure of resliry.

Figure $) Raality is made up of many compooests. Even if
one gxpaxct. for example phyaical iliness or mental iliness. 1
Limiuag. 1 s stil) pussible to grow i oxher wavs.

Fagure 6 To prow requires energy, from the wndinduai and.
of others.

7' To increase the quality of life requires energy to
change the height of the wave. This can either be seif-
generated or come from outside. from others. A vanerty
of methods mav be emploved (Figure 6).

E. What about the ‘'man who has evervihing’ vet is
unhappv: Two explanstuons are possibie. Firsi, he
may sull not have what he really wants and still be
searching. Secondly, overshooung the hopes mav also
lead 10 tensiocn and siress. Over-promonon for
exampie. ur 0 patenis an unexpected recovery, mayv
be stressiul to all concerned.

9 Couid this concept of quality of Life be of value to the
canng teamn who Mav have 10 make decisions about
Initting. or NOL imtaGag. treatment* The hvpothess

emphasises the {act that discussion with the pauent 13
the only way 10 assess pauent needs. Secondiy, it mav
belp in communicating with the psnent when
treatments have o be used which may have short-1erm
side-effects but loag-term benefits. Thirdiy, 1t allows
denuficaton uf future events whuch mav he of special
agnificance to the patienl (anmversaries. brths,
weddings etc: when it may be acceptable to induce
some side-effecss. if short-term survival for a parucular
purpose 1s the obiecuve.

_In more gencral 1erms. could this hypothesis be of
value 1 asusting 1 uther treatment decisions. such as
when to resuscitate a pauent. of to sw»ach off Life-
support svstems. when the concept of subsequent
‘Quality of life’ mav be being cunsidered * Under these
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circumsiances the use of the diagrams may be of value
when discussing chis with the caring teamn, and with the
reisuves. Because the reality may be seen 10 be very
low, and the subsequent expectations also low it may
assist in decision-making in specific circumstances. It
myulo-mmwfmemoﬁheppm
the present and future recovery.

Evaluatioa

The hypothesis as described is essentially a problem-
onenuted or task-onenwted approach o qualicy of
life. As such it is timilar to that deveioped i the
Nurnag Process (10)and in problem-onentated medical
records (110, It is suggested that it is 3 pragmatic
approach to the definition of quality of life, s
assessment, modification and evaluston. [t can be
developed in these four stages.

(i: Assessment. The patient’s own list of problems and
priorites. the estimation of the ‘gap’.

tii» Development of a pian for modification of qualiry
of life, with full involvement of the patient.

(ili: lmplementsation of the actions identified to meet
the specific meeds.

iv' Evalustion of the cutcome of the intervention and
a review of the goals set.

Seen in thes light it is hoped this coacepr of quality of
life will sumulste further research into this difficult
area.

Conciusions

An hypothesis concerning the nature of the quabry of
hie has been proposed and some of its implicanons
developed 1n s disgramauc way. It is concluded:

‘i; The insaument developed 10 measure quslity of
Life must take 1010 account many sypects of life and life-
stvle,

(i’ The problems and priorives which are mporunt
are those of the individual and not of the observer.
(il - Measuremen: of quality of life 1s not sufficent i
self. Acuon should be taken 10 improve quality of life

Quahey of hife o cancer paisents = an kvpothess 117

{to narrow the gap) either by making expeciations
more realisic or by encourapang the individual to
develop and grow in other wavs.

(iv) The emphaus should be on the positive aspects of

parrowing this gap and immproving quatity of life.
(v) Evalustion of any intervention to modify qualiry of
life is essential.

It is useful perhaps 10 remember the words of Dr
Samue! Johnson: ‘I know pot anything more pleasani,
of more instructive than o compare expenence with
cxpectation of to register [com ume o ume the
difference berween idea and reality”.
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APPENDIX A

These are the general questions taken from "Questions the
general public ask about cancer™ by R L Davison. In the
same paper there is a section showing the difference between
the guestions men ask and those women ask. The male ones
are very much pre-ocupied with smoking and lung cancer and
the females cnes with cervical cancer and snmears.

1 Is cancer hereditary?

2 Is cancer on the increase?

3 Is cancer caused by knocks?

4 Deces radiotherapy have unpleasant after effects?

5 Can cancer develop without symptoms?

6 Does cancer show up on an X-ray film?

7 Can cancer recur more than 5 years after treatment?

8 Does cancer occur in children?

9 Does smoking really cause cancer?

10 Is cancer always painful?

11 Are we born with it?

12 What about air pollution and lung cancer?

13 How long has it been there?

14 Is cancer infectious?

15 1Is cancer caused by shock or worry?

16 Can doctors always recognise the symptoms?

17 Is weight loss a symptom of cancer?

18 Will they find a cure?

19 Aren’t doctors responsible for delay?

20 Does surgery {or letting air get at it) hasten its
development?

21 Why do some people get cancer and not others?
22 Should cancer patients be told the truth?

231 Can warts or moles become cancerous?
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Is cancer more rapid in some than others?

24

25 1Is radiotherapy painful and is it dangerous?
The questions patients most often ask me (WAFM) are:-
1 Will 1 die from it?

2 When will I die from it?

3 Will it hurt?

4 Will I need a bag or will I be disfigured?

5 Is it catching?

6 Does it run in families?

7 What did I do to make it happen?

8 What can I do to help myself?

What do radiotherapy patients want to know

1

2

10

11

12

13

14

15

What are the side effects of this treatment?
How long will I take to get over it?

Will I be alright or will I feel ill after the
treatment?

Will I lose my hair?

Will I be sick?

How painful is the actual treatment going to be?
Will I feel anything?

How long will the treatment sessions last?

How long will I be in hospital?

How many treatments will I have to have?

How will I know whether the treatment is being
successful?

Deoes this treatment work?
Will the treatment take the pain away?
What happens when I go for treatment?

Can I breathe when I am under the machine?
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16 What is the machine like?
17 What are the do’s and dont’s?
18 Is this radium treatment?
19 How does the treatment work

20 If you have more treatments does that mean your
condition is more serious?

21 Will the treatment make me radicactive?

22 1Is 1s safe for my relatives to visit?

23 What are the radium badges for?

24 Why am I having x-ray treatment instead of surgery?

25 1Is this treatment just for cancer?

These guestions are taken from Anne Eardley’s paper "What

doe radiotherapy patients want to learn” Radiography 49:
122-124 (19823) as is the table:-

Table 3. Patients’ fears on admission to the Christie, as
reported by staff

Percentage of
staff who
mentioned it

Fears relating to malignancy 51%

The name of ’Christie’-what it signifies 40%

Fear of the treatment 22%
Worry about after—-effects 15%
Worry about the family 14%
Fear of the unknown 13%
Fear of dying in the Christie 11%
Fear of stigma 4%
Miscellaneous A%

"The Christie"™ is Manchester’s Regional Radiotherapy Centre
(as Cookridge is for the Western half of the Leeds Region)
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APPENDIX C

Support of the Cancer Patient by reference to wvarious
agencies

1 BACUP (The British Association of Cancer United

Patients) founded in late 1985 by Dr Vicky Clement
Jones, who herself suffered from advanced c¢ancer at
the time. BACUP prodcues a large number of excellent
booklets on different aspects of cancer. They cost
money but are free to patients and relatives or
main supporters. More information is available from
BACUP, 121/123 Charterhouse Street, London ECIN 6aa,
Tel Nc 01 608 1785 (Administration)

01 608 1661 (Cancer Information Service)
and now on Freephone anywhere in England
Tel No 0800 181199

Tak Tet } This Cancer Support Group

Tak Tent Office ) Organisation

4th Floor ) in Scotland is the best I know.
G Block ) A model for all Cancer Support
Western Infirmary ) Groups.

Glasgow )

Tel No 041 3574519
Tel No answering machine 041 3346699

The National Cancer Institute of America publish a large
amount of reading material for doctors and patients
about various aspects of cancer and their address is:-
The 0ffice of Cancer Communications

National Cancer Institute

Building 31, Room 10A 18

Bethseda

Maryland 20852

All this material is available to you if you merely
write to them introducing yourself and saying what
you want.

Appendix D is a photostat of the order page in the
publications list in May 1990. This publication list is
updated every four months.

Cancerlink is a Naticnal Organistion which runs a
directory of cancer support groups. Its address is:-
17 Britannia Street

London

WC1X 9JN

or
9 Castle Terrace

Edinburgh
EH1 2DP
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This whole field of support of the cancer patient by non
medical sources 1is growing fast and needs to be taken into
account, because many of the agencies are very helpful

Locally in Yorkshire

Airedale Cancer Support Group
Airedale General Hospital
Steeton

Keighley

Tel No 05353 655207

Bradford Cancer Support Centre
2nd Floor

72 Vicar Lane

Bradford

West Yorkshire

Hebden Bridge Cancer Support Group
Hob Cote

Midge Hole

Hebden Bridge

HX7 7AH

Nerissa Waring: 0422 842739

North Humberside Cancer Support
Janice Ness

Dove House

Beverley High Road

Hull

HUé 7NH

0482 448862

Bridlington & District Breast Cancer Help
24 South Back Lane

Bridlington

North Yorkshire

Y01lé 4EX

R.V Club (Radical Vulvectomy)
10 Croft Street

Upton

Pontefract

Tel No 0977 640243

Ryedale Cancer Suppert Group
16 Ryedale Close
Norton-on-Derwent

Malton

North Yorkshire

YO17 9DQ

0653 600211
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Scarbeorough Cancer Support Group
Arch View
Roxby Road
Thornton Dale
Pickering
North Yorkshire
Yolg 7SX
Daytime number:
George Bennett 0751 73138
Evening number:
Janet Johnson 0723 364755

Scunthorpe Cancer Support Group
41 Frances Street

Scunthorpe

Humberside

0727 845155 (office hours)

Selby and District Cancer Aftercare
45 Ash Grove

Ricall

North Yorkshire

YO8 9PP

Andrea Walker: 0757 248970

Yorkshire Cancer Help Centre
1 West End Avenue

Harrogate

North Yorkshire

HG2 9BX

Esme Patterson: 0423 521637

Answer machine: 0423 501527
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ORDER FORM: PUBLICATIONS LIST FOR THE PUBLIC AND PATIENTS
Please fill out order form and indicate quantity required

Appendix D

S I

CANCER PREVENTION MATERIALS (Limit 200)

Chew or Snuff is Real Bad Stutf

Clearing the Arr: A Guide to Quitting Smoking

Diet. Nutrition & Cancer Prevention: The Good News
Everything Doesn't Cause Cancer

Good News. Better News. Best News...Cancer Prevention
Good News for Blacks About Cancer

Why Do You Smoke?

PATIENT MATERIALS (Limit 100)

Advanced Cancer: Living Each Day
Breast Cancer Patisnt Educalion Sernes
Breast Biopsy: What You Should Know
Breast Cancer: Understanding Treatment Options
Mastectomy: A Treatment for Breast Cancer
Radiation Therapy: A Treatmaent for Early Stage
Breast Cancer
Adjuvant Therapy: Facts for Women with Breast Cancer
After Breast Cancer: A Guide to Followup Care

EARLY DETECTION MATERIALS (Limit 200)

Breasi Exams: What You Should Know

Questions & Answers About Breast Lumps

Smart Advice for Wormen 40 and Over: Have a
Mammogram

Testicular Self-examination

GENERAL MATERIALS (Limit 100)

Asbastos Exposure: What It Means, What To Do
Cancer Facts for Peopie Over 50
Cancer information Service Leaflet (1-800-4-CANCER)
Did You as a Child or a Young Adult Have X-ray
Treatments invoiving Your Head or Neck?
fAesearch Raport (Series)
Adult Kidney Cancer and Witms' Tumor
Bone Marrow Transpiantation
Cancer of the Bladder
Cancer of the Colon and Rectum
Cancer of the Lung
Cancer of the Ovary
Cancer of the Pancreas
Cancer of the Prostate
Cancer of the Stomach
Cancer of the Uterus
Hodgkin's Disease & the Non-Hodgkin's Lymphomas
Lsukemia
Melanoma
Mesothelioma
Nonmelanoma Skin Cancers: Basal and Squamous
Cell Carcinomas
Oral Cancers
Soft Tissue Sarcomas in Aduits and Children
Testicular Cancer
Understanding the Immune Systemn
What You Need to Know About Cancer...(Serias)

Cancer Lung
—uu..  Bladder Meianoma
Bone Muitiple Myeloma
Brain and Spinal Cord Non-Hodgkin's
——w.. DBreast Lymphema
Cervix —_  Oral
____ Colon and Rectum —_—— Ovary
Esophagus ———. Pancreas
Hodgkin's Disease e Prostate
Kidnay . —_—  Sxin
Larynx - Stomach
Aduif Leukemia ) Testis
Childhood Leukemia Uterus

Breast Reconstruchon: A Matter of Choxe
Cancer Treatments: Consider the Possibilies
Chemotherapy and You
Diet and Nutrition: A Resource for Parents of

Children with Cancer
Eating Hints
Heip Yourself: Tips for Teenagers with
Cancer
Hospital Days. Treatment Ways
Managing interieukin-2 Therapy
Radiation Therapy and You
Taking Time: Support for People with
Cancer and the People Who Care About Them
Talking With Your Child About Cancer
What Are Clinical Trials All About?
When Cancer Recurs: Meeting the Challange Again
When Someone in Your Family Has Cancer
Young Peaple With Cancer

SPANISH LANGUAGE GENERAL MATERIALS (uimit 200)

A Time of Change:De Nifia A Mujer

Guia Para Dejar De Fumar

Buenas Noticias. Majoraes Noticias. las Mejores Noticias...
Prevencion det Cancer

La Prueba Pap

Lo Que Usted Debe Saber Sobre el Cancer

ALLOW 4 TO 6 WEEKS FOR DELIVERY OF LARGE ORDERS

Please mall this form to: Publications Order

Otfice of Cancer Communications
National Cancer Insttute
Buiiding 31. Room 10A 24
Bethesda. Maryland 20892

Or Call:
1-800-4-CANCER

N\~

SPANISH LANGUAGE PATIENT MATERIALS

Facts on Cancer Sites (Limit 1)
Colon y del Recto {(Coton and Rectum)
Dispiasia (Dyspiasia)
Putmon (Lung)
Boca (Mouth)
Prostata (Prostate)
Estomago (Stomach)
Utarc {Lherus)
E! Tratamiento De Quimiaterapia Para El Cancer
{Limit 100}
La Radioterapia Para El Cancer (Limit 100)
Anticancer Drug Sheets in Sparush. English (Limit 3)

——————
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Name (print or type)
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Street and Sumber
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APPENDIX E

Other sources and references

1

The Oncoloay Information Service of YRCO

Address: Medical & Dental Library
University of Leeds
LEEDS
Ls2 gJ7T

Publishes a monthly list of references on cancer topics
classified by systems of breast, digestive system, drug
therapy, pain etc, which is comprehensive and valuable.

Talking to Patients with Cancer and their families
Raymond N Lowanthal
Cancer Care volume 3 Issue 3, July 19286 page 5-10

This is an extremely practical and useful paper on which
you can base your practice. Its "key principles" are as
follows:

a) choose placid surroudings

b) encourage participation of close family and friends

¢) be honest and positive

d} never deny hope

e) allow airing of myths and correct them

f) give an honest, vet imprecise prognosis - emphasise
the variability of cancer

g) anticipate interest in alternative treatments

h) communicate with other members of the treatment team

i) encourage a 2nd cpinion if warranted

j) be available

k) 1listen

The rest of this article is also extremely valuable.

Understanding the Cancer Patient: The Caregivers Plight

A D Weisman, Psychiatry 44 page 161-168 (1981)

"there is no reaction among patients that cannot also
occur in care givers®

(This one was found for me by a final year student in

1986)

The Psychosocial Dimensions of Cancer
Richard Goldberg & Robert M Tull, The Free Press
N Y (19283)

This is what it says: A practical guide for health care
providers.

It has an excellent Appendix A: semistructured interview
for parent and spouse with lots of guestions we should
be asking.
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Consultation skills of young doctors
Peter Maguire, Susan Fairburn, Charles Fletcher
BMJ volume 292 June l14th 1986 page 1573-1578

There are two short papers here. They show how poor we
are at giving bad news and how much training is
necessary to improve our performance. Every medical
student and every teacher should know about this and we
should all do something to try to help the situation.

Philosophical Medical Ethics - a very high-brow series
in the BMJ 185-6 deals with lots of thorny philisophical
problems.

Which way to Health - The Journal of the College of
Health

The College of Health was established in 1984. It is
run along the lines of the Which Magazine, by the same
editorial board, and it is a vital source of information
about what patients are thinking and also what they are
led to think by the writers in this useful magazine and
the press at large.
It is well worth a subscription and it is published
every month by the Consumers Association

PO Box 44

Hertford

SGl4 1SH

Self help groups: the fourth estate in medicine?

Stephen Lock
British Medical Journal 293 1986 page 1596-1600

A fine review of the formation and function of self help

groups in general. I would make a distinction and

suggest

a self help group is what is says it is and a support
group has professiocnal input of guidance and advice.
Many of the best "self help" groups have an important
professional backup as described in this article.

I don’t know what to say - Dr Rob Buckman Papermac
1988

This book is designed to help support someone who is
dying.

It is also a great help for anyone handling the giving
of bad news and is easy to read. Highly recommended.
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The Medical Interview Teaching Association

If you become involved in teaching then this small dedicated
group is a very valuable resource for someone interested in
doctor/patient communication skills. The person to contact
ig:-

Dr Julian Bird

25 Montpelier Row
Blackheath

LONDON

SE3 ORT

Tel No: 081 852 0157
Dr Julian Bird, Chairman of MITA, compiled a report Teaching
Doctor /Patient Communication Skills. If you wish a copy of
it or want to discuss the topic with him please contact him
at the above address.
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APPENDIX F

Information I like to know about cancer patients I am treat-
ing

Every history taking session seems to be different. There
are a few questions which come up over and over again and
they are worth emphasising. I will try to deal with them in
the order in which I usually try to ask them, but when I
take a history I try to be very flexible and jump from one
question to another, if the opportunity arises, rather than
grind through a preconceived list in the order in which I
can remember it. Therefore, although these gquestions are
in order in which I would like to tackle them, I often
tackle them in a different order in any particular
interview:-

1 What do you (the patient) know, about what you have got,
what diagnosis has been given to you and by whom?

With this question I want to define where the patient stands
and what knowledge he or she thinks they have before we

start.

This is the most important question in any interview with
any patient. Whatever the patient has been told before and
whoever told them, (even if I have told them myself), I
still like to ask them where they think they have got and
what they think they know so that I can build on the
patient’s own perception of his or her situation, rathern
than any preconceived idea I might have about what has been
told. I therefore find it very difficult to be happy about
the idea that one can pass on communication in this area by
notes in a case sheet. There are many ways of noting the
interivew. The best I know is to record in the briefest
possible terms in the notes; the key question(s) of the in-
terview - eg

Q {the patients question) "Have I got cancer?"

A (my answer) "Yes it is a form of cancer of the stomach
and you will need an operation".

I try always to use the word "cancer" so that we can talk
about it freely, the patient and I, and I can use the ex-
change as an educational exercise indicating my views on the
partiuclar cancer which affects the patients. This means
that we do not talk about cancer in general terms but cancer
as it applies to the patient, but we use the general word
because everybody sSeems to understand that word more or
less.

The other questions I like to ask are:

2 Who else has talked to yocu. (Was it a doctor,
relatives, friends or anybody else?)
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3 What previous experience of cancer have you had, if any?
Tell me about if it you have?

This is a most useful gquestion because if that patient
has had a previous experience of a similar cancer than a
lot of the gquestions and answers that usually crop up
have already been answered and the interview goes very
much more smoothly.

4 What sort of person are you? Fighter? Denier?
Passive? Active? Previous psychiatric illness?
Religions?

5 What do you think/know about cancer?

This one allows me to correct negative views, if
correction is appropriate, explain old wives tales

and generally help the patient with up to date accurate
medical knowledge and information, coloured by my own
opinion of the management of this particular patient’s
problens.

6 Are you a reader who will search out answers in
newspapers, magazines, books?

This is useful because if the patient is a reader you
can help him or her, by providing accurage up to date
modern information about their disease or the The Power
of Positive Thinking, see page 14. It 1s equally
helpful if the patient is not a reader because if not he
or she is usually a strong denier, and one can encourage
the strong denial since that is a powerful way of
dealing with problenms.

7 Are you a religious person? If not where will you look
for psychological or spiritual strength?

8 What do you feel about alternative methods of management
of cancer?

This one allows me to find out if she wants to rush into
cranky diets or if he is reasonably likely to be
satisfied with the NHS, as he finds it.

There are lots of other questions to ask but these 8 are
quite definitely the core of information which I use in my
daily practice with cancer patients. Other ideas you can
get from books and if they seem to be good, then you must
make use of them. If you take an interest in this rich and
interesting area of life, you will be good at managing
patients with all sorts of chronic preblems, such as
diabetes, rheumatoid arthritis, multiple sclerosis etc as
well as those with cancer.

W.A.F.McADAM
February 1992
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of people with cancer

This Declaration of Rights of People with The document is designed to act as a
Cancer has been produced by CancerLink to starting point for debate about how the
bring the needs of people with cancer to the needs of people with cancer are being met
attention of health professionals, employers and how service provision could be

and the public at large. improved.

The following do not all exist as legal rights but are felt to be fundamental to the well being of
people with cancer.

I have the right:

... to equal concern and attention whatever my gender, race,
class, culture, religious belief, age, sexuality, lifestyle, or
degree of able-bodiedness.

*

... to be considered with respect and dignity, and to have my
physical, emotional, spiritual, social and psychological needs
taken seriously and responded to throughout my life,
whatever my prognosis.

*

... to know I have cancer, to be told in a sensitive manner and
to share in all decision-making about my treatment and care
in honest and informative discussions with relevant
specialists and other health professionals.

*

... to be informed fully about treatment options and to have
explained to me the benefits, side effects and risks of any
treatment.

*

... to be asked for my informed consent before I am entered
into any clinical trial. ‘

... to a second opinion, to refuse treatment or to use
complementary therapies without prejudice to continued
medical support.

L

... to have any special welfare needs acknowledged and
benefit claims responded to promptly.

*

... to be employed, promoted or accepted on return to work
according to my abilities and experience and not according to
assumptions about my disease and its progression.

*

... to easy access to information about local and national
services, cancer support and self help groups and
practitioners that may be useful in meeting my needs.

*

... to receive support and information to help me understand
and come to terms with my disease, and to receive similar
support for my family and friends.

S O SN YU A L N
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