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CLINICIANS AND THEIR METHODS OF 
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DIAGNOSED LIFE-THREATENING CANCER: 
ALAN FRANCIS SKINNER BSc, MA. 

ABSTRACT 
This research describes a study of the current practices and criteria determining 
the whole process of oral coinmunication between doctors and their patients who 
have a diagnosed life-threatening cancer as perceived by the doctors themselves. 
The subjects (n = 366) are the total list of doctors employed by a National Health 
Service Health Authority of which approximately half were hospital-based doctors 
of all grades and half were General Practitioners. Data was received from them by 
means of two questionnaires, the first of a flow-chart style seeking both quantitative 
and qualitative data, the second from self-selected respondents and seeking only 
qualitative data to a greater depth on some of the issues raised in response to the 
first questionnaire. Respoilse rates of 40.3 % to the first (51 -7% of Consultants, 
43.0 % of General Practitioners and 3 1.4 % of other hospital doctors) and 100 % to 
the second were achieved. After subjecting quantitative data to discriminant analy- 
sis two functions emerge, a Work Load Function which discriini~xites between 
General Practitioners and hospital-based doctors, and a Commuilication Process 
Function which , within the hospital-based doctors, discriminates between Consult- 
ants and Other Hospital Doctors. Further crosstabulation of status of respondents by 
a wide variety of variables associated with practices in commuilication and docu- 
mentation revealed distinct differences in perceptions of the three groups are evident 
with regard to style, conformity to policies (where they exist), and the sensitivity of 
doctors to the needs of the cancer patient, and the relatives, particularly at the 
potentially stressful time when the doctor coininunicates the diagilosis and progilosis 
to the patient. The statistical results, when analysed alongside with the qualitative 
responses, gave further evidence of inconsistencies in approach within hospital 
specialities with Other Hospital Doctors following oral protocols of patient-commu- 
nication different from those of their Consultants having based them on different 
perceptions of patients' need to know details of their diseases and treatments of 
them. In their dealing with patients a move away from a purely doctor-centred 
towards a more patient-centred model was detected. The differences in the percep- 
tion of time from the points of view of doctors and patients is explored, together 
with the potential for the use of non-medically trained persoilnel to assist in the 
time-consuming communication process. Recommendations made for developing 
improved practice include inter alia the improvement of the public image of cancer 
as a treatable and survivable disease, the need for greater openness in the communi- 
cation between doctors and cancer patients, the maintenance of details within pa- 
tients' case notes of oral cominunications between doctor and patient, formulatioil 
of policies within teams of clinicians concerning individual responsibilities for 
disclosure of diagnoses to cancer patients, the adoption of a cooperative partnership 
model of interaction and the acknowledgement by doctors of the contribution which 
non-medically trained counsellors could make to the efficacy of the communication 
process. 
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Chapter 1 

Introduction: 
communicating about cancer today. 

"Cancer, especially in people we know, is a reminder 
of our own mortality" 

(John Illman) 

It is only within this century that a change in attitudes about mentioning Cancer 

openly has been witnessed, even within published books of the topic. Cassilieth 

(1979) in tracing this change mentions a 1907 book by a Dr Childe under the title 

'The Control of a Scourge' because, he says, "the publishers would not use the 

word Cancer in the title". The 1925 edition, however, bore the title 'Cancer and 

the Public', in a sense a much milder title giving an indication of the avoidance of 

threatening words in their true contexts and with their proper meanings which had 

been a feature of those involved with the treatment of cancer from its earliest times. 

Cassilieth comments (in USA in 1979) that "In the last 50 years marked changes in 

public attitude toward cancer are clear. A mood of fearful retreat has been replaced 

by one more typical of our frontier tradition. We have waged 'war' on a subject 

not long ago banned from public print." 

There can be little doubt that cancer is a disease which affects western society on a 

large scale. Flomenhoft (1984), using figures from Cancer Facts and Figures 

(1982, American Cancer Society), suggests that "Cancer is a disease that 

affects.. .about one out of every four [Americans]" and that "58 million Americans 

now living will eventually have cancer". Silberg (1985) quotes the American 

Cancer Society's projection that "one fifth of United States citizens born in 1985 

will eventually contract a terminal form of cancer". This corresponds with current 

figures for UK and other developed western-style countries. 



It is not surprising that research into the causes, treatments and cures for cancer, 

rather than the processes of communication between doctors and patients, take the 

major part of the resources available for the whole subject of cancer. There is the 

obvious urgency to find the means of saving life, to find causes of and cures for a 

major pathology rather than the peripheral aspects such as communication. 

Cancer is a major cause of death in UK, as it is in the USA and as yet there is no 

cure. Some substances are known to be carcinogenic and there is a great deal of 

knowledge among those in the medical profession and in medical research about the 

way in which cancer develops and frequently becomes fatal once it has begun. 

There are proven causal links between some substances and cancer, and there are 

very strong statistical correlations between exposure to some substances and the 

onset of cancer. However the exact trigger mechanism of the wayward cell and the 

way of preventing this trigger mechanism has so far eluded the researchers. 

In this country, as in other western countries (notably the USA), large resources of 

finance and expertise are being employed in the search for more information about 

cancer. Public money and charitable funds are involved. Bodies such as the Impe- 

rial Cancer Research Fund donate huge amounts of money and support large 

numbers of research personnel and projects in the search for cures and prophylactic 

treatment for the condition. Some of the conditions under which cancer is most 

likely to occur have been established statistically; in particular active or passive 

exposure to tobacco products and other known carcinogens but the 'mechanisms' by 

which they give rise to this particular illness by causing normal cells to become 

'wayward' are not understood in general terms. Perhaps it is this lack of scientific 

certainty which continuing smokers cling to in their hope that 'it won't happen to 

them', a trend which will be returned to below when the most recent figures are 

quoted. 



Nevertheless cancer involves patients and there is a need for the 'experts' to 

coinmunicate with the patient with cancer and it is this process of communication 

that is the focus of this research. Because there is so much that is unknown to the 

experts even, quite apart from the patients, the whole topic of cancer is problematic 

for the doctor-patient relationship. The media have made a great effort through 

documentaries and drama on television and through popular newspaper articles to 

demystify the subject, yet for many people it still remains 'the Big-C', the 'death 

sentence', the topic which (for some) we cannot talk about, which is too terrible 

even to contemplate. Yet it is a topic with which many are familiar at first, second 

or third hand, because of the frequency of it as the diagnosis for a person's ill 

health and the predicted cause of death of so many people. 

A family may have no experience of a member having, say, multiple sclerosis (or a 

similar wasting illness) or pneumonia or a fatal infection. However because of the 

high incidence of heart disease there are many families which have experience of a 

member having a heart attack and even having died from a coronary. Further there 

are many more again that have the experience of cancer withill the family simply 

because of the very high incidence of cancer. A glimpse at the number of new 

cases of cancer has been published in a magazine (Wellbeing, Spring 1993) pub- 

lished by the National Pharmaceutical Association. This table quotes the figures for 

1986, "the most recent year for which figures are available, and were supplied by 

the Imperial Cancer Research Fund", as follows: new cases of cancer for 1986 total 

173,557 broken down into the type (the site) as follows: lung (39,868), skin 

(33,733, bowel/colorectal (27,623), breast (26,130), stomach (12,145), prostate 

(1 1,554), bladder (10,933), pancreas (6,389) and ovary (5,18 1). The commentary 

states that "cancer is the second most frequent cause of death in the UK . . . partly 

because so many cases are diagnosed late." The official figure for death from 

cancer for the same year (1986) is 158,769 (from Tmble 2.20 in the Annual Abstract 



of Statistics, 1992) of which 140,80 1 were in England and Wales, 14,686 in Scot- 

land and 3,282 in Northern Ireland. It is not possible to define from these figures a 

death rate among cancer patients, as new cases in a particular year probably do not 

become registered as deaths from the disease for the same year. Another approxi- 

mate measure of the size of the problem comes from a report from the Health 

Education Council ('The Smoking Epidemic - Counting the Cost', November 1991) 

reports that in the UK 300 people a day die from smolung related illnesses, of 

which cancer is the most prevalent ("Toll of smoking rated at 12 deaths every hour" 

shout the headlines on page 4 of The Guardian of 26 November 1991) and that 

285,000 people are admitted to hospital suffering from these illnesses. Furthermore 

17.1 % of all deaths in Britain (excluding Northern Ireland where the figure is 

15.4 % of all deaths) are smoking related. The most common single cause of death 

among smokers is cancer and "cancer is the second most frequent cause of death in 

the UK" (Wellbeing, Spring 1993). The total number of deaths from cancer in the 

United Kingdom has risen in the period 1983 to 1990 from 151,817 to 163,239, 

rising each year during that period except for two slight falls of 721 in 1986 and of 

506 in 1992 (Annual Abstract of Statistics, 1992). The Health Education Council's 

report (November 1991) gives a possible reason for some of this inexorable growth 

in the numbers of death from cancer when it goes on to report that while the 

number of adult smokers is declining, about 30 % of 19-year-olds smoke regularly 

and quotes research that shows 'nearly a quarter of 15-year-old girls are smoking 

regularly'. Similar figures come from the 'General Household Survey: Cigarette 

Smoking 1972 to 1990' (OPCS Monitor SS9113 November 1991) which is based on 

interviews with 10,000 households and shows that in 1990 31 % of men and 29% of 

women were cigarette smokers, a slight decline on the 1988 figures of 33 % and 

30 % respectively and a sharper decline on the 1972 figures of 52 % and 41 % re- 

spectively. The young in 1990 were more likely to be smokers with 32% of the 16 

to 19 age group among women (up 4 % on 1988) and 39 % (up 2 % on 1988) of the 



20 to 24 age group among women. Among young men the figures for 1990 are 

28 % (unchanged since 1988) of the 16 to 19 age group and 38 % (up 1 % since 

1988) of the 20 to 24 age group. So in spite of a huge public awareness campaign 

over several years, with a quite overt health warning on every packet of cigarettes 

and on every advertisement (such as "HM GOVERNMENT WARNING: Smoking 

may cause cancer" in 1990, tougheiled up to read "SMOKING CAUSES CANCER: 

Health Departments' Chief Medical Officers" in 1992), a large minority of the adult 

and teenage population continues to smoke cigarettes. 

This would seem to imply that smokers not only do not understand the statistical 

implications for themselves but actively believe that 'it won't happen to them'. 

Like other public awareness campaigns (e.g. the campaign concerning AIDS begun 

in the second half of the 1980s), there is a substantial body of people who are never 

reached by information alone. However, unlike the AIDS campaign, the public 

awareness campaign concerning the danger of smoking has not as yet been present- 

ed as a moral issue. 

The public image of cancer in its many forms among the general public is that of an 

evil foreboding topic that can strike a person when they least expect it, that it is 

largely unknown, most commonly fatal, and very widespread. It is an illness that 

from which no-one can ensure prevention, even though a person may refrain from 

the more obvious carcinogenic activities like smoking. It does not only attack the 

more obvious organs such as the lungs and heart but is known to be a major cause 

of cancer of the bladder, the pancreas, the stomach and the intestine as well as other 

vital organs. It is one of those things that cannot be avoided if it has 'got your 

number on it'. 

That cancer is a taboo topic even between some doctors and their patients who have 

cancer cannot either be in dispute. The research data in this study show that a 



miilority, albeit a small minority, of doctors - particularly GPs - claim that they do 

NUI' ever tell a patient that cancer has been diagnosed. This would iinply that the 

doctors themselves may find it difficult to talk about it with a patient and this 

phenomenoil has been researched elsewhere. (Capra, 1986; Eggerman and Dustin, 

1985; Liberman et ul, 1983; Goldie, 1982). Research (McIntosh, 1976; Hughes, 

1987) and ailecdotal evidence seems to indicate that patients with cancer often seek 

to avoid the reality of the implications by denial or other techniques and several of 

the doctors contacted in this current research mention denial as a valid avoidance 

technique on the patients' part, and further that denial by the patient must be re- 

spected as evidence of the patients' wishes. Although not specifically researched 

here this raises the possibility that doctors may experience a sense of relief if the 

patient exercises denial, as that acts as a 'cop out' for the doctor concerned. The 

patient has decided, so that relieves the doctor from having to make a decision. The 

possibility of this is mentioned by some respondents in this research. 

The fact that cancer is a life and death issue encourages it to be a taboo topic for 

doctors and patients. For doctors it presents them with a role clash between being 

assumed as 'curers' by their patients, yet knowing that for many of those same pa- 

tients they have come up against something that cannot be cured and all they can do 

is concede defeat from a life-saving point of view and concentrate on enabling the 

patient to 'die with dignity' and free from pain. 

For the patient, 'it' is happening to them and as far as the individual is concerned it 

is the patient alone who is facing the possibility of facing death and that is the great 

unknown. There are several dramatis personae involved. The patient himself, and 

his family with all the emotional and physical loss that a fatal outcome involves for 

* When referring to a typical patient or doctor the male gender forms of speech are 
used to imply himlher, helshe, hislher etc. for simplicity and without wishing to 
imply any sexist connotation. 



them, particularly the partner of the patient. 

The partner of the patient occupies a unique role in the whole episode and conse- 

quently deserves a lot more attention and understanding than is often afforded him 

or her; since the partner lives on, the partner's role may be the harder to bear. Not 

only does the partner feel the weight of responsibility for the welfare of the patient. 

he or she very frequently is the principal visitor if the patient is in hospital, is the 

one who has often not received the attention that the patient receives but whose need 

is equally desperate in its way. In the case of a male patient his partner may be 

faced with the loss of the only bread-winner on whom she has depended for much 

of her life, or loss of pension and income so affecting her whole life style. Living 

on after the death of her partner (through whatever cause) is bad enough, but having 

to watch the partner die through cancer, knowing that there is no respite or remis- 

sion adds to the burden. 

The family members also play key roles in the whole business, for they too have to 

face the perceived inevitability of outcome and this can not do other than influence 

them. The GP (if the patient is at home) bears a heavy sense of responsibility for 

the wellbeing of the patient and the immediate family (if the GP is also the family 

doctor), and this burden of responsibility comes through the responses from several 

doctors in this research. 

The hospital doctor may be able to be slightly more detached in his outlook 

especially those who see many cases of cancer every year, many of which are fatal. 

This is not to imply that they do not experience the same feelings as the GP but they 

work as members of a larger community and the personal responsibility may not 

seem to be so great for them if they are able to share it among themselves. 

The nursing staff, in hospital if that is where the patient is, or the practice nurse 



(District Nurse, Health Visitor, etc) if the patient is at home, and in some instances 

where available, the MacMillan Nurse (specially trained and experienced in termi- 

nal home care), become very close to the patient and the family during the time the 

patient is in their care and she (for they are usually female) must feel a sense of loss 

when the patient finally dies. 

Furtllermore even if the treatment has been successful in bringing remission or 

extension of life, the patient and his wife and family may have difficult situations to 

face. If remission has been brought about through radical surgery then there may 

be pl~ysical implications for them - inability to go back to work, inability to be fully 

non-dependent on the family for the every day aspects of living, quite apart from 

the emotional reactions. The patient may find it difficult to admit the possiblility of 

a 'cure' for him (through surgery, for example) when all the evidence that is 

uppermost in his mind is that a 'cure' is impossible and he inay thus feel he is living 

on borrowed time, and feel a sense of uncertainty and disability as a result. 

This study focuses on the communication between the doctor (for it is usually, 

though not always as we shall see, the doctor who does the communicating) and the 

patient (and again it is usually, though not always, the patient who receives the 

information first) when the topic of communication is that the patient has cancer, 

and the doctor knows that the particular cancer in question is threatening the life of 

the patient to a very proximate extent. Many of the doctors iilvolved speak of it 

being a difficult area of communication, although others, it must be said, do not 

necessarily differentiate between communication about cancer and communication 

about other equally threatening diagnoses. One consultant, for example, was most 

emphatic "Cancer different from any other illness because of its habit and its 

variability, its unpredictability yet its inevitability." (personal interview). 



Because the image of a diagnosis of cancer in the mind of many people is that it is a 

death sentence, perhaps because so much attention is paid to it in the media, and 

because it is so common a cause of death, the importance of communication on this 

topic is vital to enable the patient and those close to the patient to cope with the 

implications. If the commuilication is handled well then whatever the outcome, 

remission or death, will be better dealt with by the patient and the family. If the 

coinmunication is handled badly, with lack of sensitivity, without a recognition of 

what the patient needs and what the family needs, then the whole episode is in 

danger of becoming a fiasco and the outcome, again whether remission or death, 

will suffer. There is no doubt that the subject is, generally, handled better than it 

was some years ago (Cassilieth, 1979), but there is evidence froin respondents in 

this research that opinions of doctors vary immensely from one end of the spectrum 

of sensitivity to the other end, from "just tell them the facts and wait for them to ask 

questions" to treating the patient and family as cooperative partners, even to regard- 

ing himself (the doctor) as being the cooperative partner of the patient and family, 

thereby putting into words the thought that it is the patient's prime object of concern 

and the doctor is only the one who helps the patient, who is the enabler in the han- 

dling of it. The patient's expectations of the doctor (and others on the doctor's side 

of the fence, if a fence exists!) are important too. At the time of illness the patient 

is particularly vulnerable to the physical effects and most often it is the patient who 

initiates the investigation by going to the doctor and describing the symptoms. 

While some patients may, even at the very beginning, fear the worst and be afraid 

to entertain the possibility of it being cancer, anecdotal evidence suggests that 

comments like "I only went to ask about a minor ailment and it has turned out to be 

cancer" are not uncommon, indicating that the patient was certainly not expecting 

cancer as the outcome. The patient is conditioned to expect the doctor to cure what 

is wrong, much as a car owner may go to a garage and there describe the car's 

symptoms of malfunction, hoping that it is not going to be a big or expensive job to 

put right. 



So the patient goes with the assumption that he is not in a terminal condition, and of 

course at that stage he may well not be. However the doctor is aware of the 

possibilities for he must decide on a particular course of investigation initially to 

either eliminate the possibility of cancer being the cause or to confirm quickly his 

suspicion of cancer. As far as the patient is concerned he goes to his doctor with an 

open mind and with the expectation of a quick and easy fix. The doctor is faced 

with .the possibility of the worst from the outset - that it is !-I& responsibility and he 

knows it. That knowledge puts the relationship between doctor and patient under 

stress immediately and the doctor, if not the patient, should be aware of that. 

Whatever the doctor does or does not do, it may well be beyond his or anyone 

else's capability of doing anything to prevent the patient from death, that being the 

nature of the illness. If the cancer is of particular genera and it may well be beyond 

the doctor's control and palliative treatment may be all that can be given the patient. 

At least this will grant the patient freedom from pain. The doctor is in a unique 

position to offer the patient and relatives whatever personal help he can give by way 

of sensitive handling of the patient, bodily, mentally, emotionally and even spirit- 

ually. The doctor holds the key to many resources which can affect the well-being 

of the patient and relatives. He manages the treatment process, and the patient is 

dependent on the doctor for the medical resources to cope with his condition. But 

the doctor frequently initiates the provision of emotional and spiritual resources too 

and the doctor's awareness of these needs of the patient is essential for the patient's 

overall welfare. That is the reason for making the communication process the 

object of this research. The work has been carried out by one having no medical 

training so his understanding of the medical or clinical aspects are those of the 

proverbial 'man on the Clapham omnibus'. 

Remembering that patients are, in the main, not medically qualified, it seems that in 



this situation there exists an 'us and them' mentality; 'us' being those inside the 

clinical club, holding the key to knowledge and resources, and 'them' being the 

patients who have little or no knowledge, no understanding, 110 resources other than 

their native resources. Yet the patients need more than mere knowledge and medi- 

cal treatment from their doctors. They need also need hope, reassurance and confi- 

dence. The'doctor may even hold the key to these very things by the way he re- 

sponds to the patient's situation. If he is unable or chooses not to communicate 

with the patient, or if he is insensitive to the patient's need for more effective 

co~nmunication then the patient is indeed missing a vital ingredient of the care he 

deserves and expects from the doctors. The doctor holds the key not just to the 

patient's access to treatment but also to the patient's well-being at this crucial time. 

Background to this research: translating hope into reality 

Four years ago this research was perceived in simplistic terms and naively thought 

to be quite within the bounds of possibility. Dr.Michae1 Simpson wrote in 'The 

Therapeutic Uses of Truth' (Wilkes, 1982) of a doctor's dealings with patients 

dying of serious illness, and Dr.Lawrence Goldie, Consultant Psychotherapist at the 

Royal Marsden Hospital wrote of 'The Ethic of Telling the Patient' (Goldie, 1982) 

with particular emphasis on telling the patient with cancer. 

'Tlze question whether or not to tell the 
patient the truth usually arises in 
connection with cancer. One would expect 
it to arise with other diseases but it does 
not do so. There does not appear to be the 
same debate about telling patients they have 
disseminated sclerosis, or coronary disease 
as there is with cancer.' (Goldie 1982) 

This issue of whether or not to 'tell the patient with cancer' thus became the core of 

this research and initially the following plan was formed in the researcher's mind. 

The first thing would be to find enough doctors who have had plenty of experience 



of dealing with cancer patients, sufficient to yield a large initial population. From 

these doctors one could find out what current practices are concerning the way they 

do or do not tell patients about their cancers, about the proposed (or available) 

treatment and probable (or possible) outcome. This, it was thought, would conven- 

iently break down into those who tell 'the truth, the whole truth and nothing but the 

truth' and those who do not - for whatever reasons, be they clinically based or 

based on other premises. 

Having sorted out this information from the two sub-groups of the large popula- 

tion~, so the plan suggested, one could obtain lists of patients whose treatment had 

been undertaken and whose consequent prognosis had (or had not) changed. Even 

with this data it may be possible to come to valid conclusions as to whether or not 

'telling the truth' at the appropriate time had in fact been of therapeutic value and 

had significantly improved their life chances. It was thought that it may even be 

possible, in spite of the ethical problems involved, to find from the patients them- 

selves how they thought they had responded to being 'told'. Would they, for 

example, have preferred not to have been told when they were, or to have been told 

when in fact they had not been told? How did they feel about the timing, manner 

and conditions under wl~ich they were told? 

It was recognised that in this lay a deep-rooted problem concerning those who, as 

far as the doctors and nurses were concerned, had not been told and had not indicat- 

ed that they knew the facts concerning their condition. Anecdotal evidence abounds 

of people dying from cancers of which (according to their families) they were 

unaware and if they had known . . . . . the implication is that things might or even 

would have been different (Hughes, 1987). Theoretically those who had been told 

could be researched for their physical, emotional, mental and even spiritual re- 

sponses. However this would certainly exclude the many who may have died from 



their condition and about whom it would be (to say the least) insensitive if not 

unethical to try to find out more. 

However, so the argument went, it would be just possible to follow up those 

patients who had survived and possibly, assuming tremendous sensitivity and 

cooperation from doctors and (more importantly at this point) from patients, to 

coiltact relatives whom the patients themselves had nominated to discover how they, 

the relatives, saw the situation at the relevant time and in retrospect. It would, so 

naivete led one to think, be fairly straightforward (if the researcher could overcome 

the hurdles of ethical approval and confidentiality, which are not inconsiderable) to 

discover whether or not it was A GOOD THING from everyone's point of view to 

tell patients the truth; here, surely would lie the definitive answer to the question of 

whether patients, relatives and doctors alike did (or did not) benefit in every way if 

patients were 'told the truth' at the appropriate time. 

So this research was to have been entitled 'The Therapeutic Value of Truth' 

implying and intending that a statistically viable index could be applied to the act of 

'telling the truth' when considering the outcome of that action. 

An attempt to find a definitive answer to the question 'does telling the patient the 

truth help the patient to recover?' was, on closer examination of the issue, not quite 

so simple! 

First, as a non-medically qualified researcher the whole enterprise of being allowed 

to ask the relevant questions of doctors (not to mention their patients and the rela- 

tives of their patients) would not be readily given ethical clearance, and looking 

back now it probably has to be said 'And a good thing too!' because of the sensitivi- 

ties and emotional traumas that undoubtedly would be involved. 



Second, many patients do not survive cancer and if this is so the possibility of find- 

ing 'successful' follow-up post treatment patients would seem remote, although 

local mutual and self-help associations of patients (such as the British Association of 

Cancer United Patients - BACUP - with headquarters in London) which have de- 

veloped suggest there are sufficient to make these associations viable and worth- 

while. However, many patients do not survive and the relatives of a cancer patient, 

survived or otherwise, perhaps recognise the time of illness as one of the most 

stressful in his or her wllole life and is therefore best not raked over by some 

researcher however sensitive. Because of the trauma of any illness such as this, 

asking questions may seem of little value to the patient or relative in the long term. 

What matters more to a patient is not the accumulated sum of the individual cases so 

much as his individual case treated on its own as a unique experience of a unique 

individual. 

Third, even supposing the initial population of doctors was sufficient to yield a 

large enough group to come to validly definitive conclusions about doctors, the size 

of the second group, that of surviving patients, would be small and the third group 

of nominated relatives smaller still. Assuming, for example, a 50% response of 

doctors nominating one patient each (which probably is over optimistic), and a 50% 

response rate of patients to any enquiry, and each patient respondent nominating 

one relative (again over optimistic) and again a 50% response rate from relatives 

1,000 doctors would have to be contacted in the first stage to yield 125 at the third 

stage. A more realistic final response could well be less than 30. 

So what emerged as a viable research project was much more limited in scope. The 

'grand plan' had perforce become reduced to the present study and the accumulation 

by research of experiences and outcomes over a very long period of time may be 

the only practicable way of dealing with the issue, and even then it may be yield 



results more quickly than any 'grand plan'. 

The study actually undertaken is of value in the context in which it is set. A 

number of studies in this field have been undertaken and these are reviewed in a 

subsequent chapter. Many of them have involved small numbers of doctors or have 

been case studies only. It became evident that at least the original population of 

doctors had to be approached with no bias of sampling and so at an early stage it 

was decided to approach all the doctors (hospital and GPs) employed by an area 

health authority of the NHS, an area that would contain at least one city, a universi- 

ty with a medical school, and a surrounding urban and rural area, and an area with 

which the researcher had no other contact to avoid any prior or personal knowledge 

of the researcher influencing the findings. Such an area in the south of England 

was found and approval of the appropriate ethical committee was granted, fortunate- 

ly the ethical committee covered the whole population of doctors, it was not one 

covering the hospital doctors, or the GPs, only. 

The methodology was agreed at an early stage and would involve, in the first place, 

a fairly extensive questionnaire that could be answered anonymously if respondents 

so wished, without invalidating the results. There would be an opportunity to offer 

follow-up wi.th doctors who indicated a willingness to be contacted by giving the 

researcher a means of contact, by letter or by phone. The second stage would be an 

open-ended questionnaire based on the responses to the first questionnaire and, 

where appropriate and possible the use of interviews was envisaged. In the event it 

became logistically very difficult, within a reasonable time span, to make face-to- 

face contact with many respondents, although this was the method favoured by the 

majority of those who offered follow-up contact. A sufficiently large number of 

first respondents offered contact by questionnaire to make that a worthwhile source 

of more qualitative data. What follows in this study is the outcome of those re- 

sponses in the context of this enterprise. 



This research begail through the intuitive interest by one having had an extensive 

and close encounter with cancer and became an attempt at an academic study into 

the researcher's particular interest, that of human communication concerning the 

coilditioil which has affected hiin so intimately. 



Chapter 2. 

Review of the literature. 



Chapter 2 

Review of the Literature 

Introduction 

This research is essentially about doctor-patient communication although that topic 

cannot be isolated from the context in which the communication takes place or the 

purpose for which it is conducted. Furthermore this research is limited to doctor- 

patient communication about a very specific topic - that of the diagnosis of a 

patient's cancer and the resulting prognosis which pose particular difficulties for 

effective communication because of its potentially threatening nature. In this 

review of literature the general topic of doctor-patient communication will be dealt 

with first and this will be followed by a review of the literature concerning the 

specific issue of communication about cancer or other life-threatening illnesses. But 

first a cursory examination of the purpose of medical communication will be made 

together with two contrasting models of it. 

Skipper (1992) states that "The question of the effectiveness of the management of 

the patient relates to the issue of communication at different levels" and she gives as 

evidence of the importance and centrality of effective communication in the medical 

setting and "the distinctive nature of health communication" the publication since 

1989 of a journal (Health Communication) specifically about the topic. She exam- 

ines critically two contrasting models for determining the diagnosis of disease and 

the appropriate medical treatment of that disease, the "biomedical model which 

relates primarily to disease and [the] holistic or patient-centred model which relates 

to illness and its meaning in the life of the patient." She claims that "The biomedi- 

cal model as a system of examining disease and instituting appropriate treatment 

procedures has been successful at many levels" quoting as evidence in support of 



the claim of success of the model the examples of "immunisation, identification of 

cause of tuberculosis, [and] the challenges relating to organ transplant" together 

with situations in which response "to the body as to a machine which is malfunc- 

tioning" particularly "in the case of acute illness where frequently a swift reaction is 

needed". However in criticism of the biomedical model she suggests that "there are 

numerous indications within the literature that this [bio-medical] approach has limi- 

tations when applied uncritically to the whole spectrum of relationships within 

medicine and is increasingly unsatisfactory to doctors and patients" and goes on to 

quote sources to support her statement that "although the bio-medical model was the 

one quoted as the basis for decision making in fact . . . treatment is generally with- 

drawn when the quality of life defined in social terms has deteriorated or disap- 

peared irrevocably. It would appear that in reality doctors move between models of 

interaction, though without always being aware of their nature or their influence on 

their own perceptions." 

Skipper (1992) compares the biomedical model with the holistic or patient-centred 

model which she says "involves a movement from the patient as the site of disease, 

to the concept of the patient as the sufferer of an illness" and maintains that "Such a 

shift involves the recognition that the patient's understanding of the illness and 

report of it, is not incidental or indeed misleading, but vital to the understanding of 

both the course of the illness and its appropriate treatment. Implicit in the holistic 

approach is the understanding that the diagnostic interview is only one incident in 

the course of an illness and that antecedents of this interview are important both in 

terms of the way the illness is viewed by patients and the social environment in 

which they live." B this may be added that the holistic model should ideally take 

into consideration the emotio~lal and social characteristics of the patient. She draws 

attention to the "tendency to examine parts rather than the whole person and sees 

awareness of the need to take account of the social and psychological factors as 



potentially adding more parts" and she supports the argument for a systems view 

"which encompasses both mechanistic and natural systems" while supporting the 

contention that "there is no essential conflict between the mechanistic and natural 

systems, and that at times one is more appropriate than another". Later, althougll 

referring specifically to communication skills in speech and language therapy, 

comments that trainees are assessed "not only [on their] examination of diagnostic 

methods but also their ability to interact with, and respond to the needs expressed 

verbally or non verbally by the patient." It would not be inappropriate for this to 

apply to all doctor-patient communication, especially to those under consideration in 

this research. 

Doctor-patient communication and interaction. 

In her review of the literature concerning medical communicatioil Skipper (1992) 

goes into considerable detail of research carried out in the field of content analysis 

of medical encouilters. However it is beyond the scope of this research to enter into 

such considerable detail. The present research is not concerned with what Skipper 

terms "the analysis of speech act categories and nonverbal communicative beha- 

viours" (referred to here as micro-analysis of communication) but rather the cumu- 

lative effect of this communication, with a specific class of patient, and in the spe- 

cific area of communication about terminal cancer, and to pose the question of 

whether present modes of communication work well for the patient, or are essential- 

ly adopted so that it is mainly the doctor who benefits from them by facilitating his 

task of diagnosis and resultant treatment. However it is appropriate to look briefly 

at some of the literature concerning the micro-examination of the content of medical 

encounters, as the detailed content of the communication is an essential factor in the 

assessment of the value of the encounter, whether judged from the doctor's or the 

patient's point of view. 

A descriptive review of the literature on micro-analysis of medical encounters is 



given in Roter, Hall and Katz (1988) in which 61 independent studies containing 

over 200 descriptive variables within medical encounters are summarised. These 

variables are classified into six broad categories of "communication process varia- 

bles" namely "information-giving, information-seelung, partnership building, social 

conversation, positive talk and negative talk." They state (in 1988) that "Perhaps 

because this field is relatively young, with the first studies dating back only some 20 

years, investigators are relatively unencumbered by broadly accepted tlieoretical 

models or methods; the resulting literature is rich in diversity but also fragmented." 

They refer to the "lack of attention to the studied visit [for consultation] in regard to 

its place within the context of the ongoing doctor-patient relationship" as "most 

disturbing". The summary of their analysis shows that of the six broad categories 

quoted above, five are reciprocal; that is both doctor and patient contribute to tliese 

categories of interaction. The odd one out is termed "partnership-building" which 

includes activities such as asking for an opinion, understanding or suggestions, 

requesting questions, seeking patients' ideas, making interpretation, reflecting 

patients' statements, facilitating patient response, acknowledging and reflection. 

Partnership-building is contributed to by the doctor only and die skills employed are 

tliose of an effective Counsellor. 

Waitzkin (1990) in an important critique of the quantitative and qualitative methods 

of research of medical encounters to date claims that "studies of doctor-patient 

communication, although leading to diverse findings, have not lent themselves to 

replication and also have not captured important features of medical discourse. 

Quantitative methods alone do not deal with the complexities of medical encounters, 

usually are not helpful in analysing the social context of discourse, do not clarify 

underlying themes and structures, and are costly and tedious to use. With 

qualitative methods, the selection of discourse for analysis is not straightforward, 

quality of interpretation is difficult to evaluate, and textual presentation is not clear 



cut. . . . The quest for reliability, a euphemism that quantitative methodology applies 

to what is actually a distrust of idiosyncratic observation, drastically reduces the 

interpretive discretion of an individual observer. Even quantitative research efforts 

that use video-taping to study nonverbal behavior in medicine experience difficulties 

in interpreting the complexities of discourse." He offers the following eight criteria 

which he says should be met in research dealing in the micro-examination of medi- 

cal discourse to overcome these criticisms. "(i) discourse should be selected 

through sampling procedure, preferably a randomized technique; (2) recordings of 

sampled discourse should be available for review by other observers; (3) standard- 

ized rules of transcription should be used; (4) the reliability of transcription should 

be assessed by multiple observers; (5 )  procedures of interpretation should be decid- 

ed in advance, should be validated in relation to theory, and should address both 

content and structure of texts; (6) the reliability of applying interpretive procedures 

should be assessed by multiple observers; (7) a summary and excerpts from tran- 

scripts should accompany the interpretation, but full transcripts should also be 

available for review; and (8) texts and interpretations should convey the variability 

of content and structure across sampled texts". He claims that these form a struc- 

ture on which results may be replicated, and thus by implication more acceptably 

reliable. 

Fisher and Groce (1990) refer to the minute details of doctor-patient communica- 

tions as "interactional strategies which link social structure to social interaction 

[which] display how the medical interview is characterised by a moment-to-moment 

battle that mirrors and largely sustains the institutional authority and status of doc- 

tors and the reality of genders." Summarising her objections to concentrating on 

the micro-analysis of "speech act categories and nonverbal communicative beha- 

viours" Skipper (1992) claims that "patients are frequently inhibited from raising 

issues that are of concern to them and . . . training may be needed to help them 

[doctors] overcome the obstacles present within the consultation". These obstacles 



may be the result of consultations being largely doctor-centred and Skipper (1992) 

in partial explanation of this characteristic states that "It is . . . evident that although 

patients bring different concerns and expectations to the consultation, these are not 

always recognised or responded to, and indeed the patient may need training to be 

able to gain maximum benefit from the consultation. There is evidence that gener- 

ally the framework of the consultation is dictated by the perspective of only one of 

the parties involved, the doctor, and as such can inhibit an interchange of the infor- 

mation that is vital to both". In fact she indicates that doctors are not aware of the 

patients' perspective and that "they did not often explore the emotions or personal 

problems which . . . the patients seemed to be signalling. The importance of being 

aware that such issues might exist and being able to respond to cues, verbal and 

nonverbal, that signal their presence is evident". Furthermore she observes that 

"There is evidence in the literature of the need to admit the patient's perspective 

into the interaction, not simply in terms of the psychosocial aspects, which the 

doctor is not happy at dealing with and which may only result in adding yet more 

categories for investigation into the biomedical model, but by allowing that patients 

may have a valid interpretation of their illness that is relevant to the professional . . . 
[and the] patients need to understand the issues that exist for the doctor if maximum 

benefit is to be gained from the interaction". 

Skipper (1992) indicates that "patient attitudes to the style employed by doctors is 

undergoing a change". Roter, Hall and Katz (1988) also refer to the change that the 

"basic characteristics of the provider-patient relationship may be undergoing sub- 

stantial evolutionary change". They claim that "There is considerable evidence that 

patients are becoming more consumerist in orientation, and particularly the new 

geileration of patients are likely to directly challenge physician authority within the 

medical encounter . . . There is . . . evidence that physicians may be accommodating 

their patients with a more egalitarian relationship and tolerance for patient participa- 



tion in decision making. The implications of these changes are tremendous and they 

must be given full and serious consideration in conceptualizitlg how the patient- 

physiciail relationship may be articulated in the medical encounter. " (Roter, Hall 

and Katz, 1988). This however is in direct contrast with the findings (of Stiles and 

Putman, 1989) quoted by Skipper that "Doctors did little to encourage patients to 

present their views, quite often actively inhibited them from doing so or evaded 

what patients did say, very rarely explored what a patient was understanding of 

what they said, and did not usually tailor advice and instructions to known details of 

the patient's life. " 

The constraints on the patient of the doctor-centred model of communication may be 

an essential factor in the desire for the doctor to gain a high measure of compliance 

froin the patient. Compliance is essential if the doctor is to obtain informed conseilt 

from the patient for a proposed course of treatment, especially if such treatment 

involves a high probability of discomfort, pain or risk for the patient. It also gives 

hiin a measure of negotiated control over the patient in the matter of maintaining the 

patient's health. Moreover Skipper (1992) suggests that "the [doctor-patient] rela- 

tionship has an element of conflict within it, albeit latent conflict, because the 

viewpoints of the two worlds of the layman and the professional are never wholly 

syilonymous" and that "on the one hand patients are expected to have enough exper- 

tise to assess when it is appropriate to seek medical advice, and yet once they enter 

into consultatioil they are expected to accept without question the diagnosis and 

suggested course of action. Such a dichotomy is likely, on occasion, to result in a 

failure to communicate adequately . . . [The] element of conflict . . . highlights the 

concept that more than one viewpoint is represented in the interaction . . . [as] the 

protection of the information held by the professional is unjustified and relates more 

to the protection of the profession than to the wellbeing of the patient". In her 

suinmary of her extensive literature review on the subject of compliance Skipper 

(1992) writes that "it points to the importance of the viewpoint of the patient in the 



acceptance of treatment recommendations. It is also evident that any examination of 

the effectiveness of management [of the patient's treatment] needs to consider the 

goals and perspectives of all those involved, patients and professionals". It is clear 

that the participants in the relationship between doctor and patient have different 

expectations of the relationship, and the doctor-centred model of the relationship 

emphasises the differences. 

In concluding her review of the literature relating to the doctor-centred model of 

professional-patient communication Skipper writes " . . . it is evident that the model 

governing the approach to the interaction between patient and professional is under 

examination by those both within and outside medicine. It is also clear that an 

interaction governed solely by the uncovering of disease entities is no longer felt to 

be adequate. " 

Placing the development of the patient-centred model in its political and economic 

context Skipper (1992) links it with the development of consumerism in the 1980s 

and suggests that "It is possibly only as health knowledge increases in the general 

population that the shortcomings and uncertainties of medicine, despite its scientific 

breakthroughs and advanced technology are realised. Indeed there is evidence that 

the adoption of this consumerist attitude in theory, and its practical expression, are 

not always synchronised ... The main emphasis of the White Paper 'Working for 

patients' (HMSO 1989) . . . suggest a desire 'to make the [National] Health Service 

more responsive to the needs of patients'. " 

In 1986 MCndez et a1 made a damning statement that "Recent research suggests that 

a critical factor in doctor-patient interaction may be doctors' inability to communi- 

cate with sensitivity. . . . Lack of doctor-patient rapport may be one reason why 

patients express anger with doctors . . . and search constantly for a doctor who will 



care for them. It has been pointed out that one in three practising doctors is not 

able to identify the patient's main complaint because of a lack of communication 

skills. They lack the ability to establish a satisfactory doctor-patient relationship. 

They are insensitive to verbal and non-verbal cues in patients' behaviour and are 

unaware of the messages they convey to their patients." Such strong criticism based 

on evidence quoted by the writers dating from 1968 to 1981 may in some cases still 

be justified in 1992 but the move away from the provider-patient relationship 

mentioned earlier (Roter, Hall and Katz, 1988), towards a more cooperative rela- 

tionship is welcomed and it may coincide with a move away from the doctor-centred 

model towards the patient-centred or holistic model of medical communication. 

However such a move may be at the cost of the doctor (or his representative) spend- 

ing more time with the patient. 

Consideration of the time factor. 

The brisk question and answer technique traditionally used by doctors to gain 

information from the patient in order to arrive at a decision concerning diagnosis 

and treatment addresses only the doctor's agenda which will undoubtedly include an 

efficient use of his time. The exploration of the patient's perspective and agenda 

may be resisted by doctors because of the implied lack of control by the doctor of 

the pace of the communication and therefore of the doctor's time which the commu- 

nication may take. At the time of communication and in the short term view, the 

patient has more time available to spend than the doctor, who may well have a list 

of patients waiting to see him or wards to visit. Anecdotal evidence suggests that 

patients are frequently told that the doctor is a busy person whether the doctor is in 

general practice or in a hospital. This is particularly so when the patient is "re- 

moved from the control of time by the admission to hospital [and] has to accept the 

timetable created by the institution" (Skipper, 1992). However in the longer term 

view the patient's time is limited as it is his life which is threatened. The percep- 

tion of the time available is different for the doctor and patient yet it is the doctor 



who has the facility to control the time spent with the patient. The patient is on the 

receiving end and in the doctor-centred model of communication has little or no 

control. In the terms of medical audit of medical efficiency time spent by a doctor 

is at a premium whereas that of the patient is uncosted. Indeed as Skipper (1992) 

put it "there is evidence in the literature that the control of time is an influential 

element in the doctor-patient relationship and indicative of the style employed". In 

her summary of "The concept of time" she acknowledges the influence of time 

factors involved in medical communication, stating that "The perception of time, as 

a context in which communication takes place, has an influence on the quality of 

that interaction and the priorities that exist within it". 

It would be an interesting study to see if the net gain in quality of communication, 

whether that gain is measured in terms of doctors' or patients' criteria more than 

made up for any extra time that may be involved in moving from a doctor-centred 

to a patient-centred style. 

Organisational and structural context of doctor-patient communication. 

Earlier in this review mention was made of the inseparable link between the medical 

communication and the context in which it takes place and this section deals with 

some models of that context, and in particular those contrasting models discussed by 

Skipper (1992). The development of theoretical models provides a background for 

the eventual evaluation of research and hence, hopefully, to the improvement in 

understanding by the participants of the communication whether they be profession- 

al or lay. It is clear from the variety of research into doctor-patient communication 

that a good deal of the communication is carried out by instinct rather than in 

response to the pointing of directions by theorists. This is particularly so in the 

case of patients since very few of them will ever have had access to the results of 

research. They depend on instinct refined through their experience of the profes- 



sionals with whom they come into contact and the theories of health communication 

need to reflect this aspect. On the other hand the professionals have access to the 

findings of research but the extent to which they put those finding into their own 

cornmunicational practice is not known. One suspects that they too depend largely 

on instinct but their experience of medical communication is substantially much 

greater than that of an average patient and thus the opportunity for them to effect 

change is proportionately greater. The two participants in the commuilication not 

only have very different amounts of experience but they also have different goals 

for the interaction. Furthermore if the relationship between the parties is to change 

from a doctor-centred to a more patient-centred model these goals may have to 

undergo changes too. On this Skipper (1992) writes "It is inevitable that any 

change of this magnitude will make goal definition a complex matter and is likely to 

influence the relationship with the patient". She goes on to say that "frequently the 

goals are defined by members of an organisation in often quite incompatible ways 

and indeed the possibility that hospitals function tends more to reflect the needs and 

interests of the health professionals than the needs and interests of the patients. . . . 
The issues of professional autonomy and competence, and hence the audit of stand- 

ards by peers or others [including patients] are all raised and become part of the 

context in which the relationship between patient and professional is conducted. . . . 
[Mlaking the patient more aware of what should be available introduces a possible 

conflict that may not result in a more compliant patient but rather one who judges 

and evaluates. The possibility that a number of different goals will be present in 

such an interaction is considerable". (emphasis added) 

In her extensive review of the literature concerning medical communication and her 

reference to theoretical models for it, Slapper (1992) states that "In the majority of 

the literature . . . there is an absence of a theoretical reference and although the 

information gained adds to understanding of the many complex factors involved in 

any interaction, it is difficult to draw the information together . . . [and] if progress 



is to be made ill health coinmunication research at the interpersonal level [then] 

communication theories must be embraced more fully". 

Three specific models of Doctor-Patient conlmunication. 

The models chosen by Skipper (1992) illustrate the development from the doctor- 

centred model towards a reciprocal relationship between doctor and patient in which 

both parties have similar structural influences affecting them. Her first example is 

that of Pendleton (1983) and she describes it as placing "both patient and profes- 

sional within the context of their social environment and, in the case of the doctor, 

his training. These influences are seen to contribute to the health understanding 

which each brings to the interaction. Although Pendelton allows that doctor and 

patient influence each other in the choice of the appropriate actions for the problems 

presented, it is interesting that the health understanding of the doctor does not 

appear to be influenced by the patient, . . . this makes the relationship envisaged by 

the model less reciprocal than the circumstances will at times demand. Pendleton 

points out that little is known of how the doctor is influenced by the consultation, or 

how he sees it froin his point of view. . . . Indeed the lack of knowledge of the 

perceptions of one party to the interaction is referred to in the model. It describes 

the elements that are brought by each party to the interaction but not how and from 

what basis these elements interact. It is also not clear why the influence of the 

doctor on the health belief of the patient is seen to be a direct effect of the consulta- 

tion whereas only an indirect effect is posited in return. . . . [T]t contains a number of 

elements but does not specifically seek to explain the effect of one factor on anoth- 

er". In this model is seen the hope for mutuality between the participants in the 

interaction, but not the emergence of a fully reciprocal relationsllip between them. 

For her second example Skipper (1992) chose that of Northouse and Northouse 

(1985) of which she states that "It embracers] three elements of the interaction 



process, the participants, the transactions and the contexts. The model demon- 

strates that interaction between health professionals can affect and be affected by 

interaction with patients, and that both can be influenced by significant others. . . . It 
is simple in design, and predicts an effect from the many interactions that occur on 

the communication process between individuals. . . . []:It is again descriptive and 

does not attempt to outline an explanation for what guides the interaction and there- 

fore has little power to predict when communication will break down". In this way 

this model has limitations, for clearly there are occasions when the doctor-patient 

communication breaks down, or is severely limiting, and thus unsatisfactory from 

the point of view of both parties to it. 

The third model examined by Skipper is that of Hargie and Marshall (1986) entitled 

the Extended Model of Interpersonal Interaction which arises from an earlier motor 

skills model which "represents the effect that outside information has on the indi- 

vidual, feeding into and possibly modifying already existing information so that the 

response made takes account of a range of elements within the situation. The model 

also suggests that the effect of any response made is monitored by the person in- 

volved and this information is also incorporated into the understanding of the situa- 

tion. There is, therefore, an interaction and feedback occurring between the envi- 

ronment, internal and external, and the actor, which affects the response" (Skipper, 

1992). Furthermore she draws attention the "important differences between motor 

and social skills, the first of these being that other people are involved, and there- 

fore their goals within the interaction as well as our own become important. . . . 
Feelings and emotions, personal and situational factors, as well as the perceptions 

we have of our own and others' reaction, including how we feel they perceive us, 

all play a part in the interaction. The feedback and modification to perceptions that 

this involves, which was a vital part of the motor skills model, therefore needs to be 

extended to embrace the factors that arise when people with their changing motiva- 

tions and goals are the focus of the interaction". 



Listing its advantages Skipper mentions its "robust design, pointing as it does to the 

influence that personal and situational factors have upon the interaction, but high- 

lighting the constant and interactive nature of the feedback between all the factors 

involved". Furthermore in comparison with the other two models already men- 

tioned she suggests that "is both less specific than that of Pendleton (1983) and less 

general than that of Northouse and Northouse (1985)". The Hargie and Marshal1 

Model is illustrated diagrammatically in Figure 2.1 on page 33. 

The Doctor-Patient communication concerning cancer. 

In this section several facets of the interaction will be touched upon under the 

headings of (a) the issue of openness (b) the style and content of the interaction 

(C) patient satisfaction and (d) other factors affecting the interaction. 

(a) The issue of openness. 

In spite of the frequency with which patients are diagnosed as having cancer, 

whether terminal or otherwise, it is an area in which health care professionals find 

it particularly difficult to communicate openly with the patients. "Research . . . has 

shown that communication between doctors and patients is a major problem in 

medical care. . . . Many studies have been critical of doctors for their inability to 

break 'bad news' such as information about cancer and death." (Anderson 1984) 

They feel "awkward and uncomfortable with dying patients . . . and as a consequence 

tend to avoid telling them.. . while patients desire knowledge of their condition and 

opportunities to discuss their thoughts." (Liberman et al, 1983). 

An indication of the situation regarding openiless of communication in this context 

in the 1950s can be gauged from Fitts and Ravdin (1953) who reported that only 

"3 % always tell, 28 % usually tell, 57% usually do NOT tell, and 12 % never tell". 
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And in an extensive review of the literature concerning medical communication with 

particular reference to cancer McIntosh (1974) opens with the observation that 

"Some of the greatest dilemmas which doctors face are associated with whether, 

how, when and how much to tell a cancer patient"; and later in his article reports 

that "The general policy of the majority of doctors with regard to what to tell cancer 

patients appears to be to tell as little as possible for as long as possible." 

In their consideration of the differences of interest of the two parties in the interac- 

tion Todd and Still (1984) inake the point that "When a patient is dying, his or her 

ill~~ess, its outcome and the suffering entailed are of overwhelming importance to 

the both of them [patient and doctor]; but for the patient they are of intense personal 

interest, while for the doctor the interest is primarily professional" and commenting 

on an earlier study they note that " . . . only 13 % of dying patients who were aware 

of the outcome of their illness were told by their GPs or hospital doctors. Estimates 

of the proportion of doctors who tell their patients when they are dying range from 

12 % to 96 %. Such wide disagreements may be a function of changes in definition 

and methodology over the years but they also reflect the difficulties experienced by 

doctors and their dying patients in communicating with each other, and in commu- 

nicating with investigators about their communication. " 

McIntosh (1976) quotes a study of 74 hospital patients with diagnosed but 

undisclosed malignant cancer and notes that "while 88 % either knew or suspected 

that they had [cancer] . . . the great majority . . . has no wish to augment that 

knowledge. The fact that . . . [it] . . was not revealed . . . allowed many patients to 

maintain the hope either that they may not have cancer or that the outlook might be 

favourable. " 

A 1978 study suggested that there had been a shift towards more openness on the 

part of physicians over the previous decade (Carey and Posavac, 1978) while 



Silninoff (1989) reports that "Physicians are now disclosing more information to 

tlleir cancer patients than once they did, but" she continues "there has been much 

debate regarding how much information should be communicated to patients about 

prognosis and the specifics of treatment. Many physicians are uncomfortable telling 

patients unpleasant news." She goes on to report that "Whereas it was once 

colninon practice to withhold this iilformatioll [a diagnosis of cancer] it is now 

routinely conveyed to patients. " Documentation of this shift "from a widespread 

tendency not to tell patients of such a [terminal] prognosis in the 1950s to a wide- 

spread tendency to tell in the 1980s" is given in Klenow and Youngs (1987) and in 

Si~ninoff (1989). This latter writer further comments that "Much more work needs 

to be undertaken to understand why physicians are so reluctant to disclose informa- 

tion and what call be done to reverse this pattern [of reluctance]". 

The report of a study into the difficulties which doctors in Oxford experienced in 

the medical communication with patients and an attempt to replicate the study in 

Holland is detailed in Pendleton, Brouwer and Jaspars (1983). Both studies were 

coilfined to the doctor's perspective of the difficulties rather than the patient's. The 

difference in the perspectives of the patient on the one hand and the doctors, nurses 

and relatives on the other hand was emphasised by Parkes (1974) when writing 

"Doctors, nurses and relatives are, of course, fundamentally different from patients 

to the extent that they do not usually have the disease themselves, and this often 

leads them to assume that they are unaffected, in their judgment and behaviour, by 

the strong emotions which the disease evokes. It is, therefore, a matter of annoy- 

ance, when some clever psychologist or sociologist demonstrates the extent to 

which irrational considerations influence clinical practice". 

Cassileth (1979) writes "The attempt to meet head-on, regardless of its scientific 

and organisational deficiencies, reflects the interplay of social and professional roles 



and suggests the profound extent to which the cultural values and beliefs have 

shaped the development and thrust of medicine." Waitzkin (1985) writes of the 

influence of Hippocrates himself in setting the tone of the debate "by arguing that 

doctors have the subtle responsibility of deciding how much information [to give or 

deliberately withhold] is in the patients' best interests. Textbooks of medicine 

usually agree with this viewpoint and claim that doctors should consider patients' 

educational background, age, prognosis, and other characteristics in deciding how 

much information to convey. Ethicists, however, point out that doctors tend to 

withhold information and even lie from time to time, perhaps more than they 

should. Patients' view of these questions generally is clear-cut and unequivocal. 

Patients almost always want as much information as possible, and doctors frequent- 

ly do not realise this preference. The missattribution of desire for information is 

one of the commonest errors in clinical practice." 

He co~ltinues "I found that physicians, radiologists, general practitioners and nurses 

were all equally optimistic in their expectations of the length of survival of patients 

with known cancers and if we cannot be realistic to ourselves how much less 

realistic are our communications with our patients likely to be. I do not want to 

cause my patient unnecessary suffering so I naturally tend to 'look on the bright 

side' and tell patients and relatives a version of the truth which places the situation 

in the best light possible. Since they too want to 'look on the bright side' they are 

likely to reinterpret my optimistic message as being unduly pessimistic and by so 

doing, to widen the gap between expectation and reality." 

Turning now to look at the participants of the communication between doctors and 

patients, particularly cancer patients, in a UK survey designed to compare views of 

cancer patients with respect to the nature and sources of the information they re- 

ceived about their condition Newall, Gadd and Priestman (1987) concluded that 

"20% reported that confirmation of their diagnosis had been delegated to junior 



staff, 30% felt that their doctors did not have sufficient time to talk to them and 

70% stated that they relied on non-medical sources indicating that there is consider- 

able scope for improvement in communicating with cancer patients in the UK." 

That is looking at it from patients' point of view whereas Siminoff (1989) quotes the 

outcome of a 1986 study "aimed at assessing whether and how patients with breast 

cancer are informed of their diagnosis and treatment, asked a large group of physi- 

cians participating in a quality-of-care evaluation program to report what they told 

patients about diagnosis and treatment. It was determined that detailed information 

about surgery was given to l l % of the patients, acceptable information to 55 % and 

vague information to 13 % . Womeil were given thorough information about diagno- 

sis 39 % of the time, with 35 % receiving vague information, and 7 % receiving no 

information. When asked what prevented them from giving a satisfactory disclo- 

sure of information, 58% of the doctors did not answer the question, but of those 

who did, 80 % referred to the patients' psychological problems and 11 % to their 

[i.e. the patients'] limited education. " 

(b) The style and content of the interaction. 

The conclusions coilcerning doctor-patient communication (among what in the UK 

are referred to 'General Practitioners' and in the USA as 'Family Practitioners') 

which Long (1985) reached included "doctors who display a lack of breadth of 

verbal behavior, patients are more likely to have standardized consultations regard- 

less of their presentation or symptoms; [and] the corollary . . . doctors who display a 

width of verbal behavior are also likely to display a flexibility of approach to pre- 

sentation or symptoms; [furthermore] flexibility in consulting behavior is associated 

with a rough balance of doctor-centered to patient-centered behavior. Where doc- 

tor-centered behavior exceeds patient-centered behavior by a ratio of more than 2: 1 

inflexibility begins to creep in. . . . It therefore seems reasonable to suggest that the 

variables which influence the development of doctor-patient consultations in the 

context of general medicine have much more to say about the doctor than about any 



of the factors that might be inherent in the patient." 

Refemng to how GPs develop their consultation behaviour patterns Long (1985) 

suggests two models "one based on preferred models, in which students simply 

attempt to replicate the bel~avior patterns of preferred teachers, and another more 

interesting one in which students attempt to build models in which disliked teachers' 

bel~avior is consciously rejected. Beyond this, all that a general practitioner has is 

experience. Quite what is learned through experience is difficult to evaluate 

because the doctor-patient setting is a one-to-one relationship in which the 

superordinate, the doctor, will not expect to receive feedback on his performance 

from the subordinate patient. Once, through trial and error, the doctor has learned 

a package of skills that appears to work, it is difficult to see how this package can 

be improved without active feedback upon performance. " 

On the other hand in a short article on the attitudes of doctors (trained and trainees) 

towards various patient cl~aracteristics Harris, Rich and Crowson (1985) write "It is 

striking that some of the qualities which might hinder doctor-patient communica- 

tion, such as the patient being a poor historian, reticent to relate symptoms, and 

talkative, were viewed negatively by students and residents [i.e. trainees] but not by 

staff physicians [i.e. trainers]. This finding suggests that attitudes towards these 

patients may become more positive as physicians obtain more clinical experience. " 

Harrus (1973) commented "it is sometimes difficult for a doctor to know what 

attitude to take when it concerns a disease which has, in the public eye, such a 

negative image as cancer. The doctor has sometimes to face up to the problem of 

death with his patient and this raises his own resistances on the professional as well 

as the personal side" and then suggests three possible alternatives. "[Glive therapy 

while refusing dialogue; propose a contract of confidence . . . ; try to keep the patient 



aware . . . while having regard for his defences and anguishes. " This implies that it 

is the doctor who decides which alternative to adopt but Goldie (1982), himself a 

doctor, warns that putting oneself into the patient's shoes, as doctors so often do, is 

the best way of not knowing what another feels. Such misunderstandings may lead 

to medical decisions being based on "nothing more than fantasies - uninspired 

guesses about what other people think and feel. It is the equivalent of prescribing 

for patients without examination." 

In similar vein Jones (1981) writes "Not having been told what is wrong is the 

commonest complaint that patients make about the medical profession. ... Yet no 

one really knows whom to tell, and publications on the subject are dogmatic and 

anecdotal, with a minimum of useful facts. This raises the possibility that the pa- 

tient might know best whether he should be told." 

In support of this line of argument Anderson (1984) writes "Research has shown 

that surgical patients benefit from detailed pre-operative briefings. Yet often pa- 

tients are left with uncertainty which can lead to increased anxiety. Also the job of 

telling the patients is often delegated to junior, inexperienced doctors. The lack of 

training in medical schools for these tasks has been repeatedly publicised but little is 

ever done about it." Earlier in that same paper he submits that "there is a mass of 

evidence to show the importance of psychosocial factors in disease and illness, and 

to show the extent of psychiatric morbidity associated with physical conditions. 

Most of this goes unnoticed by practising doctors both in hospitals and in general 

practice. These topics are largely ignored in medical education - or at best given a 

very low priority both by medical school staff, and therefore medical students too." 

(c) Patient satisfaction. 

In following up studies of changes in patients' satisfaction with their communication 



with their medical team as described in Aitken-Swan and Easton (1959) Hughes 

(1987) comments that "patients in Britain were seldom informed of their diagnosis, 

and only fatal cases of cancer were likely to come to public notice" whereas "Many 

cancer patients in Britain (in 1987) are badly informed about their illness, partly 

due to doctor's failure to give them information, partly due to their own reluctance 

to ask questions or accept what they have been told" (Hughes (1987)) She reasons 

that "some patients are able to cope better if they do not know too much, others are 

distressed about barriers to communication. Cancer patients who are well- 

informed, on the other hand, seldom complain of being told too much. Patients 

with curable forms of cancer are naturally more able to welcome information than 

patients whose cancer has a poor prognosis." Hughes (1987) quotes a study in 

which " 183 English patients with inoperable lung cancer . . . were told that they 

would be given a truthful answer if they chose to ask about their diagnosis . . . but 

that if they did not ask, the information would only be given to their G.Ps. Ninety 

patients did ask; only one subsequently objected to being told but ten seemed to 

'deny' the knowledge. " 

Commenting on patient satisfaction with the quality of the care they receive 

Wiggers, Donovan, Redman and Sanson-Fisher (1990) claim that "currently there 

is little available information to indicate the extent" of patient satisfaction but their 

study assessed the perceptions of 232 ambulatory cancer patients,. [of whom] 

"most . . . were satisfied with opportunities provided to discuss their needs with 

doctors, the interpersonal support of doctors, and the technical competeilce of 

doctors. However, few . . . were satisfied with the provision of information con- 

cerning their disease, and symptom control and the provision of care in the home 

and to family and friends. " 

Lloyd, Parker, Ludlam and McGuire (1984) stress that patient "dissatisfaction [over 

their communication with clinicians] will not be averted by frank communication" 



and that their "observations indicate that some of the reasons for dissatisfaction are 

related to the patient' S personality". 

(c) Other factors affecting the interaction. 

Cassilleth (1979) discusses various models of the cancer phenomenon, the bio- 

medical model favoured by doctors, the bio-social model adopted by most patients 

and families and he advocates an amalgam of these, a "bio-psycho-social model" 

which all those involved can subscribe to. He suggests that "Studies of how illness 

is interpreted, of how people respond to symptoms, and of how they react to diag- 

nosed disease evidence [demonstrate] the inadequacy of the bio-medical model and 

delineate those factors taken into account by a bio-psycho-social construct. Re- 

search substantiates the importance of broadening our traditional medical vision for 

all patients, including those with cancer, to focus on patients as they are: aggre- 

gates of perpetually reciprocating physical, psycholigic (sic), and social characteris- 

tics . . ." 

Pierloot (1983) suggests that "If we consider the doctor-patient relationship as a 

human encounter we presume that the patient expects to find in the doctor a 

comprehending human fellow. This can be realised only if the doctor transcends his 

scientific medical attitude to accept a human partnership based on common needs, 

worries and values. Confronted with incurable diseases, chronic handicaps, 

inevitable death or, in general, situations of serious human distress, it may become 

the only basis of contact between doctor and patient. " 

More recently von Friederichs-Fitzwater et al(1991) trace the development of the 

patient-centered model of medicine from Balint et al(1970) as a contrast to the 

"traditional illness-centered . . (or disease- or doctor-centered)" model of medicine. 

Their study is a valuable clarification of the differences between these contrasting 



models. "In the patient-centered method, the physician attempts to ascertain the 

patient's agenda and to reconcile this with his or her own. The essence of this 

method is that the physician tries to enter the patient's world, to see the illness 

through the patient's eyes. This is done by behavior that invites and facilitates 

openness by the patient. The doctor's goal is to understand the patient's 

expectations, feelings, and fears. At some stage, then, the physician applies his or 

her own agenda, bringing the patient's problems into the diagnosis. The proponents 

of the patient-centered method argue that a failure to apply this method leads to a 

dysfunctional interview and an unsatisfactory outcome. " 

Anderson (1984) states that "The importance of recognising the nature of the 

problem as it is defined by the patient has been stressed but there seems to be little, 

if any, evidence to suggest that the medical profession has made any attempt to 

utilise appropriate counselling skills to deal with these issues either in practice or in 

medical education. There is no evidence that I know of to show that doctors are 

using appropriate counselling skills either in a therapeutic sense or in the sense of 

helping patients to make their own decisions about what treatment to have, or even 

whether or not to have treatment. " (emphasis in the original) 

As an early leading writer in the field of patient feelings of patients when faced with 

a fatal prognosis Kubler-Ross (1970) lists five stages through which the patient 

passes. "First: Denial and Isolation, Second: Anger, Third: Bargaining, Fourth: 

Depression, Fifth: Acceptance" on which Parkes (1976) commented "In fairness to 

(Kubler-)Ross she never claimed that all her stages must be passed through by every 

patient; but the fact that she terms them 'stages' leads us to expect a sequence. 

Ross's stages . . . describe a process of realisation with the later stages reflecting a 

greater recognition of the facts of death. I suspect, however that the reasons why 

this progression is seldom seen clearly among cancer patients is the irregular and 

unpredictable character of the disease itself. " 



Bryant (1986) commenting on Kubler-Ross (1970) says that she "has shown that the 

terminally ill patient can die a dignified and peaceful death if told the truth. If not 

properly informed, the patient usually dies alone in isolation and rarely progressing 

beyond the stage of denial. " 

Denial as a technique used by patients to avoid recognition of an unacceptable 

diagnosis or prognosis crops up in many places. For example Weisman (1979) 

claimed that "some 20 per cent of patients who were considered to have been 'told' 

claimed not to have been told anything at all". The whole question of denial as a 

self-protecting ploy adopted by patients is taken up by Hughes (1987) who, like 

others, acknowledges the importance of this ploy as an instinctive defence mecha- 

nism to be respected in medical communications with patients. Furthermore denial 

by patients must not be confused with lack of awareness of patients of their disease 

or condition. 

However awareness by the patient is not a simple stage as Bryant (1986) points out 

as he writes about the "four different awareness stages . . . that involve the members 

of the hospital staff, the terminally ill patient, and the members of the patient's 

family." He identifies "'closed awareness,' which puts a strain on the relationships 

of the patient, family, and staff because the p- is unaware of his terminal ill- 

ness. The second. [stage] is 'suspicion awareness' where the patient susDects he is 

dying but those around him try to hide the truth from him. In 'mutual pretence 

awareness,' the patient and family are aware of the impending death, but the fear of 

death prevents conversation of the subject in the patient's presence. The fourth 

awareness stage is 'open awareness' where the of impending death is known to 

all, and discussion is ongoing and frequent. It is believed that 'open awareness' 

permits the patient to die with the most dignity. " (emphasis added) 



The relationship between the physician and the patient, especially in terms of dis- 

closure of a terminal diagnosis and how that relationship was related to the physi- 

cian's attitude toward death was studied by Eggerman and Dustin (1985). They 

reported that of the 62% (N= 15) of physicians who responded all believed that 

their patients had an unqualified right to know about their condition, 73 % felt that 

the patient must be told the truth, and 67% felt that they should never delegate this 

responsibility. 

The patient's right to know and the problems which this right may have for doctor 

and staff is followed up in Capra (1986) who warns against the close relation 

between doctor, staff and patient becoming "completely absorbing. If this happens 

emotion can cloud judgment, the mental reserves can be so exhausted that there is 

nothing left to give either to this or any other patient, or to one's own family and 

friends.. . " 

Rudinger (1986) points up a change in approach when he writes "There used to be a 

notion . . . that people with advanced cancer could and should be kept unaware of 

their condition . . . There is now a new problem . . . : telling someone who already 

knows he has cancer, [and] that it is past the point of curability . . . Why the patient 

should be told the truth . . . Who should do the telling . . . What the patient needs to 

know." which this research adds the problem of 'How is a patient told?' 

Attempts to answer this problem have variously been offered by Saunders (1978), 

Stedeford (1981), Simpson (1982), Williams (1983) and Todd and Still (1984). The 

answers may also have cultural dimensions. (Xikahashi 1990, Anderton 1986) 

There is extensive literature concerning the special facets of the specific problems 

surrounding cancer in children and communicating with children and their parents 

but it is not within the scope of this present review. The reader may wish to ex- 



plore this particular aspect in Adams-Greenly (1 984), Baskin (1 984) and Chesler, 

Paris and Barbarin (1986). In the same way literature concerning the psychological 

problems for patients arising from cancers specific to females is also outside the 

immediate concern of this present review but may be explored in Caln (1988). 

The possibility that a greater understanding and recognition that psycliological 

factors may prove to have a role in determining cancer prognosis is raised by 

Hughes (1987) who iterates that "there will be practical implications for patient 

management. The idea that it is possible to halt, or even reverse, the progression of 

their cancer by cultivating an active hostility towards it is inherently appealing to 

many patients. The appeal lies in the opportunity to gain control over the illness by 

individual effort. Conventional medical treatments, which merely require patients' 

passive cooperation, do not provide this scope for personal involvement. . . . There 

is some evidence that cancer patients who adopt an optimistic fighting stance against 

their illness have a better prognosis than those who react with passive acceptance or 

helpless despair. Investigations now in progress should determine whether such 

attitudes are truly independent rather than a reflection of already advanced disease: 

whether the attitudes associated with a poor prognosis can be changed and, if so, 

whether this leads to improved survival." 

Precisely how hospital staff and general practitioners can ease the difficulties of the 

communication have only been lightly touched on in the literature. It is not just a 

simple matter of telling or not telling but how to tell. Bertman, Wertheimer and 

Wheeler (1986) attempted to detail the problem of 'how?' and suggested the use of 

the "Doctor as Medicine" or the "Therapeutic Use of Self". They write "experi- 

enced, mature clinicians often develop an uncanny, almost inexplicable ability to 

calm an anxious patient. They have a reassuring approach that immediately 

soothes, relaxes, relieves and tranquillises. It is almost as if their very presence 

acts as a potent but unseen medicine. Written about for centuries, this intangible 



'art' of caring for the sick, alluded to as 'bedside manner,' can be learned. The 

rapport is predicated on an instinctive understanding . . . The 'doctor as medicine' 

encompasses compassion, empathy, sympathy, and warmth . . . just by being there, 

holding a hand, and in other subtle ways . . . actually using himself or herself as part 

of the therapy". These are the very qualities of any good and effective counsellor 

and do not require an extensive medical training in the exercising of them. They 

are the enhanced skills of a caring person. 

Waitzkin (1985) identified social-class and educational (and hence linguistic skills) 

differences between doctors and their patients as major barriers to open and 

reciprocal communication in the medical consultation. He writes "Although both 

working-class and middle-class patients want information about their illnesses, 

working-class patients often do not take as active a role as middle-class patients in 

asking questions of their doctors. Doctors, using an elaborated code [of linguistics] 

expect that intent will be expressed verbally and therefore do not provide 

information, while working-class patients want, but do not ask for, information 

through verbal requests. Because working-class patients are accustomed to express 

intent through non-verbal signals, they tend not to state verbally their desire for 

information. The different linguistic codes of doctors and working-class patients 

thus may create a barrier to communication, because doctors do not become aware 

of patients' actual communicative intentions. As a result, doctors tend to provide 

less information than patients expect to receive." 

In his "multivariate research model" Waitzkin (1985) suggested that there are three 

sets of independent variables of information giving in medical care. These three 

sets are that of the physician, that of the patient and that of the situation in which 

the physician and the patient meet. The set of variables of the physician is 

coinposed of the characteristics of his demography, his professionalism, his political 



ideology, his need for power, his general attitudes about inforination transmittal and 

his perceptions of individual patients. The patient's characteristics which form the 

second set of independent variables are the patient's demography, his general 

attitudes about information transmittal, his specific desire for information, and his 

uncertainty of diagnosis and prognosis. The third set of characteristics are those 

pertaining to the situation namely the clinical setting, the length of the doctorlpatient 

acquaintance, the busy (or otherwise) clinical load of the doctor and the type of pa- 

tients in the doctor's current practice and this set is the third independent variable. 

On these three sets of variables, he suggests, depends first the resultant time 

distribution to activities (such as history taking, comments about the physical 

examination or further tests, prescriptions, general reassurance and silence) and 

second "measures of level of technicality" to "assess the level of technicality in 

doctor's explanations and the degree to which this level was congruent with the 

technical level of patient's requests for information. . . . In addition, the measures of 

level of technicality were intended to assess the nature of communication that 

occurred. Of particular interest was the extent to which doctors volunteered 

explanations spontaneously, as opposed to explanations in response to patients' 

questions. " 

von Frederichs-Fitzswater et a1 (1991) refer to the work of O'Hair (1989) who 

"argued that health care systems could benefit from the direct application of rela- 

tional communication theory. Prior to his [O'Hair's] work, the research in rela- 

tional communication focussed largely on heterosexual, informal dyads. With the 

exception of one or two studies . . . more formal relationships had not been examined 

using relational communication methods previous to O'Hair's work. O'Hair studied 

the physician-patient relationship because it is a formal relationship in the sense that 

the participants meet for a limited time and for a specific purpose." (von Frieder- 

ichs-Fitzwater et a1 1991). This tallies with the conclusions reached by Skipper 

concerning the need for the application of theory to the doctor-patient communica- 



SUMMARY. 

The literature quoted indicates the diversity of facets involved in doctor-patient 

interaction but also the lack of systematic research into many of them. The micro- 

analysis of consultations contains a lot of detail but some of the more recent 

writers agree that studying the minutiae of the discourse, whether verbal or nonver- 

bal, has severe limitations. The idea of a systems approach to medical interaction 

is gaining ground together with significant proposals for the structure and method- 

ology of further research. What is seen then is the emergence of a theoretical struc- 

ture in which questions of the techniques employed by both doctors and patients in 

the medical consultation may be examined together with the contexts in which 

consultations take place. There appears to be a decided move away from the tradi- 

tional doctor-centred approach towards a patient-centred approach. The recognition 

of the patient as an active participant in the discourse and a cooperative partner 

in the decision-making about treatment is gaining ground. How far this will take us 

in the future is debatable and will have to be a matter of wait and see. The medical 

profession is traditionally very conservative in the matter of changes other than 

those which they or their fellow doctors propose and any positive response by the 

medical profession generally to research findings by social scientists or non-doctors 

(specifically of medicine - for those are the only ones which many medical doctors 

acknowledge as capable of having any insight into 'their' world of medicine) will, 

it is feared, be a long time coming. 
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Chapter 3. 

Research Design and Methodology. 

3.1. Introduction 

The research programme was designed to obtain data and evidence directly from 

doctors practising in hospitals and in general practice. It was designed to approach 

only those who may have to deal with patients with a diagnosed life-threatening 

cancer in the normal course of their work. This chapter will deal with four 

elements of the research programme; first the design and development of the main 

research instrument - i.e. the questionnaire; second, the target and responding 

subjects; third the method of handling the data received; fourth, the follow-up 

procedures. 

3.2. Design and development of the research instrument. 

3.2.1. Introduction. 

It was intended from the start that not only quantitative nor only qualitative data 

would be sought but a mix of these. This would enable both objective and 

subjective data to be obtained from the one questionnaire. 

3.2.2. Design criteria. 

The main research instrument, the first questionnaire, will be seen to be in the form 

of a flow-chart. This style of layout was chosen to enable the questions to be linked 

in some generally linear form so that the response to one question would lead on to 



another question. However the omission of an answer by a respondent to a particu- 

lar question would not invalidate the whole response. It was envisaged that doctors 

may be interrupted while completing it in the course of their working day, this 

being the nature of their work, so it was not designed to require continuous concen- 

tration for the whole period of reply. It could, if necessary, be taken up and put 

down for a while, as conditions permitted. The replies to questions did not need 

researching by the respondents - they did not need to look up records. However the 

flow-diagram could not be wholly linear, it would need to contain 'loops' as a 

simple 'yes' or 'no' answer could lead to different intermediate questions before 

returning to the common line of the thought - a sort of 'if not why not' aside before 

coining to the next point in question. These loops also enable the respondent to by- 

pass some of the supplementary questions that arose from, say, a 'yes' response but 

did not reasonably arise from a 'no' reply to the same question. Consideration was 

given continually to how the potential respondents would view the task they were 

being invited to undertake. 

The time factor was important, for a doctor could not be expected to spend a long 

time on giving replies particularly to a questionnaire that asked him to reveal some 

of his secret or long-acquired tactics. The design was chosen in order to encourage 

maximum response. 

Early application for ethical approval of the appropriate Ethical Committee was 

sought at an early stage so that any restrictions it laid down could be incorporated in 

the design of the first questioilnaire (see also paragraph 3.7). The letter of approval 

is shown in Appendix A. 

3.2.3. It was evident early in the programme that there would be two main streams 

of respondents that naturally divided at the point at which they were asked whether 

or not they would be likely to be the first person to tell the patient the diagnosis 



(question 3). If a doctor was working in a hospital then he may be the 'one to tell'; 

a consultant may choose to deal with it personally or he may not have been avail- 

able when the ' telling' was needed to be effected. It may be delegated to another 

more junior doctor, it may even be delegated to a nurse, it may be effected to in- 

patients or in an out-patient clinic. Similarly a GP may or may not be the 'one to 

tell' - it may be that the GP referred the patient to a local hospital for tests and the 

doctor at the hospital may do the diagnosing and the 'telling', or the hospital inay 

alternatively send the GP the test results and leave the 'telling' to the GP. Clearly 

here was a point of departure for respondents for if a respondent was the first to do 

the 'telling' then he may well approach the task differently from the way he would 

do so if he knew the patient had already been 'told' by someone else and his current 

objective was to discuss with the patient (and relatives) the implications. 

This has implications for record-keeping over whether a patient (and relative) has 

been 'told' and of the reactions to the information, a matter that is dealt with in 

some detail in some of the questions; for it is not only the doctor-patient communi- 

cation that is under scrutiny but the doctor-doctor communication too when more 

than one doctor is involved in the diagnosis and its communication to the patient. 

3.2.4. Anonymity. 

An early decision was that of anonymity, that is how subjects could be approached 

individually by name and yet convince them that they could, should they wish, 

express their personal opinions and be guaranteed anonymity. The letters inviting 

potential respondents to participate were addressed by hand and not taken from a 

computer database and, further, the questionnaire itself did not bear any distinguish- 

ing mark that could have identified the respondent later without their prior agree- 

ment for which an opportunity was provided on the final and detachable sheet. 



3.2.5. The initial contact. 

The approach consisted of a brief letter of introduction (Appendix B), a cover of the 

questionnaire identifying the researcher's supervisor, the questionnaire itself and a 

business reply-paid envelope with no identifying marks was included. 

3.2.6. Sample testing. 

It was offered to ten doctors of different status in hospital and in General Practice 

and these were kind enough to complete the questionnaire and then give their 

comments on its length, style, whether the questions were worded correctly from a 

medical point of view. Amendments, which consisted of rewording of some ques- 

tions to improve clarity of meaning and some reduction in the overall length of the 

questionnaire, were made in the light of these sample responses. 

3.2.7. Other features. 

Qpography and other minor design features were revised several times to try to 

achieve a clear overall aspect of the printed page, to give sufficient space for quali- 

tative replies and general layout. The resulting questionnaire is as shown in Appen- 

dix C. 

3.3. Qpes of questions considered during the design stage. 

3.3.1. Introduction. 

The project aimed to seek answers to a lot of questions covering a wide range of 

issues, and the questions that it sought to find answers to are categorised as follows: 



3.3.2. What are current practices in the field of communicating between doctors 

and patients when approaching the specific issue of cancer? How are these prac- 

tices viewed by the doctors themselves? Are they satisfied with them? Do they 

think they operate effectively? Are there differences in the opinions of different 

doctors in different roles - for example do GPs perceive the communication process 

differently from hospital doctors and are there differences of perception between the 

various levels within the hospital hierarchy? 

3.3.3. Focussing on the current practices and the practicalities of conducting the 

communication, are there aspects that are commonly held between members of the 

profession - for example is there any policy that is clearly understood (i.e. mani- 

fest) and carried out by a group of doctors (e.g. a particular consultant's firm) or 

are there latent policies which over-ride the assumed policies? Do the policies and 

practices work in the patient's favour or are they designed (however subconscious- 

ly) for the ease and benefit of the doctors? Are there problems involved in the 

details of the arrangements for communicating, such as where, when, by whom and 

in what circumstances is the communicating done? Are the facilities (such as priva- 

cy) and parameters (such as available time) under which doctors have to work 

enabling or disabling the communication process? How do they measure up to the 

'ideal' which doctors think should be available? 

3.3.4. With regard to the models to which doctors work do they believe that open 

communication between doctor and patient is appropriate or do they just maintain 

that it is appropriate? The difference between these is important. For example a 

doctor may decide that to achieve what he regards as sufficient time with the patient 

he may delegate to someone else who has the time and ability to communicate with 

the patient rather than accept that time is limited for him so it must be an unwar- 



ranted limitation for the patient. If, on the other hand, he only maintains that more 

time should be available then he will do little to achieve that maintained view. 

3.3.5. Respondents were asked to estimate their numerical case-load per year. The 

range in the responses turned out to be vast from less than 1 per year (quoted by a 

GP) to over 400 per year (quoted by both a Consultant and a House Officer). 

3.3.6. It was intended that along with purely factual (objective) information there 

would be a range of opinions (subjective) gathered. Such questions as to whether, 

as a matter of personal opinion, the respondent thought all patients had an absolute 

right to know their diagnosis and prognosis. Such a question was whether or not 

'telling the patient' actually helped the patient, giving the option of a reply other 

than just simply 'yes' or 'no'. 

3.4 Tuget and responding groups of subjects. 

3.4.1. Introduction. 

In this section the method of determining the target groups of subjects to be 

approached in the first instance and the details of those responding will be 

described. 

3.4.2. Tuget group parameters. 

The factors considered in making the choice were primarily those of choosing an 

area with which the researcher would have no other contact than through this re- 

search in order to maintain a sense of objectivity. That meant that the researcher 

had to go outside his own home Area Health Authority where he may have had 

medical (as a patient or as connected with a patient), professional or social contact 



with potential respondents. Another important factor was proximity of the area of 

research to the researcher's base so as to be able to reach the area without too 

much travelling, as interviewing was intended to be included as a follow-up stage of 

the research programme. 

The area needed to have a wide variety in sufficient numbers of doctors, a balance 

between urban (or city) and rural to encompass a wide range of General Practices. 

The inclusion of a University with a substantial Medical School and research 

facilities was looked for. 

The area needed to be fairly compact, institutions and individual GPs needed to be 

within easy travelling distance of each other as to facilitate the interviewing stage of 

the data gathering or validation. 

Fillally the area needed to be fairly accurately defined and of such a size that the 

respondents formed an initial population of under 500 to make it of a size 

reasonably capable of being handled by one researcher, and fairly evenly balanced 

between GPs and hospital doctors. 

3.4.3.1. The target group defined. 

The initial population to be approached was defined by these parameters. Those to 

be contacted were 

(a) all employed by a single Area Health Authority (AHA) of the National Health 

Service (NHS), 

(b) either GPs or hospital doctors in departments specialising in a field which 

was (on the personal advice of a DoctorIResearcher in the Area who was familiar 



with the internal workings of the hospitals) likely to deal with patients with cancer 

in the normal course of their work, 

(c) the total list of doctors at the 'snapshot time' held by the AHA as employer, 

so avoiding necessity for using sampling techiliques, 

(d) all were sent the questionnaire by post during a period of one week in Novem- 

ber 1989. 

3.4.3.2. Thus the total number initially contacted was 366, consisting of 197 GPs 

and 169 hospital doctors. A further breakdown of the initial population by status is 

given in the table (Thble 3.1) below, 

Thble 3-1 Initial population of contacts 

Of these some were actually not able to be contacted for a variety of reasons even 

3 of total 
(to 1 dec.pl) 

15.8 
6.3 
5.7 

12.6 
5.7 

46.2 

53.8 

100.0 

Status 

Consultants 
Senior Registrars 
Registrars 
Senior House Officers 
House Officers 

Sub-total 

General Practitioners 

TOTAL 

though they were on the current Area Health Authority list of active doctors em 

Number 

58 
23 
21 
46 
2 1 

169 

197 

366 

ployed. Those not able to be contacted consisted of 

retired GPs = 3 
deceased GPs = 2 
GPs gone away = 4 

GPs not known at address given = 2 sub-total = 11 

Hospital doctors gone away with no forwarding address were 
HOs = 3 

Total = 14 



The effective initial population contacted, broken down by status, is given in nble 

3.2 below 

nble 3-2 Effective initial population of contacts 

A diagrammatic representation of this effective initial 
population is given in Figure 3.1 on page 59. 

% of total 

16.5 
6.5 
6.0 

13.1 
5.1 

47.2 

52.8 

100.0 

Status 
(to 1 dec.pl) 

Consultants 
Senior Registrars 
Registrars 
Senior House Officers 
House Officers 

Sub-total 

General Practitioners 

TOTAL 

3.4.3.3. It was intended that Doctors and Ward SistersJCharge Nurses employed by 

the NHS would be the respondents and the design of the questionnaire catered for 

this. However it was decided that Nursing Staff would not be included due to the 

very large number that would be involved. Also taken into consideration was the 

mobility of the nursing population and the fact that several of them were Agency 

Nursing Staff rather than permanent staff. When the nominal roll of doctors em- 

ployed by the AHA was received it showed that it would produce an iiutial popula- 

tion of 350 to 400, a manageable number for the purposes of statistical analysis.. 

The decision to omit Nursing Staff was made after the printing of the questionnaire 

was completed. 

Number 

58 
23 
21 
46 
18 

166 

186 

352 

3.4.3.4. It was recognised that even with the delineation of Doctor this would inevi- 

tably raise up groups within the defined population as differences of status, particu 





larly within the hospital teams and within the hierarchy of specialisms within the 

hospital staff. The obvious strata are those created by the appoiiltments the 

doctors hold, from Consultant (at the top) to House Officer (or Houseman) at the 

bottom, via (in descending order) Senior Registrar, Registrar, Senior House Officer 

(or Senior Houseman). 

Generally speaking the Registrars and Senior Registrars are permanent appoint- 

ments of doctors already fully qualified but who are seeking promotion eventually 

to Consultant status. The SHOs and HOs form the lower ranks of the 'firm', earlier 

in their clinical training and, particularly with HOs, on short-term contract of, say, 

6 months moving from 'firm' to 'firm' gaining experience of the variety of work of 

the departments. 

3.4.4.1. The respondents. 

The respondents to this initial contact, with breakdown by status, is given in table 

3.3 below 

nble 3-3 Response rate from effective initial population of contacts 

Diagrammatic representations of comparative response rates is given in Figures 3.2, 

3.3 and 3.4 on pages 61, 62 and 63 followiilg. 

Response rate 
(to 1 dec.pl) 

51.7 
39.1 
38.1 
21.7 
33.3 

38.0 

43.0 

40.6 

Status 

Consultants 
Senior Registrars 
Registrars 
Senior House Officers 
House Officers 

Sub-total 

General Practitioners 

TOTAL 

Number 

30 
9 
8 

10 
6 

63 

80 

143 
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3.4.4.2. The responses. 

As intended the responses fell into two categories, objective and subjective. 

3.4.4.3. The objective responses concerned the status (and speciality if Consultant) 

of respondent, whether or not he would, in the normal course of his work, have to 

deal with patients with cancer and, where he did, an estimate of the number of such 

patients per year. If he did not normally deal with cancer patients the response 'no' 

to question 2 on page 1 would render the response void at an early stage. Other 

objective responses concerned the existence of policies concerning whose responsi- 

bility it is to tell patients (andlor relatives) their diagnosis and prognosis, whether 

any policies are applied to all patients, the stage of contact at which information is 

divulged to patients and whether it is the respondent's policy ever to tell the patient 

but not the relative, the relative but not the patient, or make a point of trying to 

ensure that they are told together at a joint meeting. 

Other objective responses concerned record keeping within the patient's notes of 

who has been told (patients andlor relatives) and of their reactions, together with 

the normal practice in communicating this sort of information between hospital 

doctor and patient's or relative's GP. 

The objective responses were coded and entered into an SPSSlPC+ data matrix for 

later analysis. 

3.4.4.4. The subjective responses concerned the criteria used by respondents to 

qualify some of their objective responses. For example if, in questions 4a and 5a 

concerning the respondent's responsibility for communicating with the patient, the 

response is 'no' then the respondent is led to give a subjective response asking what 

criteria he uses to differentiate between those patients who are 'told' and those who 



are 'not told'. Other subjective responses are concerned with the respondent's view 

as to whether 'telling' the patient has (or has not) been helped by the disclosure, the 

circumstailces in which a respondeilt might decide whether or not to 'tell' a patient 

but not a relative, or vice versa (questions in 9a(i), (ii) and (iii), or whether in the 

respondent's own personal opinion (asked explicitly in these terms in questions 10a 

and in lob) every patient has an absolute right to know the details of hislher diagno- 

sis, how the respondent ensures that the information given and its implication 

concerning prognosis has been fully understood, and whether or not a policy exists 

in regard to whose responsibility it is to communicate with patients then whose 

responsibility does the respondent think it should be to 'tell' the patient and how 

should discrimination between those 'told' and those 'not told' be effected. 

Two further questions calling for subjective responses concerned the tactics 

employed by any respondent who is in the position of having to 'tell' a patient 

(questions 13a and 9b) and how (when, by whom etc) a 'bad' reaction by a patient 

to information is dealt with (questions l la and 5b). 

All the subjective responses were entered verbatim into files, one per question, 

sorted so that those from respondents of the same status would appear together to 

discern similarities and differences. So that these files could be checked against the 

original responses received from subjects each response was noted with the 

respondent' s reference number. 

3.5. Follow-up procedures. 

3.5.1. Validity checking and expansion of subjective data was undertaken in two 

ways, first by a further questionnaire sent to those subjects responding to the first 

questionnaire (now referred to as Q1) who indicated a willingness to receive a 



follow-up enquiry, and second by face-to-face interviews with an even more limited 

group selected randomly from respondents to the first questionnaire who indicated 

that this was their preferred method of further contact. 

3.5.2. The second questionnaire (now referred to as Q2 and to be found as Appen- 

dix E with the letter accompanying it as Appendix D) was designed on the basis of 

responses to the first questionnaire. The responses to Q1 were examined for con- 

trasting views from respondents and the questions of Q2 were then framed to en- 

courage further elucidation of these contrasting views. The questions invited open- 

ended subjective responses to the issues specifically raised in 42, these being: 

3.5.2.1. the range of focus adopted by respondents to Q1, that is from an objective 

focus (symptom/treatment/disease) to a subjective focus (person/knowledge of 

patient/family/social circumstances of patient); 

3.5.2.2. the range of emphasis placed by respondents to Q1 extending from an 

emphasis on curing the patient to being more concerned with the patient's emotional 

condition; 

3.5.2.3. the apparent distinction between Doctors who see their cancer patients as 

cooperative partners in overcoming their condition and those Doctors who indicate 

that the management of the condition is wholly or mainly the doctors' concern and 

the patient's cooperative partnership is incidental; 

3.5.2.4. the 'time factor', that is that effective communication takes time which is 

frequently not available to the respondents, and this question invites personal views 

in this context, including any ways in which they have resolved this apparent con- 

flict; 



4.5.2.5. the suggestion found in some responses to Q1 that people other than 

doctors may play a useful role in the process of communicating with patients and 

families; 

3.5.2.6. what in the respondent's view is the most problematic aspect of communi- 

cating the diagnosis and prognosis to an acute cancer patient andlor the relatives. 

3.5.3. Validity checking with a small sample of face to face interviews, for which 

subjects were selected as a random selection from those who offered this as a 

method of follow up. 

As these were selected from those who had not chosen to receive Q2 the protocol 

for these interviews was basically that of the issues raised in 42. 

3.6. The subjects for follow-up procedures. 

3.6.1. The subjects approached in Q2 were all those who in response to Q1 offered 

to forego their anonymity and receive this further questionnaire. They numbered 20 

doctors, listed in Thble 3.4 by status as follows: 

lhble 3.4 Subjects of the second questionnaire (42) 

The response rate was 100 % 

Consultant 
Senior Registrar 
House Officer 
General Practitioner 

Total 

3.6.2. The subjects interviewed consisted of 2 Consultants, a Senior Registrar and 2 

GPs and the interviews were recorded with the permission of the interviewees. 

6 
3 
1 

10 

20 



3.7. Ethical clearance. 

The approval of the appropriate Medical Ethical Committee was sought at an early 

stage and the questionnaire (Ql) and its accompanying letter were granted approval 

for circulation. This same clearance covered the follow-up questionnaire (Q2) and 

the interviews. A statement that Ethical Committee approval had been granted was 

included in the material sent to potential respondents. 

4.8. Statistical analysis. 

In this section will be found the methodology of tracing data, entering objective data 

into a statistical database and the method of analysis of that data. 

3.8.1. Tracing data. 

As each completed questionnaire (of Q1) was received it was given a unique code 

number in three parts to enable tracing of responses to the original replies to be 

carried out. The code number included a case number in the statistical 

computerised database containing the objective responses. It also contained a serial 

number from blocks allocated to those working in hospitals (001 - 199 if not 

wishing to participate in follow-up, 201 - 299 if the respondent agreed to follow- 

up), or in General Practice (301 - 499 if not to be followed up, 501 - 599 if follow- 

up permission was contained) or were for any reason void replies (701 - 799 

allocated). The third part of .the code number was the case number (if appropriate) 

within a second database containing the names, addresses and other identifying 

information offered by the respondent. 



3.8.2. Entering data. 

The objective responses were numerically coded according to a key and entered into 

an SPSS/PC+ data entry matrix. This matrix was then modified first to exclude 

any void responses, then subdivided into two files for 'line A' and 'line B' 

responses, with these then 'cleaned' by deleting cases which were considered 

invalid because respondents had left empty substantial numbers of answer spaces. 

This resulted in two distinct and valid files containing 74 and 73 cases respectively. 

The first involved 23 variables and the second 20 variables (both including system 

variables) of which the first 4 in each were common to both files. 

This total of 147 respondents differs from that in 'Ithble 4.3 (which shows only 143 

people responding) because a small number completed both lines and commented on 

their inability to answer either 'yes' or 'no' to question 3 on page 2. 

3.8.3 Processing data. 

These modified files were then processed using the facilities of the SPSS/PC+ 

program to determine frequencies, crosstabulations, correlation and discriminant 

analysis of the variables, the results and discussion of which are in following 

chapters. 

3.8.4. The subjective responses to Q1 and all the (subjective) responses to Q2 were 

entered verbatim into text files, one per question, grouped by status of respondent 

and each entry carrying the respondent's specific code number. These text are to be 

found in Appendices F and G respectively. 



Discriminant Analysis Theory 

This section consists of a brief outliiie of the theory of Discriminant Analysis, the 

main statistical tool used in the processing of the quantitative data giving rise to 

several tables in the next chapter. The section may be conveniently omitted by 

readers familiar with Discriminant Analysis without affecting the main body of the 

present study. 

Discriminant analysis begins with the desire to statistically distinguish between two 

or more groups of cases. These 'groups' are defined by the particular research 

situation. In this research the desire is to distinguish between practices and attitudes 

between hospital based doctors and general practitioners. 

To distinguish between the groups the researcher selects a collection of discrimiit- 

ing variables that measure characteristics on which the groups are expected to 

differ. In this particular research all the statistically coded variables were subjected 

to analysis in order to identify any obvious similarities or differences relative to the 

chosen groups. 

Discriminant analysis attempts to formulate one or more linear corribinations of the 

discriminating variables of the form 

where D, is the score on discriminant function i, the d's are weighting coefficients, 

aid the Z's are the standardised values of the p discriminating variables used in the 

analysis. The maximum number of functions that can be derived is either one less 

than the number of groups (or equal to the number of discriminating variables if 



there are more groups than variables). The SPSS/PC+ discriminant analysis 

program forms the discriminant functions in such a way as to maximise the 

separation of the groups. Once the discriminant functions have been derived then 

the program user can pursue either (or both) the research objectives - of analysis 

and of classification. 

Analysis. This provides several tools for the interpretation of data. Among these 

are statistical tests for measuring the success with which the discriminating variables 

actually discriminate when combined into discriminant functions. When there are 

more than two groups (as is the case in this research) it may be possible to obtain 

satisfactory discrimination with fewer than the maximum number of functions. 

Since the discriminant functions can be thought of as the axes of a geometric space 

they can be used to study the spatial relationships among the groups. Such a space 

will be non-Euclidian if more than three discriminant functions are derived, and as 

such must be interpreted in terms of multi-dimensional spaces mathematically. 

More importantly, the weighting coefficients can be interpreted much as in multiple 

regression or factor analysis. In this respect they serve to identify the variables that 

contribute most to differentiation along their respective dimension. 

Classification. Once a set of variables is found that provides satisfactory discrimi- 

nation for cases with known group memberships, then a set of classification func- 

tions can be derived which will permit the classification of new cases with unknown 

memberships. This can be of value as a predictive device. 

As a check of the adequacy of our discriminant functions, we can classify the 

original set of cases to see how many are correctly classified by the variables being 

used. The procedure for classification involves the use of a separate linear combi- 

nation of tile discriminating variables for each group. These produce a probability 



of membership in the respective group, and the case is assigned to the group with 

the highest probability. 

When faced with the situation in which there are more discriminating variables than 

necessary to achieve satisfactory discrimination the researcher may if he wishes 

select the most useful of these, the step-wise procedure contained within the pro- 

gram. This procedure begins by selecting the single best-discriminating variable 

according to a user-determined criterion. A second discriminating variable is se- 

lected as the variable best able to improve the value of the discrimination criterion 

in combination with the first variable. The third and subsequent variables are simi- 

larly selected according to their ability to optimise further discrimination. At each 

step, variables already selected may be removed if they are found to reduce discrim- 

ination when combined with more recently selected variables. Eventually, either all 

the variables will have been selected or it will be found that the remaining variables 

are no longer able to contribute to further discrimination. When this point has been 

reached, the step-wise procedure halts and further analysis is performed using only 

the selected variables. 

Determining the number of discriminant functions. 

The maximum number of discriminating functions to be derived is either one less 

than the number of groups or equal to the number of discriminating variables, 

whichever is smaller. The dependence on the number of original variables is due to 

the mathematical impossibility of creating more new variables than we started with. 

The importance of the number of the groups stems from basic geometric principles. 

In general, two points define a one-dimensional line, three define a two-dimensional 

plane, four define a three-dimensional space, etc; the maximum number of 

dimensions to completely describe a set of points is one less than the number of 

points. In discriminant analysis, each group (as measured by its centroid) is treated 



as a point and each discriminant function is a unique (orthogonal) dimension 

describing the location of that group relative to the others. 

The general case just described breaks down when, say, the three (or more) points 

are collinear or the four (or more) are coplanar. The same principle applies to 

discriminant analysis. Two functions Inay be adequate for describing four groups 

but these two functions may not pick up all of the information in the discriminating 

variables. A small amount may be left for a third possible function, but if this 

remaining information is not statistically significant the third function may be 

ignored. The program makes the judgment as to when variables cease to be 

significant by placing them in canonical order and provides two measures for 

judging the importance of latter discriminant functions. 

One of these is the relative percentage of the eigenvalue associated with the func- 

tion, which itself is a special measure computed in the process of deriving the dis- 

criminant function. It is a measure of the relative importance of the function. The 

suin of the eigenvalues is a measure of the total variance existing in the discriminat- 

ing variables. When a single eigenvalue is expressed as a percentage of the total 

sum of eigenvalues, we have an easy reference to the relative importance of the 

associated function. In practice the process is stopped whenever the relative per- 

centage is judged to be too small in comparison with its predecessors. 

The other aid in judging the importance of a discriminant function is its associated 

canonical correlation, which is a measure of association between the single discrim- 

inant function and the set of (g - 1) dummy variables which define the g group 

memberships. It tells us how closely the function and the 'group variable' are relat- 

ed, which is just another measurement of the function's ability to discriminate 

between groups. If we reverse the logic somewhat, we can interpret the canonical 



correlation squared as the proportion of variance in the discriminant function ex- 

plained by the groups 

A second criterion for eliminating discriminant functions is to test for the statistical 

significance of discriminating information not already accounted for by the earlier 

functions. As each function is derived, starting with zero functions, Wilks' lambda 

is computed. Lambda is an inverse measure of the discriminating power in the 

original variables that has not yet been removed by the discriminant functions - the 

larger lambda is the less information remaining. Lambda can be transformed into a 

chi-square statistic for an easy test of statistical significance. 

In this research the program is used to derive those variables that afford a 

significant measure of discrimination relative to the groups within the STATUS 

variable. The coded values for the status of respondents number six corresponding 

to Consultant, General Practitioner, Senior Registrar, Registrar, Senior House 

Officer and House Officer. Thus we would expect there to emerge at most five 

functions and the other variables that effect the discrimination between doctors of 

different status. These are discussed in the next chapter. 

(The contents of this chapter are based on and adapted from Klecka William R, 

Discriminant Analysis chapter 23 of SPSS (2nd.E.n) McGraw-Hill Book Compa- 

ny, 1970) 
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Chapter 4 

Quantitative Data from the first Questionnaire (Ql). 

Introduction: This chapter is devoted first to the tabulation of the relevant results of 

using the Frequencies, Cross-Bbulation, Correlation and Discriminant Analysis 

options of the SPSS/PC+ program on the data entered into the data base in accord- 

ance with the methodology (see chapter 3) and to the purely statistical interpretation 

of those results; second to the discussion of this quantitative data. 

Glossaries of the variable labels and their definitions are to be found as they occur 

following the tabulated results. 

Results 

In the tables which follow reference is made to Line A and Line B respondents. 

Line A respondents are those who answered YES to Question 3 of the first ques- 

tionnaire (Ql), ie 'Would you, in every case, likely to be the FIRST member of the 

Medical Team to communicate the diagnosis to the patient?'. Correspondingly Line 

B respondents are those who answered NO to this Question. 

Analysis of Lime A respondents. 

74 cases were processed, 2 of which are excluded from the analysis (Xtbles 4-1 to 

4-8 and Diagram 4.1) because they contained at least one missing discriminant 

variable. Of Line A respondents 97% were used in the analysis that follows. 



lhble 4-1: Number of Line A respondents initially analysed, by status. 

~ r o u p / S t a t u s  

1 Consu l t an t  
3 Genera l  P r a c t i t i o n e r  
21 Other  h o s p i t a l  

d o c t o r  

T o t a l  

Func t ion  % v a r i a n c e  

Func t ion  1 90.16 
Func t ion  2 

Number 

21 
46 

5 

72 

'Igble 4-2: (Line A respondents) Canonical Discriminant Functions and their 
percentage contribution to the total variance. 

Before varimax rotation of the discriminant functions Function 1 accounts for just 

over 90 % of the variance. 

Function 2 accounts relatively for much less of the variance. 

lhble 4-3: (Line A respondents) Standardised Canonical Discriminant Function 
Coefficients. 

The numbers shown are the coefficients di,, d,, . . . dip in the basic linear equation 

on which Discriminant Analysis is formulated (see previous chapter). 

V a r i a b l e  l a b e l  

NUMBER 
FIRST 
POLICY 
EVER YPAT 
HELPED 
PANOTREL 
RELNOTPA 
TELLTOG 
POTELLA 
RECTELL 
REREACT 
POLRELTL 
ARECRELT 

Func t ion  1 

1.00862 
0.19795 

-0.02898 
-0 .08926 
-0.08861 
-0.14131 
-0.00763 
-0.09289 

0.30672 
0.26434 
0.00314 
0.01195 

-0.09728 

Func t ion  2 

-0.15288 
-0.21229 
-0.48625 

0.10485 
0.48789 

-0.06681 
0.40145 
0.28404 
0.53919 
0.04044 

-0.2707 1 
-0.13738 

0.12834 



The coefficient of the NUMBER term of Function 1 is at least three times as large 

as the next largest coefficient (0.30672) of a variable in Function 1. By comparison 

Function 2 has no single variable on which it depends but a more diffuse basis for 

its definition. 

Definitions of labels of Line A variables: 

ARECRELT Is a record kept in the Patient's notes when an oral communication of 
the diagnosis has been made to a relative? 

NUMBER Estimate of the actual number per year of patients with a diagnosis of a 
life-threatening cancer. 

FIRST Would you in every case likely to be the FIRST member of the Medical 
Team to communicate the diagnosis to the patient? 

POLICY Do you have a policy of personally being responsible for the first 
communication of the diagnosis to the patient? 

EVERYPAT Do you have a policy of 'telling' every patient? 

HELPED Do you find, in general, that the patient is helped by the disclosure of 
the diagnosis? 

PANOTREL Are there circumstances when you would tell the patient but NOI' 
hislher close relatives? 

RELNOTPA Are there circumstances when you would tell the close relative but 
NOI' necessarily the patient? 

TELLTOG Are there circumstances when you would make a point of telling them 
together? 

POTELLA As a matter of personal opinion, do you think that every patient has an 
absolute right to know the details of hislher diagnosis? 

RECTELL Is the fact that the patient has been told, has asked, has found out, 
recorded in hislher notes? 

REREACT Is any record kept of the patient's immediate or later reaction to the 
information helshe has been given? 

POLRELTL Is there a general policy in the Medical Team of which you are a 
member that close relative(s) of a patient is told? 

ARECRELT Is a written record kept in the patient's notes when an oral 
coinmunication of the diagnosis has been made to the relative? 



Table 44: (Line A respondents) Structure Matrix; pooled-within-groups correla- 
tions between discriminating variables and canonical discriminant functions. (Varia- 
bles ordered by size of correlation within function) 

In Function 1 there is a good correlation (r = 0.90151) between the NUMBER 

variable and the Function 1. By comparison at best the correlation (r = 0.53425) 

between the PCJTELLA variable in Function 2 is less good. It is not such an 

obvious determinant of Function 2, the remaining variables of Function 2 have 

correlation coefficients ranging from 0.52087 to 0.16737. Diffusion of dependent 

variables of Function 2 is apparent. 

Function 2 

-0.06023 
0.08538 
0.04504 
0.06709 
0.01792 
0.53425* 
0.52087* 

- 0.37068* 
- 0.32181* 
- 0.30415* 

0.22599* 
-0.19183* 

0.16737* 

Variable label 

NUMBER 
RECTELL 
RELNOTPA 
PANOTREL 
ARECRELT 
POTELLA 
HELPED 
POLICY 
POLRELTL 
REREACT 
TELLTOG 
FIRST 
EVERYPAT 

Table 45:  (Line A respondents) Varimax Rotation Transformation Matrix. 

Function 1 

0.90151* 
0.22864* 
0.17386* 
0.11034* 
0.05133* 
0.07538 

-0.07990 
-0.11016 
-0.19959 
-0.01944 

0.02249 
0.02699 

-0.15476 

After varimax rotation the relative significance of Function 1 is only minimally less 

(at 88.26 %) than before rotation (at 90.16 %). 

FUNCTION 2 
11.74 

0.15375 
0.98811 

% variance 

FUNCTION 1 
FUNCTION 2 

FUNCTION 1 
88.26 

0.98811 
-0.15375 



n b l e  4-6: (Line A respondents) Rotated standardised discriminant functions 
coefficients. (Variables ordered by size of coefficient within function). 

The numbers shown are the coefficients di,, d,, . . . dip in the basic linear equation 

on which Discriminant Analysis is formulated (see previous chapter). 

Function 1 is largely dependent on NUMBER and being very much less dependent 

on the remaining five variables. Fuilction 2 has a much more diffuse basis of 

dependence consisting of six (POTELLA to TELLTOG) out of the remaining seven 

variables. 

V a r i a b l e  label 

NUMBER 
RECTELL 
F I R S T  
PANOTREL 
ARECRELT 
EVERYPAT 
POTELLA 
POLICY 
HELPED 
RELNOTPA 
REREACT 
TELLTOG 
POLRELTL 

'Igble 47: (Line A respondents) Correlations between rotated canonical discrimi- 
nant functions and discriminating variables. 

After varimax rotation NUMBER remains the dominant variable of Function 1 (r = 

Funct ion 1 

1.02013* 
0.25498* 
0.22824* 

-0.12936* 
-0.11586* 
-0.10432* 

0.22017 
0.04613 

-0.16257 
-0.06927 

0.04472 
-0.13545 

0.03293 

V a r i a b l e  labe l  

NUMBER 
F I R S T  
POLICY 
EVERYPAT 
HELPED 
PANOTREL 
RELNOTPA 
TELLTOG 
POTELLA 
RECTELL 
REREACT 
POLRELTL 
ARECRELT 

Func t ion  2 

0.00402 
0.08060 

-0.17933 
-0.08774 

0.11186 
0.08987 
0.57993* 

-0.48493* 
0.46846* 
0.39550* 

- 0.26701* 
0.26638* 

-0.13391* 

Func t ion  1 

0.90005 
0.05617 

-0.05185 
-0.17865 
-0.15903 

0.09871 
0.16487 

-0.05697 
-0.00766 

0.21279 
0.02756 

-0.14773 
0.04796 

Func t ion  2 

0.07910 
-0.18540 
-0.38321 

0.14158 
0.50239 
0.08326 
0.07124 
0.21985 
0.53949 
0.11952 

-0.30352 
-0.34867 

0.02560 



0.90005) compared with the next most dominant variable RECTELL (r = 0.21279) 

Function 2 is largely dependent 01.1 two variables POTELLA (r = 0.53949) and 

HELPED (r = 0.50239) with a diffusion of dependence on other variables. 

a b l e  4-8: (Line A respondents) Canonical Discriminant Functions evaluated at 
Group Means (Group Centroids) . 

Group  (code) S t a t u s  
/ symbo l  i n  t e r r i t o r i a l  map 

(1) C o n s u l t a n t  /C 
( 3 )  G.P. /P 
( 2 1 )  O t h e r  h o s p . d o c t o r  /H 

I I I I I I I l 
I I t 

PPCC 
PPC CC 

PCC CCH 
PPCC CCCHH 

PPCC CCCHHH + + PPCC + + + CCHHH 
PPCC CCCHH 

PPCC CCCHHH 
PPC CCCHHH 

PCC * CCHHH + + + *PPCC CCHHH + + 
PPCCCHH* 

PPHHH 
PPH 
PHH + + + + p H +  + + 
PH 

PPH 
PHH 
PH 

PPH 
l I l I I I I I I 

1.0 -6.0 -4.0 -2.0 . O  2 .0 4 .0  6 . 0  8 .  

F u n c t i o n  1 

1 . 1 2 4 1 1  
-0.80010 

2 .63967 

Diagram 4.1: (Line A respondents) Territorial Map. 
Across: Function 1 Down: Function 2 * indicates a Group Centroid 

F u n c t i o n  2 

0 .60808  
-0 .20167 
-0.69854 

The Terrorial Map also shows the way in which the two discriminating functions 

(Function 1 and Function 2) identify the three groups of subjects. First Function 1, 

the dominant function, discriminates between on the one hand General Practitioners 

(G) (occupying mainly quadrants 2 and 3 of the territorial map - Function l nega 

tive) and on the other hand both Consultants (C) and Other Hospital Doctors (H) 



(occupying mainly quadrants 1 and 4 respectively - Function 1 positive). Second, 

Fuilction 2 discriminates between Coilsultants (Function 2 positive) and Other 

Hospital Doctors (Function 2 negative). That is to say that General Practitioners 

differ from the other doctors by virtue of the factors of Function 1 whereas Con 

sultants differ from Other Hospital Doctors by virtue of the factors of Function 2. 

Number of Missing Observations = 0 

variable 
RECTELL 

Consultant 

G.P. 

Other hosp.dr. 

Column Total 

Total % 

lbble 4-9: (Line A respondents) Crosstabulation of variables 
STATUS by RECTELL (whether 'patient knows' is recorded in patient's 

notes) 

Yes 

14 

4 1 

4 

59 

79.7 

Number of Missing Observations = 0 

variable 
REACT 

Consultant 

G.P. 

Other hosp.dr. 

Column Total 

Total % 

lbble 4-10: (Line A respondents) Crosstabulation of variables 
STATUS by REACT (Is a record made of Patient's reaction to being 
told diagnosis?) 

No 

7 

6 

2 

15 

20.3 

Row 
Total 

21 

4 7 

6 

74 

100 

Yes 

17 

35 

3 

55 

75.3 

No 

4 

11 

3 

18 

24.7 

Row 
Total 

2 1 

46 

6 

73 

100 





Number of Missing Observations = 0 

variable 
ARECRELT 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total 8 

nb le  4-12: (Line A respondents) Crosstabulation of variables 
STATUS by ARECRELT (Is a record kept when relative is told?) 

Aualysis of Line B respondents. 

73 cases were processed, 4 of which are excluded from the analysis which follows 

(Zibles 4-13 to 4-27 and Diagram 4.2) because they contained at least one missing 

discriminant variable. 

Row 
Total 

2 1 

47 

6 

74 

100 

Yes 

13 

32 

3 

48 

64.9 

No 

8 

15 

3 

26 

35.1 

nb le  4-13: (Line B respondents) Number of respondents 
initially analysed, by status. 

Thus 94.5 % of the Line B respondents were used in the analysis which follows. 

Group/Status 

1 Consultant 
3 General Practitioner 
21 Other hospital 

doctor 

Total 

Function % variance 

Function 3 94.85 
Function 4 

Number 

8 
34 

27 

69 

nb le  4-14: (Line B respondents) Canonical Discriminant 
Functions and their percentage contribution to the total 

variance. 



Before varimax rotation of the discriminant functions Function 3 account for 

just nearly 95 % of the variance. 

Function 4 has relatively very much less significance. 

nb le  4-15: (Line B respondents) Standardised Canonical Discriminant Function 
Coefficients. 

The numbers shown are the coefficients d,, , d,, . . . d. in the basic linear equation 
IP 

Funct ion 4 

0.23058 
0.23309 
0.38738 

-0.40738 
0.79438 

-0.15227 
-0.03164 
-0.52686 

Variable label 

NUMBER 
F I R S T  
WHO 
RECORDED 
PAREACT 
INFORMED 
INFREACT 
RELTOLD 

on which Discriminant Analysis is formulated (see previous chapter). 

Funct ion 3 

1.01436 
0.12934 
0.02099 
0.29218 

-0.10466 
-0.06476 
-0.12788 

0.12406 

The coefficient of the NUMBER term of Function 3 is at least three times as large 

as the next largest coefficient (0.29218) of a variable in Function 3. By comparison 

Fu~lction 4 has no single variable on which it depends but a more diffuse basis for 

its definition. 

Definitions of labels of Line B variables: 

NUMBER Estimate of the actual number per year of patients wit11 a diagnosis of a 
life- threatening cancer. 

FIRST Would you in every case likely to be the FIRST member of the Medical 
Team to communicate the diagnosis to the patient? 

WHO If you would not, in most cases, be the first person ..to disclose the diagno- 
sis to the patient, is there a general policy in the Medical Team.. . that this kind of 
communication is effected by a particular member of the Team? 

RECORDED If the patient has been told, or has asked, or has found out, is this 
fact recorded in hislher clinical notes? 

PAREACT Is any record kept of patient's immediate or later reaction to the 
information.. ? 

INFORMED Is the Patient's GP informed (i) whether or not the Patient has been 
told the diagnosis and its order of seriousness? 

INFREACT ..GP told (ii) of Patient's reaction to the information? 



RELTOLD ..GP told (iii) whether specific relatives have been told? 

P - - P  

nb le  4-16: (Line B respondents) Structure Matrix; pooled-within-groups 
correlations between discriminating variables and canonical discriminant functions. 

(Variables ordered by size of correlation within function) 

In Function 3 is wholly dependent upon NUMBER for its definition and there is a 

good correlation (r = 0.96781) between the NUMBER variable and Function 3. 

By comparison at best the correlation (r = -0.57466) between the RELTOLD 

variable in Function 4 is less good. It is not such an obvious determinant of 

Function 4, the remaining variables of Function 4 have correlation coefficients 

ranging from -0.53304 to 0.18679. Diffusion of dependent variables of Function 4 

is apparent. 

Function 4 

0.14663 
-0.57466" 
-0.53304" 
-0.37978* 

0.35642" 
0.32172* 
0.22008* 

- 0.18679* 

Variable label 

NUMBER 
RELTOLD 
RECORDED 
INFORMED 
FIRST 
WHO 
PAREACT 
INFREACT 

Function 3 

0.96781* 
0.01023 
0.02850 

-0.04926 
-0.09469 
-0.12383 
-0.18122 
-0.01081 

'Jhble 4-17: (Line B respondents) Varimax Rotation Transformation Matrix. 

After varimax rotation the relative significance of Function 3 is less (at 90.85 %) 

than before rotation (at 94.85 %) 

FUNCTION 4 
9.15 

-0.21118 
0.97745 

% Variance 

FUNCTION 3 
FUNCTION 4 

FUNCTION 3 
90.85 

0.97745 
0.21118 



lbble 4-18: (Line B respondents) Rotated standardised discriminant fuilctions 
coefficients. (Variables ordered by size of coefficient within function) 

The numbers shown are the coefficients dil , d,, . . . dip in the basic linear equation 

on which Discriminant Analysis is formulated (see previous chapter). 

Function 3 is almost totally dependent on NUMBER (coefficient = 1.04017) with 

INFFEACT having a small negative (coefficient = -0.13 168) influence. 

Function 4 has more broadly based set of dependents consisting of six variables 

(marked * in Function 4 column of the table) having with coefficients of comparable 

size (sign being ignored for this purpose). 

Func t ion  4 

0.01116 
-0.00392 

0.79856* 
-0.54118* 
-0.45990* 

0.37421* 
0.20052* 

-0.13516* 

Variable label 

NUMBER 
INFREACT 
PAREACT 
RELTOLD 
RECORDED 
WHO 
F I R S T  
INFORMED 

Table 4-19: (Line B respondents) Correlations between rotated canonical discrim- 
inant functions and discriminating variables. 

After varimax rotation NUMBER remains the dominant variable of Function 3 (r = 

0.97695). 

Function 4 is largely dependent on FELTOLD (r = 0.56386) with a diffusion of 

dependence on other variables. 

Funct ion 3 

1.04017* 
-0.13168* 

0.06546 
0.01000 
0.19955 
0.10232 
0.17565 

-0.09545 

Variable label 

NUMBER 
F I R S T  
WHO 
RECORDED 
PAREACT 
INFORMED 
INFREACT 
RELTOLD 

Funct ion 3 

0.97695 
-0.01729 
-0 .OS310 
-0.08471 
-0.13065 
-0.12836 
-0.05002 
-0.11135 

Func t ion  4 

-0.06106 
0.36838 
0.34061 

-0 .S2703 
0.25339 

-0.36082 
-0.18029 
-0.56386 



Bble 4-20: (Line B respondents) Canonical Discriminant Functions evaluated at 
Group Means (Group Centroids) 

I I I I I I l I 

I' l l l ' l l " 

PCC 
PPC 
PC 
PC 

Function 4 

0.39469 
0.27067 

-0.45778 

Group (code) Status 
/symbol in territorial map 

( 1 ) Consultant /C 
(3) G.P. /P 
(21) Other hosp.doctor /H 

PC + + t p c +  + + 
PC 
PC 
PC 
PCC + + + * PHCC*CC + + 

PPHH*HHCCCCC 
PPHH HHHHHCCCCC 
PHH HHHHHCCCCC 

Function 3 

1.47007 
-1.17271 

1.04117 

PPH HHHHHCCC + + +PPHH+ + + + HHHH 
PHH 

PPH 
PPHH 
PHH 

-8.0 + PPH 
I I I I l I I I 

I I I I 
-8.0 -6.0 -4.0 -2.0 -0  2.0 4.0 6.0 8. 

Diagram 4.2: (Line B respondents) Territorial Map. 

Across: Function 3 Down: Fuilction 4 
* indicates a Group Centroid 

This shows a similar functional discrimination between the three groups of respond- 

ents to that shown in Diagram 4.1 Function 3 (the dominant function) discriminates 

between General Practitioners (P) and the other two groups whereas Function 4 

discriminates between Consultants (C) and Other Hospital Doctors (H). 
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Number of Missing Observations = 0 

variable 
RECORDED 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total % 

'Itable 4-22: (Line B respondents) Crosstabulation of variables 
STATUS by RECORDED (If the patient has been 'told', or has asked, 
or has 'found out', is this fact recorded in hidher clinical notes? 

Number of Missing Observations = 1 

Row 
Total 

9 

36 

28 

73 

100 

Yes 

9 

33 

24 

66 

90.4 

variable 
WHO 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total % 

'Itable 4-23: (Line B respondents) Crosstabulation of variables 
STATUS by WHO (Is there a general policy in the Medical Team, of 
which you are a member, that this kind of communication is effected 

by a particular member of the Team?) 

No 

3 

4 

7 

9.6 

Row 
Total 

8 

36 

28 

72 

100 

Yes 

2 

9 

10 

21 

29.2 

No 

6 

27 

18 

51 

70.8 



Number of Missing Observations = 0 

lhble 424: (Line B respondents) Crosstabulation of variables 
STATUS by PAREACT (Is any record of Patient's immediate or later 

reaction to the information hetshe has been given?) 

Row 
Total 

9 

36 

28 

73 

100 

variable 
PAREACT 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total % 

Number of Missing Observations = 0 

Yes 

6 

18 

19 

43 

58.9 

variable 
INFORMED 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total % 

'Igble 425: (Line B responses) Crosstabulation of variables 
STATUS by INFORMED (Is the Patient's GP informed whether or not 
the Patient has been told his diagnosis and its order of 
seriousness (i.e. that it is 'life-threatening ' )?) 

No 

3 

18 

9 

30 

41.1 

Yes 

9 

32 

25 

66 

90.4 

No 

4 

3 

7 

9.6 

Row 
Total 

9 

36 

28 

73 

100 



Number of Missing Observations = 0 

variable 
INFREACT 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total % 

'hble 4-26: (Line B respondents) Crosstabulation of variables 
STATUS by INFREACT (Is the Patient's GP informed of Patient's 
reaction to being told his diagnosis and prognosis?) 

Number of Missing Observations = 0 

Row 
Total 

9 

36 

28 

73 

100 

Yes 

7 

25 

18 

50 

68.5 
- 

variable 
RELTOLD 

S Consultant 
T 
A G.P. 
T 
U Other hosp.dr. 
S 

Column Total 

Total % 

nb le  4-27: (Line B respoildents) Crosstabulation of variables 
STATUS by RELTOLD (Is the Patient's GP informed as to whether 
specific relatives have bee11 'told'?) 

No 

2 

11 

10 

23 

31.5 

Yes 

8 

25 

18 

51 

70.0 

No 

1 

11 

10 

22 

30.0 

Row 
Total 

9 

36 

28 

73 

100 



Discussion of Qualitative Data from the first Questionnaire (Ql). 

Introduction: In the remainder of this chapter the results of the quantitative analy- 

sis of the raw data and derived statistics given earlier in this chapter will be dis- 

cussed. It will be seen that there are two main sub-divisions of the respondents 

namely those who responded on line A or line B of the questionnaire and these two 

sub-divisions will be compared as will the groups of doctors, namely Consultants, 

General Practitioners and 'other hospital doctors'. Furthermore an attempt will be 

made to define discriminating functions applicable to these sub-divisions and 

groups. 

Line A respondents consist of those who answered 'Yes' to the question 'Would 

you, in every case, likely to be the first member of the medical team to communi- 

cate the diagilosis to the patient?' 

lhble 4-1 shows that of the 72 respondents used in the analysis of line A General 

Practitioners (GPs) form the largest (64%) group. This has important implications 

coilcerning the role of GPs in the communication process. 

A typical scenario may be that of a patient going to his GP presenting symptoms 

about which the GP seeks either hospital tests or the opinion of a Consultant who in 

turn can authorise further tests or investigations. The Consultant having received 

the results of the tests would come to a conclusion about the diagnosis and in 64 % 

of cases reports them to the GP rather than to the patient directly. Only in 26 cases 

out of 72 (36%) does it fall to the hospital staff to communicate the diagnosis 

directly to the patient and in 21 of these 26 cases (81 % of the cases in which the 

hospital staff themselves effect the communication) the Consultant personally 

undertakes the communication. Only in 5 cases out of the whole 72 (7%) is this 

coinmunication the responsibility left to someone who is neither the GP nor the 



Consultant. How well GPs and Consultants effect this process is of vital impor- 

tance to the way the patient and, in turn the patient's family, receives the informa- 

tion and acknowledges its implications. It cannot thus be left to chance - the 

communication process is in the hands, in 93 % of cases of line A respondents, of 

two groups of doctors (GPs and Consultants), and in the remaining 7 % of cases 

'other hospital doctors' are members of a Consultant's firm and he is therefore 

responsible for what they do and how they do it. This is an issue to which we will 

return later in this discussion. 

By comparison, line B respondents are those who are NOT likely to be the first to 

coinmunicate the diagnosis to the patient and the 69 line B respondents consist of 

(from able  4-13) 8 Consultants (12% of line B respondents), 34 GPs (49% of line 

B respondents) and 27 other hospital doctors (39% of line B respondents, percent- 

ages rounded to whole numbers). 

This presents a different side of the picture from that given by line A respondents. 

Given the same typical scenario, line B respondents while acknowledging that they 

are unlikely to be the first to tell the patient (or else they would be line A respond- 

ents) assume that someone other than themselves discloses the diagnosis to the 

patient. These two sets of derived data can be tabulated as follows: 

l I l I l 

I Status of ( Line A respondents 1 Line B respondents 1 
I respondents 

I 
I diagnosis d isc losed I diagnosis d isc losed 1 Total 1 

l ( by respondent 1 by someone e l s e  I I 
l l I I 

1 Consultants I 21 (291) 1 8 (121) 
I General Practi t ioner. 1 46 (641) 34 (491) 

1 29 I 
I I 80 I 

( Other hospi ta l  doctors 1 5 ( 71) 1 27 (391) 1 1 
I l I 

1 Totals I 72 (1001) I 69 (1001) 1 141 1 
I I I I I 

Table 4-28: Total number of rrspondenta by mtatus and Line of responsr 



Turning to the qualitative responses to the question 'Who (by status) is responsible 

for "telling" the patient the diagnosis / prognosis?' in line B it is found there that a 

general consensus between the hospital doctors (of all status) that it is usually the 

Consultant, sometimes a Senior Registrar or even less often a Registrar, the excep- 

tion among the 17 hospital responses being Consultant (2 1 1) who states that 

'In the vast majority of cases the diagnosis is 
known to the patient PRIOR to referral to our 
(ontology) unit. ' 

The GPs replying to this question of 'Who . . . is responsible for telling the 

patient.. .?' are not so united in their beliefs. Of the 13 (of a possible 34) giving a 

response to this question only 6 say definitely it is themselves (or a GP partner) and 

5 GPs (references 3 17, 3 18, 33 1, 5 16 and by implication 509 who mentions getting 

'the information second-hand') indicate that the hospital staff will disclose and for 

two (521, 525) the issue is not clear cut. Added to these must be those who were 

line A respondents all of whom must be assumed to be implying that they them- 

selves are responsible as they are line A respondents. This then implies, counting 

only those who have replied to this question from among the line B respondents 

together with the line A respondents, that the total number who are positive about 

'Who tells?' is as given in table 4-29 below: 

nble 4-29: Responses to the question 'who is responsible for disclosure?' by status 

It inust not be assumed that those who did not reply to this question were @so facto 

implying that they were unaware as to who in fact is responsible for disclosure. 

It is not clear from nble 4-29 that there is any uncertainty among GPs as to 

whether the hospital staff have effected the essential communication with the pa- 

Status of respondent 

Consultants 
GP 
other hospital dr. 

definite about who discloses 

27 of 29 
57 of 80 

(93%) 

15 of 32 
(71%) 
(47%) 



tient, although qualitative responses do indicate a minority of GPs have a certain 

dissatisfaction with the efficacy of communication from hospitals on their referrals. 

A worrying majority of other hospital staff (NOT consultants) do not know - or 

rather have not indicated that they do know - who is responsible for disclosure. If it 

is a case of just not having indicated that they do know then it is of less concern. 

But the fact that nearly all the Consultants and the majority of the GPs have (accord- 

ing to Thble 4-29) replied may indicate that there may be a real absence of knowl- 

edge as to the boundaries of responsibility for communicatioil among other hospital 

doctors. 

It is worth noting at this point that Thble 4-22 (Crosstabulation of STATUS by 

WHO for line B respondents) clearly indicates that there is a lack of perceived 

policy concerning who has the responsibility of communicating these all important 

facts to patients and this absence of policy is evident among 70.8% of respondents. 

Among Consultants the percentage is higher at 75 % matching exactly the percep- 

tions of GPs whereas other hospital doctors acknowledge the absence of such policy 

in only 64% of their responses. Perhaps this is more an indication of the lack of 

iinportailce placed by clinicians on the details of the communication process than a 

deliberate omission on anyone's part. Many may have simply not thought about it. 

Thbles 4-2 to 4-8 and diagram 4.1 are now considered. These refer only to line A 

respondents and from them emerge two discriminant functions, called here Function 

1 and Function 2. 

Thble 4-2 shows that Function 1 is by far the more dominant function responsible 

for over 90% of the total variance of the group of respondents. 

If we refer to Function 1 as the Work Load Function, it is therefore clear from 

nble 4-2 that the work load of a clinician in this field of medicine almost exclusive- 

ly determines the other details of the communication process. 



We will refer to Function 2 as the Communication Process Function. 

Thble 4-3 indicates the coefficients of the variables within each function before 

applying Varimax rotation to maximise the distinction between the effects of the two 

functions. 

Thble 4-4 identifies the variables associated with each function and the differentia- 

tion between the weighting (based on the correlation coefficients) of the variables 

within and between the two functions. It shows, for example, that in Function 1 

(the Work Load Function) there is a high correlation with NUMBER (r = 0.90151) 

but that Function 2 (the Communication Process Function), if anything, is slightly 

negatively correlated to NUMBER (r = -0.06023). The Work Load Function has a 

much lower correlation with the other variables associated with it (marked * in 

Function 1 column of nb le  4-4) to the point of insignificance. By comparison 

Communication Process Function has some correlation (though not strong) with the 

variables PCYI'ELLA and HELPED (r = 0.53425 and 0.52087 respectively) and 

even less with the remaining variables marked * in the Function 2 column of nble 

4-4. These enable us to identify more sharply the factors of the two discriminating 

fuilctions. 

The Work Load Function is almost exclusively dependent upon the number of 

cancer patients dealt with by a clinician. The greater the number of patients seen 

the greater the index of the function. Associated with the Work Load Function are 

the variables RECTELL, RELNOTPA, PANOTREL and ARECRELT though to a 

much decreased degree than NUMBER. This would indicate that a clinician who 

sees more cancer patients is more likely to record that the patient has been told the 

details if this has occurred. There will be slightly more chance that a clinician who 

sees the greater number of patients will be the clinician who will find circumstances 



when he will tell the patient but not the relative (or in almost equal measure) the 

relative and not the patient. Furthermore (but to an even lesser extent) the more 

cancer patients a clinician deals with the more likely is he to record the fact when a 

relative has been told. 

The Communication Process Function identifies a clinician who believes that every 

patient without exception has the absolute right to know the diagnosis and prognosis 

and equally perceives that such knowledge is l~elpful to the patient. Such a clinician 

will probably not be aware of any policy concerning his or anyone else's responsi- 

bility to effect communicatioil with patients, neither is he aware of written records 

being made of patients' reactions on being told of a patient's condition. He would 

however be rather more likely to be a clinician who could envisage circumstances 

when patient and relative are told at the same time although he himself is unlikely 

to be the first person to effect the communication himself. This obviously is a 

fuilction involving a wide range of peripheral activities concerned with the commu- 

nication process and may best be considered in its more general terms of a set of 

fairly disparate Communication Process Factors rather than one involving very 

specific activities. 

nb le  4-5 indicates the factor (= 0.9881 1) applied to the variables in Functions 1 

and 2 during Varimax rotation resulting in little change from nb le  4-2 of the 

percentage of the total variance which each function is responsible. 

nb le  4-6 gives the clearest picture of the degree of dependency of each function 

upon individual variables. From it Function 1 (the Work Load Function) is clearly 

dominated by NUMBER which carries about 4 times the weight of the next impor- 

tant variable RECTELL. The remaining variables in Function 1 column of Bble 4- 

6 are relatively insignificant. 



011 the other hand Functioil2 (the Communication Process Function) has a much 

more diffused dependency upon the variables POTELLA, POLICY, HELPED, 

RELNOTPA, REREACT, TELLTOG (in descending numerical value of 

coefficients from 0.557993 to 0.26638 irrespective of sign) and POLRELTL with 

its coefficient of -0.13391 is relatively insignificant to Function 2. The variable 

with the highest coefficient in Function 2 is POTELLA, that is identifies 

respondents who believe that in their personal opinion patients have an absolute 

right to be told their diagnosis and prognosis. nble 4-7 shows that at r = 0.53949 

POTELLA has, compared with the other variables in Function 2 the best correlation 

with Function 2, even if its coefficient fairly low. 

However this is closely followed by POLICY which, with its negative coefficient, 

implies that Function 2 also identifies respondents who claim that they do NOT 

"have a policy of personally being responsible for the first communication of the 

diagnosis to the patient" in spite of them having just answered 'Yes' to whether they 

"expect in every case" to be "likely to be the FIRST member of the Medical Team 

to communicate the diagnosis to the patient". This is further reinforced by noting 

that in nble 4-7 there is a sinall negative correlation (r = -0.38321) between 

Function 2 and the variable POLICY. This indicates a confusion of role expecta- 

tions on the part of line A respondents. The remaining variables associated with 

Function 2 in nble 4-6 are HELPED (Function 2 identifies people who believe that 

disclosure of the diagnosis has helped the patient), RELNOTPA (indicating that 

they are more likely than not to tell a patient's relative and NOT the patient), 

REREACT (are less NOT likely to keep any record of a patient's immediate or 

subsequent reaction to the information given) and TELLTOG (that there are cir- 

cumstances in which respondents would make a point of telling patient and an 

immediate relative together). Thus Function 2 identifies a mixed, and at times 

confusing or even contradictory, bag of practices among doctors, even though none 



of the variables are particularly dominant within the function. These figures bear 

out what has been described earlier giving some numerical weighting to the factors 

involved. 

Tmble 4-8 shows that Consultants are strongly identified by the Work Load Function 

and less strongly by Communication Process Function. GPs however are not readi- 

ly identified by either function, and even less by the Work Load Function than the 

Communication Process Function. Other hospital doctors, however, are very 

strongly identified by the Work Load Function and hold views contrary to those of 

Consultants concerning the matters dealt with in Communication Process Function. 

In other words Consultants and other hospital doctors are identified by the number 

of patients with cancer that they see but they respond differently to this work load 

with Consultants identifying with the variables in the Communication Process 

Function but other hospital doctors NOT identifying with them. GPs however see 

fewer cancer patients and have a wider spread of practices with regard to cancer 

patients. It is difficult to reconcile the distinction between Consultants who head up 

their medical 'firms' and the other hospital doctors who are members of those 

firms. They obviously have a common factor in the number of patients they see 

(Work Load Function). But (and this is a point of departure between Consultailts 

and members of their teams) they do not hold to the same practices and opinions as 

to how they deal with the peripheral details of their patient contacts. These include 

such details as record keeping, telling patients and relatives, noting reactions and so 

on (the variables in the Communication Process Function), and in fact they hold 

views which are directly opposite from the views held by their Consultants. This is 

a surprising conclusion as one would anticipate that hospital doctors other than 

Consultants would in the main continue the practices of their firm's 'Chief' (Con- 

sultant) but this finding would imply that they are in fact not doing so but rather 

defining their own modes of practice and following those modes in their work. 

This study is in no way even asking the question as to whether these modes of other 



hospital doctors are better or worse, it is merely stating that the next generation of 

specialists may well do things differently from the present generation in terms of the 

peripheral activities of their practice. 

Diagram 4.1, the temtorial map of the three status groups and their distributioil 

relative to the two discriminailt functions, graphically illustrates these differences. 

GPs occupy mainly the second and third quadrants (Function 1 fairly constant and 

negative, Function 2 positive and negative). That is to say that generally speaking 

GPs see a fairly small number of life threatening-cancer patients in a year and this 

is borne out by the crosstabulation in Thble 4-1 1, with the majority of the GPs in 

the columns corresponding to patient numbers in the range 1 to 15. The highest 

number seen by any GP in a year is within the range 4.1 to 50. 

Consultants dominate quadrant 1 (Function 1 positive and Function 2 positive) while 

other hospital doctors dominate the fourth quadrant (Function 1 positive, Function 2 

negative) of the temtorial map. This is again borne out by Thble 4-1 1 where Con- 

sultants estimate that they see a wide range of numbers of life threatening-cancer 

patients from the range 1 to 5 up to as many as greater than 400. 

Siinilarly it is clear that other hospital doctors estimate that they see between 30 and 

400 life threatening-cancer patients per year but the other hospital doctors differ 

from their Consultant superiors in that they are not identified by the positive prac- 

tices which emerge as factors of the Communication Process Function but rather by 

their very opposites. This is understandable if we suggest that junior hospital 

doctors learn their medical and surgical techniques from their superiors but not their 

communication procedures, perhaps simply because these take such a low priority 

in hospital clinicians' method of working. GPs, on the other hand, pride them- 



selves on their ability to communicate with their patients on a personal level and 

this would seem to be reflected in the positions they occupy in the territorial map. 

The %bles 4-9, 4-10 and 4-12 are difficult to reconcile with the findings already 

discussed for they show the vast majority (62 % to 81 % of Consultants, 68 % to 87 % 

of GPs, 50% to 67% of other hospital doctors) believe that records are kept when a 

patient is told his diagnosis, of his reaction to the information and when a relative is 

told. It seems that it is in the majority of cases normal practice to do these things 

but perhaps the surprising thing is the size of the minorities in each case; not that in 

67% of cases a record is kept but that in 33 % of cases such records are not kept, 

and particularly this is noted by a large minority of other hospital doctors. GPs are 

more likely to carry out these procedures probably in view of their longer, closer 

and continuing contact with the patients and relatives. 

Turning now to line B respondents, that is those who believe that they are not likely 

to be the first member of a Medical Team to communicate the diagnosis to the 

patient, it is first interesting to note from %ble 4-13 that the total numbers of 

respondents in line A and line B are almost equal showing that the number believing 

that they are likely to be the first to 'tell' and the number believing that they are 

NOT likely to be the first to 'tell' the patient are about equal. It implies that the re- 

sponses were fairly evenly balanced numerically although there is no evidence as to 

whether this same balance occurs in the population as a whole. The make up of the 

respondents in line B is, however, very different from that of line A respondents in 

terms of the status of respondents. Consultants are notable for their small number 

in this group (of line B respondents) indicating that they are perceived by GPs and 

other hospital doctors as being the most likely to 'control the action' in respect of 

this particular illness. This is an understandable point of view as it seems fairly 

obvious that the Consultant is likely to be the one clinician who can order the bat- 

tery of tests which would show whether the diagnosis suspected by others is in fact 



correct. But, as we have already seen (in nble 4-28 above) it is GPs who indicate 

in their responses that they are more likely than not to be the ones to 'tell the pa- 

tient'. 

Again two functions emerge from the analysis of line B respondents and these are 

labelled Function 3 and Function 4. nble 4-14 shows that Function 3 is by far the 

most dominant of the two functions accounting as it does for nearly 95 % of the total 

variance. And as with the line A analysis NUMBER is again the variable most 

obviously associated with Function 3 even after Varimax rotation. Before rotation 

NUMBER is the only variable associated with Function 3 and nble 4-16 shows 

that NUMBER has a very high correlation (r = 0.96781) with the function itself. 

mble 4-18 shows the insignificance of the only other variable associated with 

Function 3, INFREACT with r = -0.12788). The Varimax rotation by means of 

the transformation matrix given in 4-17 which shows how closely the rotated func- 

tion variable coefficients correspond with the original raw coefficients of the varia- 

bles with a factor again very close to unity (0.9974) again resulting in little change 

in the percentage of variance for which each of the functions is responsible. Func- 

tion 3 was responsible for 94.85 % of the total variance compared with 90.85 % after 

Varimax rotation. I11 view of its similarity with Function 1 which emerged from the 

line A analysis we shall refer again to this function as the Work Load Function. 

Function 4 however, like Function 2 in the line A analysis, has a disparate set of 

variables associated with it. PAREACT is by far the most positively dominant 

(with coefficient of 0.795856 as found in the Function 4 column of nble 4-18) with 

WHO the next most positively dominant (coefficient of 0.37421) followed by 

FIRST (coefficient of 0.20052). However two variables, RELTOLD and RE- 

CORDED have comparable though negative coefficients in sign. INFORMED is 

the least important variable of Function 4. It has a number of factors very similar 



to those of Function 2 in the line A analysis and consequently it can also reasonably 

be referred to as the Communication Process Function. 

This implies that the Communication Process Function in line B identifies those 

respondents who are more likely to answer 'Yes' when asked whether a record is 

kept of the patient's immediate or later reaction to being told his diagnosis. They 

are also are the likely ones to claim that there IS a general policy within the team 

that the communication with the patient is effected by a particular member of the 

team, but are not likely to claim that a patient's GP is told whether specific relatives 

of the patient have been told of the patient's diagnosis, nor likely to claim that it is 

even likely to be recorded whether the patient himself has been told (or has found 

out). The last of these factors is a matter for particular concern for how can the 

co~nmunication process be effective if no record is kept as to the state of knowledge 

of the patient of his own condition? 

As with the line A analysis the positions occupied by the three status groups relative 

to the Functions 3 and 4 are interesting and show up in nble 4-20 and Diagram 6.2 

The Work Load Function (line B) is the dominant function which does most to 

identify members of the status groups and the status groups occupy the four quad- 

rants of the territorial map in a way very similar to that which showed up in the line 

A analysis. 

Thus from the two sets of responses there is a very strong similarity between 

emergent functions both analyses giving rise to a Work Load Function and to a 

Communication Process Function. 

The crosstabulations in nbles 4-21 to 4-27 support the evidence so far discussed. 

Line B respondents fall into a pattern similar to that in line B when comparing 



estimated numbers of life threatening-cancer patients dealt wit11 by doctors of differ- 

ent status (Xible 4-21). GPs are clustered at the lower end of the patient number 

scale with Consultants and other hospital doctors more widely spread in numbers. 

In line B the highest number of patients seen was in the range of over 400 quoted by 

both a Consultant and one other hospital doctor. Xible 4-22 was referred to earlier 

in this discussion chapter and indicates the lack of any perceived policy in the 

matter of communicating with patients. 

It should not, it is here argued, be left to chance encounters as to who tells patients 

that they are likely to die from their illness. Some members of staff may well have 

better techniques or even sensibilities when dealing with bad news of this sort and 

they should be identified and entrusted with the task. More often it is seen as either 

anybody's job, and consequently it may in fact turn out to be nobody's job and the 

process simply is not effected except in a hit-or-miss fashion. Anecdotal evidence 

indicates that the all important information is transmitted by a well-meaning but 

often by an inexperienced person with quite profound consequences for the well- 

being and perception of the patient involved. 

llbles 4-23 to 4-27 give a fairly consistent picture of record keeping on a basis not 

out of keeping with that found in the line A analysis. Patient knowledge of the facts 

are (in line B responses) well documented as is the patient's reaction though to a 

lesser degree at only 60 % of all cases. In the vast majority of cases (90 %) the 

patient's own GP is informed when the patient has been told, which is encouraging 

when considering the individual examples of GP comments which would seem to 

indicate their dissatisfaction with the communication they receive from their hospital 

colleagues. Bble 4-25 shows clearly that these are in fact in the minority and may 

reflect more of the GPs own perception of the referral system than a recognition of 

the actual practices of his colleagues. llble 4-26 also shows relatively good 

coinmunication between hospital doctors and GPs concerning a patient's reaction to 



being told of his condition and surprisingly this is extended to cover the communica- 

tion concerning the relatives of patients. 

The overall picture that emerges is rather mixed. In the first place it shows first the 

large number of cases of life-threatening cancer involved. All the respondents were 

seeing at least one case per year but with GPs seeing a median number of about 10 

that would make 700 in the health district researched who were being dealt with by 

their GP. lb this must be added the much larger numbers seen by most of the 

hospital doctors and if we limit them to those seen by Consultants (on the 

assumption that most cancer cases would come to their notice at some time and thus 

other hospital doctors are likely to be seeing the same patients in their capacity as 

members of their 'Chief's firm') 55 Consultants are seeing a median number of 50 

patients annually, some 2750 patients in total. Thus the total seen within the district 

is approaching 3000 annually, and these are all by definition suffering from a 

condition which is a threat to their life, and indeed most of these patients will 

undoubtedly have tremendous apprehensions as to what is their fate. At the crucial 

time of diagnosis and prognosis their immediate thoughts will be of their lives being 

foreshortened and of pain and terror in the latter stages. It seems obvious that the 

need for some positive way of dealing with 3000 patients a year in one district 

warrants care, consideration and understanding and perhaps more resources than are 

currently allotted. 

Let us now focus on the current procedures which emerge from the picture built up 

in this discussion. It is one of only partial consistency among doctors when it 

comes to openness with their patients. While the majority would claim total 

honesty it is clear that doctors hedge themselves round with what they would term 

'clinical decisions' that some patients would benefit from not knowing their 

diagnosis and prognosis and would deliberately avoid telling them the truth unless 



the patient himself guessed at it. 

Frequently doctors claimed that they invariably left the initiative to the patient 

rather than take it themselves and this is not satisfactory. The patient only meets 

this situation once or twice in his life so it is not something in which he can improve 

with practice, whereas the doctor will face this situation probably several times a 

year at least and thus refine his technique in leading the patient to a realistic recog- 

ilitioil of the situation. It ought not to be left solely to the patient to take the lead. 

Furthermore in the absence of a patient lead the process of coinmunication ceases 

before it has begun in many cases. If the lead for such an essential coinmunication 

is left to the patient, it is questionable whether the doctor is entitled to conclude that 

if the patient did not ask then the patient did not want to know and thus should be 

left in ignorance. There is the added confusion because the vast majority of doc- 

tors indicated that 'theoretically' patients have an absolute right to know their 

diagnosis and prognosis but then hedged the issue by comments such as respondent 

222 (a Consultant): factors taken into consideration are, in the patient 

'(a) anxietylexpectation, (b) perceived ability to 
understand, (c) need for patient motivation' and 
among otherlrelatives '(a) surroundings, amount of 
information given initially, (c) need for reinforcing 
or building on information already given. ' 

Or again the responses of respondent 018 (a Registrar): 

'(a) relationship between patient and relatives, 
(b) physical and mental condition of the parties 
involved, (c) privacy of surroundings, (d) amount 
of time available to discuss problems, (e) how much 
patientlrelatives know, suspect, worry 
V) intelligence of parties. ' 

Or the responses of respondent 337 (a GP): 

'Usually I tell nearest relative as soon as diag- 
nosis is dejinite. Always tell the patient if he asks. 
Mostly tell patients with a good prognosis, see no 
point in telling patient death inevitable unless good 
reasons. ' 

These are examples (albeit minority of cases) of doctors circumscribing patients' 



absolute right to know by the doctors' perception of his own greater wisdom. 

We shall see in the following chapters that the analysis of the qualitative data leads 

us to similar disturbing conclusions. 

Summary of the quantitative responses to the first questionnaire (Ql). 

1. There is some confusion, especially among hospital-based junior doctors, 

as to who is in fact responsible for the communication of dire news of the diagnosis 

and prognosis to patients and their relatives. 

2. The practices affecting communication between doctors about cancer in 

particular are dependent largely on the number of cancer patients the doctors see 

(Work Load Function). Some Consultants and the members of their hospital-based 

teams see very high numbers of cancer patients compared with General Practition- 

ers. 

3. Most doctors express their belief that patients have an absolute right 

to know the details of their diagnosis and prognosis, and furthermore they claim 

that such patient-knowledge is helpful to the patients. 

4. Many doctors put forward exceptions to patients being told full details of 

their illness and these exceptions are often based on value judgements made by the 

doctors themselves concerning patient-factors which are educational, social or 

emotional, but frequently are not medically based. 

5. Many hospital-based doctors claim not to be aware of the existence of 

any formal policy concerning how tlie patient is to gain that helpful knowledge, nor 

regarding record-keeping of the reaction of patients when they do gain that knowl- 

edge. 

6. Some doctors say that there are situations in which they are likely to 

' tell' a relative and not the patient about the his condition. Similarly there are 



doctors who say there are situations in which they are likely to 'tell' the patient and 

not their closest relative. 

7. Consultants and the members of their hospital teams frequently do not 

follow the same protocols when dealing with communications with patients and 

relatives. 

6. Written communication between hospital doctors and GPs is satisfactory 

in the majority of cases although a small number of GPs show varying degrees of 

dissatisfaction over the process. 
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Chapter 5 

Discussion of the qualitative responses to the First 
Questionnaire Q1. 

Introduction 

In this chapter the qualitative responses received in the questionnaires Q1 will be 

discussed. The responses will first be dealt with on a question-by-question basis 

and comparing responses from the same group of respondents. 

page 2. Line A: '...what criteria do you use to distinguish between those you 
would 'tell' and those you would 'not tell'?' 

Responses of Consultants. 

The Consultants gave very unspecific replies. One wrote 

"It is not as clear as 'tell/not tell' division 
would imply. " (203) 

There is an acknowledgement of patients who block the communication process; of 

". . .patients who prefer not to know" (035) 

and of 

". .the patient consistently gives negative signals. " 
(039) 

Others state outright that 

"those who ask are told. Some of those who do not ask do 
not want to know - so I don't tell them. " (209) 

and 

"None; I ALMOST tell all and leave them to acknowledge 
that they wish to have the EXACT diagnosis spelt out 
to them. " (220 - emphasis in the original). 



These last two seem to be shifting the responsibility for the doctor-patient com- 

munication on to the patient completely and this puts the patient in a disadvanta- 

geous position as the patient (unlike the doctor) is not aware the substance of the 

communication until the doctor has decided to effect it with the patient. How can 

the patient choose whether to be 'told' or 'not told' when he is not aware of what it 

is he has to choose from? It is almost a Kafkaesque situation for him. This is 

highlighted by the Consultant who wrote 

"I give all patients the opportunity to clsk the question 
'Do I have cancer?' and give them an honest answer" (035) 

Open communication only occurs at the instigation of the patient who has to ask 

the question with specific reference to the word 'cancer' (which he may not fully 

comprehend except as a potential 'death-sentence') before the one holding the wider 

knowledge and its implications will openly communicate with the patient. 

Among the Consultants there is evidence of avoidance of openness on their part. 

One writes of giving 

"simple basic information - 'growth', 'no cure' - is 
supplied with 'leading answers' which hopefully 
allow the patient to ask as much as they want to 
know.. . .All questions are answered honestly. " (203) 

but that assumes that the patient has first grasped the situation enough to ask the 

appropriate question. 

Arnong the 8 Consultants who gave answers to this question the only consistency 

is that none will take the responsibility for initiating the doctor-patient communica- 

tion specifically about cancer when they (the Consultants) know that is the diagno- 

sis. 



Responses of other hospital doctors. 

Only two responses were given - from a Registrar who gives 

"no specific criteria.. "(007) 

and a Senior House Officer who specifically excludes 

"mentally disabled psychotics. " (020) 

from being told! 

Responses of General Practitioners. 

Responses on this question were given by thirty GPs and there is a good deal of 

consistency among them in the matter of deciding who should and who should not 

be 'told'. 

"I wouM like to tell every patient.. . " (302), 

"I tell 95 % of patients.. .I always tell if asked. " (304) 

"I tell all the patient wants to know at that time. 
I generally encourage patients to ask questions and 
to know the diagnosis. " (31 1) 

"I tell most patients. " (328) 

"My policy is almost l00 % telling but.. . " (346) 

"I make a point of asking the patient at an early 
stage whether or not they want full disclosure of 
the results of my investigations. Almost 100% 
request full disclosure. If they say 'keep it to 
yourself doctor' then I respect their wishes. " (349) 

"I always try to tell in the long term.. . " (505) 

"(I tell every patient) sooner or later. " (5 1 1) 

"I listen to the . . .messages given by the patient and 
very occasionally keep my mouth closed if I believe 



it is what the patient is requesting. " (5 14) 

This presents a very different picture from that presented by the Consultants. 

Whereas the Consultants were at best cautious and waiting for the patient to initiate 

the communication of the all important information these GPs took upon themselves 

the initiative in the communication process, while being very sensitive to the pa- 

tients willingness and ability to enter into the process by informed choice. 

On the other hand there is much evidence among the GPs of them being influenced 

by the relatives of patients which calls into question the whole business of confiden- 

tiality between doctor and patient. 

"I would like to 'tell' . . .but am occasionally pre- 
vented by the patient's family. " (302) 

"I tell those who ask to know.. .or whose relatives 
think @atients?) want to know. " (3 12) 

''For those I DO tell jirst (depends on) . . . views 
of relatives. " (327) 

"I try to assess.. .the feeling of his family. " (33 1) 

"(Depends on). . . relatives wishes. " (335) 

"wit11 socially isolated patients (those living alone) 
I try to contact the nearest relative before telling 
the patient. " (345) 

"This is a subjective decision usually taken (with) 
other family members but not totally influenced by 
them. " (346) 

This is a consistent theme running through the responses of GPs and undoubtedly 

arises from their closer knowledge of the patient and his circumstances, often in- 

cluding his relatives, over a period of time. It indicates too the confidence with 

which he feels able to take these initiatives unlike hospital based doctors who have 

only episodic and transient contact with the patient and probably none with his 

family. 



page 2. Line B: 'who (by status) is responsible for "telling" the patient the 
diagnosisJprognosis?' 

Responses from hospital- based doctors. 

There is complete unanimity among these respondents that a senior member 

(i.e. the Consultant himself or failing him his Senior Registrar or his Registrar) of 

the Consultant's firm is responsible for this communication. This would seem to 

indicate a general policy but this may well be an undeclared policy but never the 

less understood by the firms. It is striking that in this study the unanimity is coin- 

plete and is across the variety of specialities which could indicate that it is certainly 

the 'way things are done' in those hospitals. It is interesting to note too that a SHO 

comments 

"previously no policy in my previous jobs " (012) 

on this matter. 

It is encouraging to find in the hospitals involved in this survey that the question 

of personal responsibility is taken so seriously and uniformly by all doctors in their 

various levels of seniority and that the responsibility is vested in the most senior 

members of the staff. 

Responses from General Practitioners. 

Of the thirteen GPs who replied to this question seven (54%) stated that they 

themselves would be the most likely to take the responsibility, though the possibility 

of other members of the practice being directly involved is acknowledged. In five 

cases (38%) the possibility of the information being given by the hospital-based 

doctors is mentioned. One wrote 

"as a GP I often get the information second-hand" (509) 



which has an unhappy ring to it; indeed it may well be stating a very discreditable 

state of affairs if the patient's own GP has to obtain the all important information 

from a third party especially if he has the task of looking after the management of 

the patient. If this has happened in only one case that may well be one too many 

and it is here suggested that it is of utmost importance that the communication 

channels within the medical services be clearly defined and adhered to. There is 

anecdotal evidence known to this researcher through personal contacts that such 

sensitive information as a short prognosis (a matter of a few months at best) has 

occasionally been given by trainee nurses in the belief that they are enhancing the 

coinmunication process by revealing these details either to patients or to relatives 

without the authority or even knowledge of the senior medical staff. It must be 

clearly emphasised that this is only anecdotal evidence and may be just part of the 

folklore that grows up when people are dissatisfied at any time with the circum- 

stances in which they find themselves. However it must also be stressed that such 

circumstances should never be the case and there should be fail-safe procedures 

backed up by strict sanctions to prevent such occurrences from ever happening. 

page 3. Line A: '..details of how the disclosure has helped (or not helped) the 
patients. ' 

Responses from Consultants. 

This question provoked replies from 23 Consultants and their replies are wide 

ranging. The awareness of these respondents displays enormous compassion for the 

way in which the knowledge of a cancer diagnosis can drastically affect the patients' 

lives. The relief from uncertainty comes over clearly and this relief is seen as 

enhancing the patient's communication with family and with the medical staff. 

"llzink positively about the future -feel relieved 
afrer uncertainty " (023) 

". . tlzey know they are not being deceived" (004) 



"One is able to continue an 'honest' relationship" (035) 

'Ifree from an atmosphere of lying and deceit" (201) 

"You must have trust between patient and doctor. 
Patients usually know the diagnosis anyway" (202) 

"Relief at end of uncertainty " (203) 

"Reduces fear of the 'unknown'. Allows them to talk 
openly to spouse, fumily etc. " (204) 

"Removal of distrust. Easier communication afterwards 
with patients and relatives" (208) 

"Patient becomes integrated and part of the clinical 
management " (2 1 3) 

"Relief at correct diagnosis; able to communicate with 
spouse/children " (2 19) 

"Clarifi uncertuinty.. Easierfuture communication " (220) 

"Confidence in medicul attendants enhanced by honesty" (223) 

The fact that honesty in the doctor-patient relationship (as well as between the 

doctor and the patient's family) is so frequently mentioned is a clear indication that 

the Consultants believe that to be an important factor in the well-being of their 

patients. 

In addition Consultants noted the advantages of open commurucation in enabling 

the patient to put his affairs in order and to enable the patient to gain most as an 

active cooperator in his clinical management. 

"Awareness of disease allows patient to make rational 
decisions regarding his own management" (003) 

"Cooperation " (002) 

"Allows sensible planning of treatment and patient's 
future " (0 13) 

"Many patients are having supplementary treatment 
and have to understand why" (022) 

"Set their affairs in order" (034) 

"frequently helpful in planning time lefr and arrange- 



ments for spouse etc. " (039) 

"By making aware of his condition, future management 
of his disease and future personal plans are better 
implemented " (2 10) 

"Preparation for the future.. " (220) 

"Necessary to inform ifpatient has surgery/chemo- 
therapy " (227) 

So for the patient's general well-being and for the better management of his illiless 

there are very clear pointers to the advantages of "telling" the patient what is going 

One goes a stage further 

"It is, in most cases, unethical not to disclose 
diagnosis " (2 1 1). 

This is to say there is a requirement for open communication at the very least, a 

duty imposed upon the clinician which lies at the heart of his practice. 

There is similarly a wide range of reasons for not communicating openly as it is 

unhelpful, causing 

". .worry unnecessarily " (002) 

"..hastened death due to development of depression 
and withdrawal" (034) 

". . very occasional resentment and reluctance to 
cope with life left" (039) 

". . distress/anxiety fear?) " (203) 
Some Consultants mention the inability of patients to take the information and use 

it constructively but they are in the minority 

"..occasional patients unable to take the news" (208). 

The Consultants recognise the benefits of open communication and give plenty of 

ways in which it has helped their patients, and these views are repeated by members 



of their firms. 

Responses from other hospital doctors. 

Replies were received from 4 Senior Registrars, one each from Registrars, SHOs 

and HOs. These affirm the views of the Consultants the benefits quoted by Senior 

Registrars being 

"Partial relief from anxiety - 'fear worse than 
knowledge ' " (quotes 2 15) 

"Diagnosis often easier than fear of diagnosis.. and 
no lies perceived by patient if doctor truthful!" (2 16). 

A House Officer observes that 

"Patients are generally relieved to know what exactly 
is the cause of their illness" (2 18). 

The other benefits are of a practical nature 

"Organise their lives - plan for the future " (006) 

"Able to settle affairs " (2 16) 

"Some patients are helped to plan to enjoy the 
remainder of their lives etc" (224) 

Like the Consultants there are very few ways in which they claim revealing the 

information has not helped the patients. 

"Unnecessary rapid decline in health" 
(006 - Senior Registrar) 

and 

"When others (i.e. assumed to refer to relatives) 
cannot cope with the knowledge" 

(224 - Senior Registrar). 



Responses of General Practitioners. 

Again this question provoked a great many replies from GPs - 38 in all, and they 

cover a much wider field. In the first place there is the purely practical benefit for 

the patient and family in planning the immediate future and easing the whole proc- 

ess of essential communication concerning essential changes in the patient's life to 

cope with and facilitate management of the illness. There is implied too an im- 

provement in the patient's emotional condition, making the treatment more effective 

for having him as an active cooperator in it. 

"Able to discuss with family" (302) 

"It helps them make financial and other arrange- 
ments" (303) 

"- plan for future - " (307) 

"Improves communication with patients and relatives 
and leaves patient in charge of their own destiny 
and health " (308) 

"No secrets, sensible planning.. . " (3 10) 

"It helps them prepare for the future" (3 12) 

"Easier for everyone to be able to talk about it and 
help management" (323) 

"Close understanding especially with curers. Made 
to be honest with curers. Able to plan life. Under- 
stands reason for not improving" (327) 

"Enables them to understand why they feel ill or al 
least why they need treatment" (328) 

"Gets rid of some anxiety, makes things easier to 
understand " (330) 

"Clears the air, honest consultations, no subterfuge 
with the family versus patient" (33 l )  

"(a) Making plans (b) Renewing relationships (c) work- 
ing through acceptance of the diagnosis" (332) 

"Plans before death " (335) 

"Problem is open between us" (339) 

"Able to plan for the future " (34 1 ) 



"Face reality. Stop lies - doctor - relative. 
Face life issue" (343) 

"By warning them what lies ahead (treatment and prog- 
nosis) " (345) 

"Ensures honesty in relationships between patient, 
medical team, curers and relatives" (347) 

"Open discussion of symptoms, treatment and management. 
'No games ' " (349) 

"Shared problem -future plans " (35 1) 

"Able to discuss with us openly and relatives" (353) 

"Able to get 'afSairsl in order. Stop anxiety 
regarding diagnosis" (354) 

"Able to plan last few months" (355) 

"Allows mourning, allows practical steps - wills 
etc. Allows aflrming relationships. Alliance in ther- 
apy " (356) 

"Enabled them to make plans and to get realistic 
objectives re how they can be helped" (358) 

"Easier to talk, family involvement, planning, 
care " (505) 

"In end reduces anxiety, aids family communication, 
life review etc " (5 10) 

"Eliminates 'collusion' and aids an honest Doctor- 
patient relationship, facilitates Iforward plan- 
ning ' etc " (5 18) 

"Allows honesty on both sides and makes treatmenl 
much easier" (520) 

On the debit side there were few factors mentioned. 

"Some descend into fear and depression " (346) 

"some patients are even more terrified when told 
the diagnosis " (32 1) 

"depression, lack of hope for the future " (307) 

"no hope left " (3 13) 

"Those who are anxious and fearjhl" (314) 

"(not helped) by fear of cancer" (3 18) 



"some immediately lose hope and the will to live" (319) 

"leads to despair, depression. Sometimes disclosure 
is forced on patient e.g. (by) having DXT (i.e. deep 
X-ray treatment) " (325) 

"(a) fear and refusal to accept news (b) anger towards 
doctor and relatives (c) depression" (332) 

"become more anxious and often terr@ed of death" (354) 

"not able to cope with diagnosis" (355) 

'Ifear, despair?? " (508) 

"very occasionally it has caused a loss of confidence 
and communication " (5 12) 

And for the benefit of those who may think that the patient should always be told 

in spite of everything there are two warnings given by GPs. Disclosure may cause 

"avoidable depression and anxiety in those in whom 
denial was an important mechanism for copingn (507) 

and the patient has not been helped where there has been an insistence on 

"informing against patient's express wish 'not' to 
know " (505) 

And to those who would suggest that it is not possible to tell patients in most 

circumstances the observation of one GP counteracts with 

"I don't believe any patient is so stupid as to miss 
the air of conspiracy" (522) 

page 3. L i e  A: IAt what stage of contact with the patient would you gener- 
ally disclose the diagnosis and its order of seriousness?' 

There is almost complete agreement among all doctors that the time to tell the bad 

news is as soon as possible after confirmation of the diagnosis. Some (a small 

minority) say they try to prepare patients for the worst possible outcome (i.e. a 

diagnosis of cancer whether treatable or not) when investigations start, when that 

possibility is in the doctor's own mind. 

"(I) discuss POSSIBLE diagnosis of cancer when 
initiating investigation or referrul" (523 - GP) 



By far the most frequent times are on confirmation of their diagnosis through 

histology, or as soon as possible thereafter. It is clear too that some (again a minor- 

ity) have no set policy and avoided answering the question specifically. For exam- 

ple 

"lbo many variables to comment. VERY rarely at 
first " (20 1 - Consultant) 

"Depends on many factors " (34 1 - GP) 

"Depends on each individual case " (35 1 - GP) 

"No jixed rule. I will discuss it when the time is 
right" (512 - GP) 

"It depends on patient and circumstance. " (3 14 - GP) 

"No particular time. Patient has to be ready. " (325 - GP) 

"Just when appropriate for individual person and 
situation " (5 14 - GP) 

One at least clearly leaves the patient to take the initiative even in regard to timing 

of disclosure. 

"No particular point - when the patient indicated a 
wish to know" (507 - GP) 

It is evident that the vast majority of doctors do not delay telling the patient the 

bad news however difficult it may be for them to do this and this is associated with 

responses to later questions on how doctors respond to a 'bad' reaction in patients 

on receiving the information. 

A House Officer gave an admirably succinct response 

"As a GEhERAL rule, what you know for certain, you 
should tell the patient as soon as it's appro- 
priate " (2 18) 

The question of timing communication was pursued further in the next question 



page 3. Line A: 'If the decision when to disclose depends on factors other than 
the stage of treatment, what factors are taken into account?' 

What was in mind in posing this questioil was the probability that doctors would 

indicate in their answers to the previous question that timing of disclosure mainly 

depended on the doctor's certainty of his diagnosis, and that proved to be the case 

in most instances. However that was assumed not to be the only criterion involved 

and this question aimed to elicit the other considerations which doctors took into 

account. In spite of this one respondent was not helpfully responsive and replied 

"?UWAT IS MEANT? " (023 - Consultant) 

but in contrast there were 15 other replies from Consultants, 5 from other hospital 

doctors and 39 replies from GPs and these showed a very wide range of factors 

involved in the doctor's apparently simple (when compared with all the other deci- 

sions he has to take in cases such as these) decision as when to tell the patient. 

Further a substantial number took into account completely non-medical factors. 

Responses from Consultants. 

". .ABOVE ALL knowledge of patient" (20 1) 

"Availability of relatives to give support e.g if 
they are away for a while disclosure may be def- 
erred" (203) 

"Usually tlze presence of a spouse or close friend is 
desirable" (208) 

"Patient 'S . . family background" (2 10) 

"Patient's personality and social support available 
to them (family etc) " (2 1 1) 

"Personal situation of patient e.g. spouse wanting 
to be present, home situation, next of kin etc. " (223) 



Responses from General Practitioners. 

"Often I speak to the family first.. . "(302) 

"Family advice and if the prognosis is long, it may 
be reasonable to withhold diagnosis for some time" (304) 

"Pressure from relatives. Poor communications by 
hospital stafS.. . . " (308) 

"Patients resilience. Support of relatives. " (3 12) 

"Family - state of health - likely personal reaction" (3 13) 

". . .Family problems.. " (325) 

"..views of relatives " (341) 

"Wlzen I know that adequate family or social supporl 
is available" (345) 

"Family circumstances.. .wishes of family" (354) 

"Relative ('S?) views.. . " (357) 

"Patient wishes.. . Whether I have the time on a 
particular visit" (5 10) 

"Wrong information from other sources i.e. 'helpful 
neighbours'" (5 15) 

"Patient wishes (explicit) or attitude (implicit) " (523) 

The characteristic of these is the dependence on non-medical factors and especially 

on the views, wishes and availability of relatives or friends. They smack of collu- 

sion between the doctor and the patient's relativeslfriends in isolating from the 

patient himself that which is his right to know - his diagnosis and prognosis. It can 

of course be justified as being always in the interests of the patient but perhaps that 

justification is insufficient to account for this apparent isolation of the patient from 

the truth about his condition. There is no doubt that the doctors concerned (and 

relatively they are more likely to be GPs than hospital doctors) do regard these 

factors all part of the clinical decision-making process which they offer rather than 

one based purely on medical facts and that they regard it as part of the enhanced 

personal contact they have with their patients. 



The next question deals with patients' reaction to being "told". 

page 3. Line B: 'How is a "bad" reaction to this knowledge handled? 
By whom, how, when etc?' and 

page 6. Line A: 'How is a bad reaction handled?' 

This question (occurring in both lines of Q1) was intended to probe deeper into the 

availability of resources of a psychological sort which inay not be readily available 

in a l~ospital setting nor in general practice. One can imagine that the information 

may have to be given to the patient, if the answers to the two previous questions are 

to be fulfilled, in far from perfect circumstances - in an out-patient clinic with 

others waiting for the attention of the doctor, or in a surgery consultation in general 

practice also with other patients waiting to be attended to. In neither of these cases 

is there much realistic opportunity for the doctor to step outside his main medical 

role at that moment without disrupting the 'system' in which he is working. Not 

surprisingly there were a few odd replies, for example 

"me - sensitively!" (002 - Consultant) 

"A 'bad' reaction is usually due to a 'bad' doctor. 
kry rarely I have to do a great deal of 'unscram- 
bling ' " (2 10 - Consultant) 

and by contrast to this last 

"I usually am involved in 'picking up the pieces' 
after an insensitive consultation in hospital" (502 - GP) 

From the variety of replies it is clear that a "bad" reaction is not considered by 

doctors to be an important possibility with which they have to deal with frequently. 

Many responses are vague and lack clarity, giving the impression that such a "bad" 

reaction can be dealt with on another occasion, at the next appointment, or by 

solneone else (who may not be readily available at the time of the reaction either). 

These are illustrated by the following replies. 

Responses of Consultants. 

"(a) The Ram is infonned so that all know (b) A 
particular key worker is nominated (c) others MAY 



become involved but need to know whut is going on 
(d) Patients need to talk it out over time. " (033) 

Consider how long the process of setting up (a), (b) and (c) alone would take - the 

"bad" reaction is immediate and imagination would seem to indicate that response to 

it should also be immediate. In this next set of replies the issue of immediacy also 

seems to be dodged. 

"Discussed at case conference, with family and with 
GP Patient's reaction usually recorded and in 
letter to GP " (039) 

" I f  reaction if 'bad' or more commonly 'denial' this 
is communicated verbally to members of the team 
involved to all further discussionlcounselling " (206) 

"By the medical team or nursing stag" (207) 

"Myself or Senior Registrar or Ubrd Sister " (2 12) 

"Usually personally by further discussion (S) at a 
later date. " (2 13) 

"By counselling by the most appropriate member of 
stagw (214) 

"usually by the nursing stag, occasionally by 
houseman (HO) or Registrar" (205) 

"depends when it happens. Usually by nursing stag 
- they are better than doctors at being cried on" 

(203) 

Possibly what these respondents had in mind was the long term handling of 

patients' reactions. However patients have an immediate reaction which is not met 

by such long term methods and this is avoided in the responses from these Consult- 

ants. 

Responses from other hospital doctors. 

The responses quoted here illustrate a similar lack of appreciation of the 

immediacy of the needs of a patient suffering from a "bad" reaction. 



"During initial new and subsequent contacts" 
(2 15 - Senior Registrar) 

"As information is given -- (unreadable) in patient 
by junior medical staff, nursing staff and if 
appropriate hospital chaplain, social worker" 

(224 - Senior Registrar) 

"By speaking to the patient on a number of occasions, 
giving them time to ask questions and mention fear 
or worries, and involving other members of the family 
and nurses on ward" (225 - Senior Registrar) 

"By ward doctors, nursing staff, spiritual support 
(i.e. Chaplain) " (009 - Registrar) 

"Nursing, Medical stag and relatives involved where 
possible" (010 - Registrar) 

"(a) Attempt to have close family members involved 
(6) having several discussions with family and 
patient - to describe implications, treatment, 
prognosis etc of the disease (c) afCer the 
initial discussion with a Consultant - the 
patient is usually followed up by the junior 
members of the medical team (d) good nursing 
stag involvement and support" 

(0 17 - Registrar) 

"Consultant usually will see the patient" 
(030 - Registrar) 

"By further discussion involving all members of the 
team - nurses, doctors etc. with the individual. 
If appropriate referral to support group or hospice. 
*GP is included*" (sic) (019 - SHO) 

"SOMEl7MES handed by doctors, nurses, relatives and 
Macmillan if appropriaten(036 - SHO) 

"Information rediscussed by more junior firm members 
plus nursing stag. Usually just after, or in the 
day following being told the diagnosis" 

(024 - SHO) 

"at random handled by ConsultantlRegistrar or H 0  or 
Ubrd Sister (l) 'does the patient want to know?' 
is an important thing to determine early on" 

(038 - HO) 

These quotations are those which indicate a less than full understanding of the 

likely emotional circumstances of a patient having just been told that he has cancer - 



and possibly more, that it is potentially terminal. They are not illustrative of the 

remaining responses which do indicate some appreciation of the situation but are 

given here to indicate the fact that it appears that for many doctors in hospitals the 

potentially "bad" reaction is not being catered for as an immediate emotional crisis. 

Responses from General Practitioners. 

In contrast to the hospital-based doctors GPs generally seem to be much more 

aware of the urgency and the seriousness of a "bad" reaction in the patient and their 

replies give the impression of immediacy of response and the personal attention of 

themselves. 

"ilk oger a personal list system so these problems 
don't usually arise" (301) 

"Counselled by myself as appropriate " (306) 

"By prolonged discussions and seen again as needed 
by myself" (309) 

"Frequent 'counselling' of patient and family - 
visits to home, etc. " (3 15) 

"By discussion ---(unreadable) at the time by the 
cancer team " (3 1 6) 

"By me and I discuss the implications of the diag- 
nosis further with the patient giving them every 
opportunity to express their feelings, wishes and 
fears " (324) 

"Bad reaction would be handled by me (as GP) or 
possible (afer discussion) by visiting stag e.g. 
district nurse " (327) 

"By me, the GP By talking to the patient by invol- 
ving other family members ifpossible. It is handled 
as quickly as is possible and may need regular follow 
ups " (329) 

"GP in surgery or home with support and counselling" 
(331) 

"By the informant. Discussion. Counselling. Immediately. " 



"By own GP initially. Nursing stafl may be involved. 
Explore reason for reaction" (338) 

"Discussing openly the.fears, anger etc. with me - 
as GP at earliest possible opportunity" (344) 

"briable depending on the patient. Usually the GP 
will give time to the patient often on a number of 
sessions. District Nurses play valuable part in 
support. Also referral back to hospital support 
e.g. mastectomy sister" (348) 

"By GP with support from local hospice usually " (503) 

"As a GP I deal with it as it arises but always dis- 
cuss it with other curers e.g. family, district 
nurses etc. W formulate a plan of action usually 
quite informally over morning coflee" (506) 

"Giving the patient time to express his fears. I 
will often visit them in their homes" (5 17) 

"Hopefully by myself, by listening and explanation, 
trying to answer questions spoken and unspoken" (521) 

On the other hand a tiny minority of GPs give replies that indicate a lack of 

urgency, typified by 

"Patient may be referred for psychology, counselling 
or to vicar" (355) 

and 

"Notice is taken for future doctor and nurse con- 
tact" (353) 

"nzere isn't a 'general policy' about it. Most 
likely the GP might become aware that there had 
been a 'bad' reaction" (340) 

One GP commented with some irony that 

"I am usually involved in 'picking up the pieces' 
after an insensitive consultation at hospital" (502) 

an indication that insensitivity to patients feelings does occur in doctor-patient 

co~lsultations in spite of the doctor's best endeavours to avoid it. 



One GP seems to recommend a degree of 'over-kill' in the response 

"by me, nurse, health visitor, relatives, McMillun, 
partner, receptionist. i.e. everyone at hand!" (308) 

The next series of questions was designed to examine the way in which doctors 

interpret 'confidentiality' in respect of telling patients their diagnosis. It was antici- 

pated that they would show up some exclusions to the widely held view that doctors 

tell their patients, and only their patients, the diagnosis and leave it to the patients 

themselves to decide whether other people be let into their secret. The responses 

show that this anticipation is generally though not always fulfilled. 

page 4. Line A: 'Circumstances in which you would (i) tell patients but NOT 
close relatives' 

Responses from Consultants 

The normal and frequently occurring response here is typified by 

"ifpatient requests " (004) 

"ifpatient does not give consent" (003). 

There is a slight difference between these, the first indicating that the patient has 

initiated the denial of information to his relatives, the second indicating that the 

Consultant took the initiative in asking for consent to share the information with the 

patient's relatives. The result is the same - the relatives are not told and the pa- 

tient's wishes are supported. 

One Consultant put a rather heavier onus on the patient by replying 

" i f  they asked me not to tell relatives " (209) 

while another questions the appropriateness of the patient's wishes by commenting 

"at request of the patient i f  'appropriate'" (2 13) 



thus indicating the Consultant's possible veto of the patient's wishes if he, the 

Consultant, thinks those wishes are 'inappropriate'. One wonders how such a veto 

call be justified ethically. 

Responses of other hospital doctors 

Very few replies to this question were received from this group of respondents 

but one, from a House Officer, is worth quoting to indicate the respondent's sensi- 

tivity to the situation in spite of his relative lack of seniority. 

" i f  the patient doesn't want relatives to know, then 
the way forward is to try and get the patient to 
open up to his/her relatives and be honest with all 
the facts" (2 18) 

Responses from General Practitioners. 

Again the most frequent response from GPs is that the doctor's actions are deter- 

mined by the wishes of the patient, though mainly the emphasis is on the patient 

having to make his wishes plain to the doctor concerning non-communicating the 

information to relatives for the doctor not to do so. 

"when expressly asked by patient" (3 10) 

" i f  patient specijically requests this.. "(327) 

"ifpatient asks me not to! (341) 

"patient prefers not" (356) 

"the patient decides who is told about his illness - 
and whenn (347) 

"the patient was adamant about this (this has actually 



never happened to me) " (345) 

"rarely but sometimes in respect for the patient's 
wishes " (5 12) 

Other GPs obviollsly put pressure on their patients to give them (the GPs) 

permission to inform relatives or for patients to tell relatives themselves. 

"only ifpatient requested it but I would press him 
to inform them " (50 1) 

"patient refuses to let me tell relatives" (358) 

"only if patient specijically refused consent" (507) 

"if so asked by the patient but I would try to change 
their decision " (520) 

"only against my advice if the patient insisted" (5 14) 

"if patient demanded it, and I was unable to persuade 
him/her " (332) 

"when the patient asked me not to disclose it. I 
would try to dissuade himlher" (522) 

page 4. Line A: 'Circumstances in which you would (ii) tell close relatives but 
NOT necessarily the patient' 

Responses of Consultants 

This, it was anticipated, would be a rare situation but the question was asked to 

see if there were any occasions when this may be though by the doctor to be the 

desirable option. A response to this indicating that it did sometimes occur implies 

that the relatives are on occasions told first, that is before the patient, and it raises 

the question of what constitutes ethical behaviour on the part of doctors in this 

context. Such responses are quoted here. 

"only if the relatives insist and I now usually 
refuse to accept their advice" (201) 

"if relatives insist" (208) 

"at relatives discretion " (2 19) 



Responses from other hospital doctors. 

Again, as with the previous question, there were very few responses from this 

group of doctors. One which put his view most succinctly just writes that he (or 

she) would only tell relatives and NOT the patient 

"ifpatient comatose!" (216 - Senior Registrar) 

Responses from General Practitioners. 

The GPs have the undoubted benefit of more extensive knowledge of the family 

circumstances of patients and are often the family's GP and the question of confi- 

dentiality may not be so acute for them. A GP will frequently know whether or not 

there has been any conversation between a patient and the family concerning the 

illness, through more frequent and more extensive contact with them all. When 

coinparing the circumstances of practice-based and hospital-based doctors it is not 

surprising practice-based doctors are more likely to come across cases where the 

topic of a patient's illness will be discussed with a relative when the relative is 

consulting the GP. It was anticipated that in the case of GPs there would be fre- 

quent reference to relatives and not the patient being told and in fact that was the 

case. Such cases are exemplified by the following responses; 

"almost always at insistence of relatives" (302) 

" i f  a spouse DEMANDED such although (I) would strong- 
ly advise against" (307 - emphasis in the original) 

" i f  the relative wanted to tell the patient them- 
selves " (345) 

"sometimes patient's relatives request this, but 
usually this only delays telling the patient rather 
than prohibits" (50 1) 

n o  replies point up the dilemma for the GP faced with a patient and with relatives 

of the patient and being the GP of both. One writes that he would tell relatives and 



not patient 

"when I felt I needed their (relatives) help to tell 
and support the patient" (5 1 1) 

The other put it quite sharply into focus when writing that 

"if the patient did not wish to know one cannot expect 
his 'informed consent' to disclosure but would still 
Izave to answer a spouse's questions honestly" (507) 

The other GP responses deal with cases similar to those of the previous groups of 

doctors, cases of incapacity of the patient through very poor physical condition, 

through mental deterioration, through being aged or very young and relatives being 

responsible for them in the home situation. In these circumstances common sense 

would seem to dictate that the ethical demand for absolute confidentiality with the 

patient is over-ridden by the need to do the best possible for the patient. 

page 4. Line A: 'Circumstances in which you would (iii) make a point of telling 
them together' 

The 'ideal' or 'norm' indicated by all respondents is that where possible and 

'appropriate' the immediate relative is included as a fully participating member of 

the communication process, either as support for the patient, to enable there to be a 

back-up for the patient to compare his understanding of the content of the communi- 

cation by the doctor with that of the relative for clarification and openness. No 

doctor replied other than in some measure of support for this to be the case. 

There followed a question about the status of the decision-maker concerning the 

circumstances in which patients andlor their relatives are told about the patient's 

diagnosis. This was to elucidate whether those who had the power to determine the 

'ideal' circumstances through their seniority or their influence on the disposition of 

resources (i.e. assumed to be Consultants as heads of the firms in hospitals, and the 

GPs themselves in the case of General Practice) were the ones who exercised that 



power and in fact made the decisions. 

page 4. Line B: 'who (by status) decides the circumstances in which (i) the 
patient and (ii) the relative(s) may be told?' 

It is clear that doctors believe that doctors should be the ones to decide, certainly 

in the case of determining the circumstances in which patients are told and almost 

always in the case of determining the circumstances in which the patient's relatives 

inay be told. In a few cases only the Ward Staff (usually the Ward Sister) decides 

the telling of the relatives with even fewer saying that they think the patient himself 

should make that decision. It seems that in a large minority of cases there simply is 

no consistent policy on this matter and it is really an ad 1zoc decision co~lcerning 

which there is little if any forethought. There is some evidence that it is a matter 

which is left more or less to chance and that any of the responding doctors could be 

assuming responsibility for this decision-making. Several in each category of 

doctor, from Consultant down to House Officer in hospital staff or GP replied that 

it was they themselves who decided the circumstances in which communication 

could be effected. 

There is obviously a large gap when either the patient's receipt of the information 

is at the discretioil of a number of different medical staff and because there is not an 

obvious pattern or plan of concerted action there is the danger that no-one in fact 

undertakes the communication. 

The haphazard nature of this key element of the effective communication process 

is the weakest link in the chain, the chain which doctors are more or less agreed is 

important. 

The next question sought to identify the main factors which the respondent (as the 



'one to tell') took into consideration when planning the meeting with the patient 

andlor the relatives. It is asked as if the respondent would be the person nominated 

in the previous question in order to bring in as much personal (as opposed to policy) 

response from the respondent. 

page 4. Line B: 'if you are ..designated to tell.. what factors do you take into 
account in deciding when, where, how, and what to tell?' 

Ainong hospital doctors a factor most frequently mentioned is privacy which is, 

one suspects, a fairly difficult conditioil to find in the normal ward or out-patient 

department as exemplified by the responses of doctors who write 

"when - make sure I've got time and won't be interrup- 
ted; where - in bed with curtains draws; how - sit 
at bedside and gradually build up to diagnosis of 
cancer in conversation" (225 - Senior Registrar) 

"(a) my available time (b) privacy if possible 
(c) not at night unless asked (d) senior nursing 
sta8 if possible to accompany (e) variable truth 
of diagnosis depending on circumtances" (012 - SHO) 

"where - in privacy but in familiar circumtances 
if possible with relatives available. How - person- 
al method. What - what I feel they want to know" 

(032 - SHO) 

"when - as soon after diagnosis as practicable when 
there is suncient time for discussionlcounselling; 
where - in private (e.g. ward ofice) if possible - 
although often at bedside; how - gently in vague 
terms initially, allowing time to adjust then more 
specific; what - should include 'management' plan 
i.e. type of treatment and some indication of possi- 
ble cure" (206 - SHO) 

". . (c) when ward is quiet and calm " (037 - HO) 

The other factors taken into consideration are concerned with the patient, his age, 

his state of physical, mental, psychological, or emotional status, his perceived 

readiness to accept the information about to be imparted, his 'personality' (men- 

tioned several times), his prognosis, the presence of ward staff and relatives at the 

time, and even his I.Q. (it is assumed that means 'estimated I.Q. ' rather than 



'measured I.Q.'). 

A similar list of factors is given by GPs as ones they take into account as the very 

nature of the GP setting for consultations (in a surgery or at the patient's home) 

call be taken for granted. 

However two rely on experience to guide them and their complete respoilses are 

"my 35 years experience " (306) 

and 

"a whole host of diferent factors. I suppose now 
I am guided by years of experience" (342) 

Both a line and b line respondents were asked about how they dealt with potential 

misunderstandings on the part of their patients as it is frequently noted in the 

literature that patients are very selective in what they remember (by sub-conscious 

choice or by any other mechanism) or think they have been told in medical inter- 

views. The questions were essentially seeking similar information though their 

wording differed slightly and they are listed together here for clarity. 

page 4. Line B: 'How do you ensure .. (it) is firmly understood? 
and 
page 5. Lime A: 'In cases where you decide to 'tell' how do you ensure ..(it) is 
fully understood?' 

There is a strong measure of consistency between hospital-based doctors and GPs 

in their responses to these questions. 

Repetition is the commonest method cited, repetition either by the respondent, or 

an other member of the hospital staff, or by encouraging the patient to repeat what 

he has understood from the telling in the first place; sometimes a mixture of all 

three. 



Respondeilts frequently stress the use of 'simple' or 'lay' language and terms and 

allowing the time for questioils from the patient, and being ready to meet relatives 

and answer their questions. The safeguard of having a nurse present to 'witness' 

what has been told is used occasionally, as is the use of making notes of the conver- 

sation as a means of being a 'silent witness' to the communication. There seems to 

be some concern from the use these caveats that the communicator wants to ensure 

that there callnot be an accusation at a later date that the patient was not fully 

informed. 

There are some doctors who acknowledge that they do not or cannot ensure that 

they have beell understood and reply to this effect. 

One Consultant replied 

"You can't. They often don't take it in and this 
on occasions may be a defence mechanism which should 
not be broken. Other times they just need it repeat- 
ing (on) several digerent visits" (202) 

This next question is very similar to a question asked towards the beginning of Q1 

but the wording encourages respondents to think more in terms of what they consid- 

er to be the 'best practice' in the communication after concentrating on their actual 

practice and it reveals differences of emphasis between what really happens and 

what should happen. 

page 5. Line A: 'How should discrimination between those 'told' and those 
'not told1 be effected?' 

The answers in the main suggest that the discrimination should be effected by 

subjective assessment of the patient's emotional capacity to receive constructively 

the information concerning the diagnosis and the prognosis. This is characterised 

by 



". .- but not much point in putting a blot on the 
immediate horizon if they are not interested in 
knowing " (002 - Consultant) 

"on mental attitude . . . " (004 - Consultant) 

". . .I am very reliant on the relatives in providing 
the discrimination . . . " (203 - Consultant) 

"it is a personal assessment by me of the patient's 
character, reliubility etc. " (227 - Consultant) 

"by my judgment of the situation" (312 - GP) 

"on the basis of the patient's perceived wish and 
readiness to know" (358 - GP) 

The question of tactics commonly adopted by doctors in communication was asked 

specifically in both line a and line b. 

page 7. Line A: and page 5. b line: 'What tactics do you most commonly 
use?...' 

'Giving time', 'being honest' and 'answering questions' are the most frequently 

mentioned tactics quoted by all the doctors. 

It is necessary to note that these are tactics suggested in the questionnaire which 

seem to have prompted frequent use in replies. The responses reflect an idealism 

and several respondents took the opportunity to state their ideals. 

Responses from Consultants. 

"be honest, allow time for consultation and questions, 
continuity of care " (003) 

"leave room for hope " (004) 

"I try, as far as my other work allows, to give time 
rather than pick the occasion. Being factual is no 
help to the patient" (0 13) 

"full counselling of relative or friend as to impli- 
cations" (028) 



"straight presentation of the facts, give opportunity 
for relatives to express emotion" (034) 

"few words, no euphemisms, give time then to oner 
further time (but not too blunt!) " (203) 

Responses from General Practitioners. 

The most frequent tactic mentioned by GPs was brevity, another 

tactic listed in the questionnaire and taken up by respondents. 

"factual and brief and then longer discussion if 
required" (303) 

"always give time to discuss and let patient talk 
and ask questions" (307) 

"honest, brief, factual, KIND, empathic, giving time 
and above all NOT DESTROHNG HOPE (well, that's the 
aim!) " (emphasis in the original) (308) 

"it is rarely possible to be brief, although it is 
important to come to the point without pussyfoot- 
ing " (32 1 )  

"try to be kind, firm, informative, optimistic. 
Give some avenue for action possible. Give access 
to further communication" (346) 

"give time and be honest and listen" (5 14) 

"blunt approach. No euphemisms. Subsequent commit- 
ment to spend plenty of time picking up the pieces" 

(522) 

"I try to be 'gentle' with the information but also 
honest. Never would I do it in a hurry and then 
leave the patient" (324) 

"a combination of facts, tact, opportunity and what 
seems opportune for the particular individual and 
circumstances. A Christian belief ofen helps!" (342) 

"give infinite time, sat in the patient's home to 
unravel the story slowly" (344) 

Summary of the qualitative responses to the the first questionnaire (Ql). 

1. Most doctors, whether hospital-based or in general practice, work 

not to a given model but they develop their own communication process as they 



practice and in the light of their commitments at any given time. 

2. A larger proportion of hospital-based doctors are likely to favour 

delegation of responsibility for patient communication to more junior doctors or to 

nursing staff than are GPs. 

3. The hospital-based doctors indicated their preference for making 

decisions concerning the coinmunication process with the patients more on the basis 

of the objectively observed symptoms of the patients. However they also used as a 

basis for deciding whether or not to 'tell' a patient their own assessment of a 

(a) patients' ability to accept the information constructively and (b) patients' state of 

physical, mental and emotional health, this in spite of lack of extensive opportunity 

to fully assess these characteristics. 

4. They are likely to take their lead in the communication process 

from the patient, picking up the perceived cues from a patient's and relatives' ques- 

tions or manner rather than have a predetermined policy of 'telling'. 

5. They appear to avoid the initiation of the diagnosis and prognosis 

disclosure relying more on the initiatives of patients. 

6. The tactics they adopt are based upon the conditions which prevail 

at the time and less on the known needs of the patients themselves. 

7. Consultants and their teams tend to prefer brevity, the use of 

euphemisms, the avoidance of "bad reactions" to the information. However should 

there be a "bad reaction" the Consultants feel capable of handling it themselves if 

they have the time at the crucial moment, and they have 'juniors' in the firm or 

nurses on the ward to whom they can delegate this function if they do not have the 

time. 

8. General Practitioners too share many similarities in the way they 

deal with this particular topic of communication. On the other hand they give the 

impression in their replies of being more sure in their wider knowledge of the pa- 

tient and often in their knowledge of the patient's family. This enables them to 



tailor the communication process more specifically to their knowledge of the patient 

and family with regard to time spent, number of occasions over which they can deal 

with it, choosing the most opportune moment and the style and tactics they use in 

their dealings with patients. 

9. Some GPs feel that they have to deal with the effects of poor 

communication skills in the hospital and a tiny minority express some misgivings 

about they way they, the GPs themselves, are dealt with by the hospital-based 

doctors. 

10. They are able to deal with patients much more as individuals and 

to empathise with their patients' difficulties in such cases because of the personal 

nature of their service to patients and their families. 

11. GPs indicate a more patient-centred style of communication than 

do hospital-based doctors. 

12. GPs, however, have their individual styles of cominunication and 

these show as wide a variability across the group as do hospital-based doctors. 



Chapter 6 

Discussion of the Qualitative 
Responses to the Second 
Questionnaire (42) 



Chapter 6 

Discussion of the Qualitative Responses 
to the Second Questionnaire (Q2) 

Introduction 

The discussion of the responses to this questionnaire is to be handled differently 

from those to Q1 in view of the more extensive nature of the responses themselves. 

As the questions of Q2 were posed with a polarity of views listed in order to en- 

courage responses leaning towards one view rather than be neutral this polarity will 

be used as the basis for the discussion quoting responses in one or other of the 

directions, or towards a neutral position if this is implied in a response. 

There were 6 Consultants, 3 Senior Registrars, 1 House Officer (a total of 10 

hospital-based doctors) and 10 General Practitioners who made up those who 

responded to this questionnaire. 

Question 1 dealt with the polarity of viewpoints of doctors being either 

symptom/treatmentldisease focussed on the one hand and personlknowledge of 

patient/ familylsocial circumstances focussed on the other hand. Respondents 

were asked to give their personal views in this context of polarity. 

Those who leaned towards the "symptom etc focus" include the following, the 

only l~ospital-based doctor to do so: 

"It is difJicult to disentangle this one - I would 
like to think that I considered every aspect of the problem 
- but quite probably I think more about hammering the 
disease than about the other aspects. " 

(209/005/78 - Consultant) 



Siinilarly the only GP who adopted the "symptom focus" wrote: 

"I focus on the symptoms and discuss the possible 
treatments. I ensure the patient knows about the side 
effects of the treatment. I try to find out how much the 
patient knows about the illness. I support the caring 
w i l y  8 there is one). " 

(5 1710371 106 - GP) 

The majority of doctors adopted either a combined focus or a sequential focus or 

a focus dependent on one or more factors rather than consistently taking a single 

focal position in their dealings with patients. 

The following responses are from those who took a combined focus 

position: 
"Both approaches must be considered but my way is to 

to (sic) talk about treatment in the light of my knowledge 
about the patient/family/social circumstances etc. " 

(2 141014183 - Consultant) 

"Neither one nor the other. Relief of symptoms (+ 
cure?) are important aims but the personal + social 
focus is important in achieving these aims especially 
where cure is not possible. " 

(2 l61016185 - Senior Registrar) 

"Obviously both are important rf they can be separated as 
different aspects at all. The main focus must be in 
permitting easy and comfortable communication which 
will transcend fear, class drfferences, language djf- 
ferences. This must be worked at. Once done, the doctor 
can then respond to the patient-perceived problems 
whether physical or psychological. " 
(2181017186 - House Officer - emphasis in the original) 

"I can't directly answer this question because of differing 
illnesses and wide variety of treatments applied to dijferent 
age groups in my speciality (haematology). In principal I 
try to talk to each patient as a unique individual and take 
almost all the above factors - consciously or unconsciously 
- into our consideration. " 

(22210391 140 - Consultant) 

"I think all the above are of equal importance. " 
(22310401 141 - Consultant - 
emphasis in the original) 



"Obviously both foci need to be considered. Patients may 
either handle their symptoms/disease with different 
degrees of ease. Those who find it difficult to adjust to the 
effects their disease has on them will need more attention 
to their person and supporters. Doctors also handle their 
patients and their patients' symptoms with different 
abilities and confidence in themselves will affect their 
handling of both foci. " 

(5011021190 - GP) 

"My priority initially is to provide reassurance to the 
patient and secondarily to the family, that a diagnosis of 
'cancer' is not a sentence of suffering and hopelessness. 
My main jocus is to provide symptom relief in the widest 
sense - not only relief of physical symptoms: pain, nausea, 
breathlessness, etc., but also emotional and psychological 
support within the context of the whole family. " 

(5021022191 - GP) 

"Gen'eral Practitioners are better placed to have a 
knowledge of the patient's family circumstances and to 
adopt a more 'holistic' approach to management. " 

(5 1810381 107 - GP) 

"In my view by making any consultation both 'patient- 
centred' (the patient's - and families if appropriate - 
agenda addressed and 'prompted' if need be) and 'doctor- 
centred (addressing the doctor's agenda) the issues can be 
addressed, sidelined, ignored, or faced 'head on' as 
tactfully as possible. llzis may take several 'meetings', 
over time. One check is for the doctor to ask the patient 
at some stage to summarise their own position of 'where 
they go from here1. " 

(5 1910421 142 - GP) 

"Proper symptom relief is an important role for plzysicians 
at least in part because narcotics are only available on 
prescription. Drugs are not the only service available 
througlz doctors - the General Practitioner is the channel 
of referral to surgeons, physicians, radiotherapists, 
continuing care specialists, pharmacists, occupational 
therapists, physiotherapists and social security benefits 
(not forgetting home nurses). Family doctors should 
also be in a position through personal relations with 
patients and curers to give emotional support to families 
as individuals. Sharing and anticipating problems as 
well as planning solutions and co-ordinating the skills of 
others is a proper function of GPs - which may get 
squeezed out by the 'Wllperson ' or 'Health Promotion' 
clinics in future. " 

(5071027196 - GP) 
There is a leaning towards an holistic approach throughout these responses rather 

than an attempt to partition a patient's illnessltreatment/symptoms from his emo- 

tional well-being with no significant difference between the numbers of hospital- 



based and general practitioners adopting this approach (50 % of each group). 

With all the implications which patients and their families call attribute to the word 

cancer, the obvious concern of these doctors for the whole personal (as distinct 

from the medical) welfare of the patients in the fairly extreme situations arising 

from a diagnosis of cancer is heartening. 

The warning in the last of these quoted responses seems heartfelt and there may be 

uncertainties in the minds of many other doctors as to whether their perceived role 

as carers and managers of the whole health (physical and emotional) status of their 

patients may be about to enter into uncharted waters as we come towards the end of 

the twentieth century and the growing emphasis on the National Health Service 

being under much stricter financial limitations. 

Three doctors adopted what has been described earlier as a sequential focus - that 

is that their emphasis is first on one focus and then the attention is concentrated on 

the other focus. Of these, two adopt a medical then social sequence as indicated by 

the following two responses: 

". . .I tend to start the discussion focussed on the former 
set (symptom/ etc.) but the latter set also come in. The 
balance is about equal but on reflection I clearly move 
from a 'medical' start to a 'social' finish. Neither of 
these aspects do I discuss in particular depth, I tend to 
prefer to answer direct questions. " 

(204/004/73 - Consultant) 

"Disease status information must be imparted first; 
following appreciation of that then social factors can be 
discussed. " 

(205/005/74 - Senior Registrar) 

while just one adopted a social-medical sequence as indicated by 

"It is more important to focus on the patient and his social 
circumstances when initiating the discussion on cancer. 



However most patients are frightened of being in pain, 
and reassurance that adequate analgesia (sic) is avail- 
able and will not be withheld is important as well. " 

(22510461 152 - Senior Registrar) 

Three respondents adopted a dependency-style focus, that is to say that the focus 

adopted was dependent upon circumstances which would differ from patient to 

patient rather than having a preference for one focus before another. These three 

replies are quoted here: 

"Depends on context. If curative then treatment focw. 
If palliative then patient/family/social etc. more rele- 
vant" 

(2041004173 - Consultant) 

"Symptoms must always be treated in the light of knowl- 
edge of patient condition and how aware the patient is of 
the diagnosis and how soon they could die. " 

(5061026195 - Consultant) 

"In --ins (unreadable) the patient - Iflnd it much more 
diflcult if I don't know and already have a personal 
relationship with the person involved - it is the eflect on 
the whole person and his family circumstances - that 
comes Jrst with them hopefully reassurance we can as 
part of a team cope with any symptoms that get thrown up. 
(sic) " 

(5 1410341 103 - GP) 

One GP put it rather differently and suggested a social frame of reference in which 

the patient is treated, writing 

"I am not sure this is a true conflict. The persons 
social circumstances dimension is the context in which 
one manages the patient's disease. " 

(52310481164 - GP - emphasis in original) 
which is another form of combined foci and one which has some merit in compatibly 

linking the two foci. 

One response which does not fall into any of the foregoing patterns suggests that 

there may be an expectation on the part of hospital-based doctors that the GP will 

take responsibility for the non-medical focus. It is also a veiled criticism of hospi- 

tal-based doctors in that it suggests that they may be the ones who use the euphe- 

misms referred to in the following response. He or she writes: 



"Tlzere is still a tendency to use euphemisms like 'wart', 
'ulcer', 'tumour' and to use ambiguous statistics which 
tend to confuse the patient. Even surgeons who are 
considered good communicators by tlze patient end up 
giving very confusing information to tlze patient, who 
inevitable latch on to phrases like 'success rate'. I 
suspect that most hospital clinicians would expect to leave 
consideration of social circumstances to the GP. " 

(503/023/92 - GP) 

and one wonders whether this respondent has had the experience of a respondent 

"'picking up the pieces' afer an insensitive consultation at 
hospital. " 

(502 - GP quoted earlier) 
the reference numbers of the responses indicate that they are different respondents. 

The second part of this first question in Q2 addressed a similar possible 

dichotomy. It asked doctors for their personal views in the context of 'Putting 

the emphasis on curing the patient as against being more concerned with the 

patient's emotional condition'. The question aimed to pinpoint more accurately 

than the previous question the polarisation referred to earlier and it did draw out a 

different set of responses. Most of the doctors picked up the use of the word 'cure' 

in this context and from that went on to discuss their various approaches. 'Cure' of 

itself is frequently ruled out by the respondents but instead the alleviation of symp- 

toms takes its place. Patients may not realise the significance of this distinction, 

that is they may not appreciate that 'cure' is frequently not an option for a doctor, 

that the best a doctor can hope for is the alleviation of their symptoms. 

"I believe we must accept that for many patients with 
cancer there is gg 'cure'. . . . " 

(5 18/037/106 - GP) 

This in itself may indicate a deliberate lack of definition on the part of doctors in 

order that their patients may believe that 'cure' is in fact a possibility for them. The 



doctors are aware of the 'unpleasant' nature of much of the treatment for cancer 

whereas for the patient new to the condition there is now prescience of what is in 

store for him or her. It is one of the many factors known to the doctors but hidden 

from patients, whether deliberately or not is not clear. 

Of the ten hospital-based doctors half took up this distinction between 'cure' and 

'treatment' by writing 

". . . (curing) is practically never an option.. .instead of 
'curing', 'relief of symptoms' wouM be my predominant 
emphasis . . . " 

(2031003172 - Consultant) 

". .lfthe treatment were not curative, I would seek to 
establish whether the treatment would relieve any of the 
patient's symptoms . . . " 

(21410 14/83 - Consultant) 

"Modern medicine puts much too much emphasis on 
'cure', rather than on 'treating'. " 

(2181017186 - House Officer - 
emphasis in the original) 

". .where there is a chance of a cure I say so to all the 
patients when it is the realistic aim of therapy. l%is is 
especially important when prolonged, unpleasant treat- 
ment is involved . . . - patients need both the @ and the 
motivation to help them through the treatment. " 

(22210391140 - Consultant - 
emphasis in the original) 

". . . Few cancers are curable . . . and to emphasise on this 
aspect wou M be wrong. " 

(2251046190 - Senior Registrar) 

In contrast only three (30%) of the General Practitioners picked up strongly on 

the 'cure' versus 'treatment' distinction. 

"I hesitate to use the tenn 'cure', with a patient I use 
'jighting your condition'. In order to help a patient I 
endeavour to obtain full knowledge of his feelings and 
fears. " 

(5 1710371 106 - GP) 

"I believe we must accept that for many patients with 
cancer there is no cure - and one must guide the patient 
towards this realisation and support him in other ways to 
give him the best quality of life. " 

(5 1810381 107 - GP) 



"Only in improving symptoms rather tlzan unfair and 
unrealistic attempts at curing - I think I would be far more 
interested in that person's needs than cures unless within 
the bounds of possibilities. " 

(5 1410341103 - GP) 

Another GP goes into some considerable detail concerning his optioils being 

dependent upon the known 'curability' of the patient's condition commeilting 

" I f  tlze patient has a potentially curable condition (at 
whatever pain or cost) the doctor's role is to explain the 
position clearly, and giving the odds for and against 
treatment (asking for second opinion if needed for doctor 
or patient). I f  the patient is partially curable or incurable 
the position slzould be responded to less aggressively, and 
if incurable but palliative the best option, this should be 
approached at slower tempo. " 

(5 1910421143 - GP) 

The remaining comments from hospital-based doctors and General Practitioners 

do not fall illto clearly defined categories but add interesting observatio~ls on their 

persoilal views in the context of the question including 

" I f  the patient is potentially curable then that is tlze aim. 
Obviously if they have emotional problems one must be 
sympathetic but the need for treatment is overriding. " 

(2041004173 - Consultant) 

". . . I generally take the view that patients want treatment 
tlzat will benejit them and I supply it - I feel tlzis generally 
helps their emotional state but I try not to inflict very toxic 
treatment unless it had a good clzance of achieving a cure. 
Conversely saying or suggesting that 'nothing can 
be done' can cause great distress and despondency. " 

(2091009178 - Consultant) 

This respondent adds a comment about the word 'emotional' in the question saying 

"It is very hard to know lzow to treat this. " 

Further responses are 

"If a patient can be 'cured', I would strongly advocate the 
patient to adopt the treatment on ofler, almost irrespective 
of tlzeir emotional condition. . . " 

(2141014183 - Consultant - 
emphasis in the original) 



"Know when cure is unlikely or impossible. Whatever 
you do the patient's emotions are a powe@ll (sic) tool 
either for or against the disease and are as important as 
the pi~ysical treatment. " 

(2161016185 - Senior Registrar - 
emphasis in the original) 

"Again - equally important. " 
(22310401 141 - Consultant) 

"It is definitely more important to take note of and deal 
with the patient's emotional condition . . . " 

(22510461 152 - Senior Registrar) 

Siinilarly the responses of General Practitioners vary widely and offer insights 

into their thinking and actions. As with the hospital-based doctors they do not fall 

into clearly defined categories. 

"Again both are important. It may be possible to abolish 
some symptoms by diagnosing their cause correctly and so 
cure the patient of them. That may be an alternative to 
simply tackling the patient's emotional reaction to a 
symptom. Obviously if symptom relief isn't possible then 
support for the suffering patient is essential. " 

(5011021190 - GP) 

" m e  patient's emotional response is paramount. A 
'cured' patient in remission who exists in daily fear of a 
recurrence of symptoms is a failure of medical treatment!" 

(5021022191 - GP) 

"Where cure is a good possibility every efort should be 
made in this direction but one should always be attentive 
to emotional needs. " 

(5061026195 - GP) 

"When cure is no longer a prospect this may be shared 
with the patient if he/she wishes, and the anger, 
resentment and denial which follow, before acceptance, 
must be helped (if you are not prepared to help with these 
you won't be likely to 'tell'. " 

(5071027196 - GP - 
emphasis in the original and with 
apparent clear reference to the 
Kubler-Ross (1970) 'stages', the 
missing ones being 'bargaining' and 
'depression') 

"Only in improving symptoms rather than unfair attempts 
at curing - I think I would be far more interested in that 
person's needs than cures unless within the bounds of 
possibilities. " 

(5 1410341 103 - GP) 



"Again not a conflict in my view. How can one cure a 
patient while ignoring their emotional state? 

(52310481164 - GP) 

Turning now to question 2 of 42. It stated that 

'There seems to be a distinction between those Doctors who see their cancer 

patients as cooperative partners in the overcoming of their condition who need, 

therefore, to be told as much as possible about the situation compared with 

those Doctors who indicate that the management of the condition is wholly or 

mainly the Doctor's concern and the patient's cooperative partnership is inci- 

dental, helpful if present but not essential' and then asked respondents to give 

their personal views in this context'. 

This attempted to elicit doctors' perception of the role of the patient in the regime 

of treatment which the patient undergoes - either that of 'cooperative partner' or 

that of the object of the doctor's ministrations - or indeed a mixture of both. It gave 

the opportunity to see whether doctors could share the responsibility of treatment 

with lay and often uninformed patients and it resulted in some fascinating insights 

into the doctors' thoughts and feelings. In asking for their 'personal views' it was 

hoped that this may highlight the virtuoso interventionist view of doctors which may 

still persist within the ranks of the medical profession and certainly among some 

patients who perceive doctors as the modern-day miracle worker. 

Again the responses are grouped according to whether they are hospital-based or 

in general practice. Of the ten hospital-based doctors four (40%) did not whole- 

heartedly support the 'cooperative partner' model. The remaining six varied in the 

way they expressed themselves from 

"I support the first of these. " 
(22310401 141 - Consultant) 

"Entirely the jirst view. " 
(2 1610 16/85 - Senior Registrar) 



both referring to the 'cooperative partner' view. Others wrote at greater length 

indicating possible caveats held by them. 

"I regard the patient as a partner but would balance the 
amount I told the patient with their emotional condition. " 

(2 1410 14183 - Consultant) 

"I agree that patients need to be part of the decision 
making tree although one does tend to lead them along a 
particular route. I f  a real choice exists most (80 %) can 
decide wlmt they want - if not make it for them (sic). " 

(2041004173 - Consultant) 

"nze treatment of cancer is a prolonged and complex 
afSair ofen involving very toxic treatment. I consider it 
essential that patients are very well informed and well 
counselled. I f  patients cannot cooperate fully I woulcl not 
consider them eligible for the more demanding protocols. " 

(2091009178 - Consultant) 

"Mi le  aspects of the second choice can apply tlzroughout 
management, my own view is that the patient is an 
'essential' cooperative partner. I aim to help himlher 
achieve that which helshe wants (realistically) to 
aclzieve.. . (sic) this usually frequently does necessitate 
telling as much as possible. " 

(22210391 140 - Consultant) 

Of those who supported the 'cooperative partner' model less than wholeheartedly 

there were degrees of non-agreement with it as a principle. 

"Both are extreme views - i f  active treatment is under- 
taken the former is essential. I f  there is no 'treatment' 
apart from symptomatic the patient needs to be told as 
muclz as they seem to want to know rather than as much 
as possible! . . . " 

(2031003172 - Consultant) 

"Iffurther treatment or following investigations are 
required, full knowledge of diagnosis etc. is required by 
the patient. In other circumstances I tell the patient 
at the earliest opportunity. If they ask questions further 
discussion ensues. Many patients don't want to know 
and further discussion is not forced. They are however 
all told the diagnosis assuming they are compus mentis. " 

(2051005174 - Senior Registrar) 

"This depends very much on the personality of the person 
concerned. Some patients want to be involved in 
discussions on treatment, prognosis and planning, and 
will benefit from 'everything being out in the open'. Tlzere 
are others who may wish someone to take over the deci- 
sion making, the patient 'S cooperation is however impor- 
tant. " 

(22510401 152 - Senior Registrar) 



"My basic working rule is speak the truth. Ancl that 
mean,s explaining all things to the patient. Your worries 
are your patient's worries. Only in exceptional circum- 
stances should information or new developments be 
deliberately withheld. " 

(2 1 810 17186 - House Officer) 

This last quotation puts the doctor-patient cooperation in a whole new light with its 

"Your worries are your patient's worries. ", 

a reversal of what may often be thought to apply i.e. that the patient's worries are 

the doctor's worries as he (the doctor) shares the concern of the patient. Perhaps 

this respondent is supporting the 'cooperative partner' model more than has been 

read into his response and the cooperation is that of the doctor with the patient 

rather the patient with the doctor which lay at the root of the question. 

So among the hospital-based doctors there is a majority who subscribe to the 

notion that the treatment of a person's cancer is assisted by treating the patient as a 

'cooperative partner' in the whole process and is not the "wholly or mainly the 

Doctor's concern and the patient's cooperative partnership incidental, helpful if 

present but not essential" as the question expresses it. 

Among General Practitioners the range of views is similar but the majority (90%) 

support the 'cooperative partner' model with a variety of caveats and only one 

without restriction or reservation. That respondent writes 

"Absolutely first opinion - I see the patient myself, 
practice district nurse, MacMillan nurse as a team with 
all having input and must be sensitive to not overload 
patient with too much information in too short a time - 
needs repeating often. " 

(507/027/96 - GP) 

Others are more reserved and write 

"In general, I would strongly favour the Brst view - 
patients are introspective when sufSering from terminal 
disease, and need honest discussion and involvement in 
their management, based on realistic expectations of what 
is achievable. There are a small group of patients who 



cope by denial, and they should have their wishes 
respected. " 

(5021022191 - GP) 

"It is a partnership but hope is very important to the 
patients. fil l and frank communication at all times is 
tlze aim. " 

(5061026195 - GP) 

"I offer to tell tlze patient as much as they want to know. 
However many choose the 'ostrich approach' i.e. they 
only want to know a little of their condition. Wzere 
treatment is very intensive e.g. involving major surgery 
or cytotoxis it is often necessary to be a little more de- 
tailed about the disease. " 

(5 1710371106 - GP) 

"I believe the patient should be involved. I feel quite 
strongly that nowadays there are few circumstances under 
which one should leave the patient ignorant of tlze 
diagnosis. " 

(5 l810381107 - GP) 

"A sharing of data, understanding, and as many facets of 
the patient's condition should be the aim, as long as the 
patient wishes and is able. " 

(5 1910421 143 - GP) 

"It seems to me to depend on tlze patient 'S wishes and the 
stage of tlze illness.. I am willing to assume aspects of 
both models above and the second role particularly if tlze 
patient is already very dependent.. . " 

(5071027196 - GP) 

One suggests the roles be reversed, writing 

"I see the Doctor(s) as cooperative partners in the 
patient 'S fight against, or acceptance of, their condition. " 

(52310481164 - GP) 

while another comments on the role of the doctor from the patient's point of view 

with 

"I'm sure these ends of the spectrumlstereotypes exist 
and there are intermediate stances that doctors adopt. 
Not all patients will be 'cooperative partners' perhaps 
preferring, or seeming to prefer, a more passive role. 
I'm also aware of patients who appear to regard a 
doctor as an appendage and sometimes an interfering 
one in their approach to their illness. In this sort of 
situation a doctor would have diflculty with either 
approach. " 

(5011021190 - GP) 
The remaining response indicates that the 'cooperative partner' model has 

some merit where it is possible to adopt it and writes with considerable reservation, 



it would seem, that 

"Tlzere can be too much information, which floods the 
patient with confusing statistics. Some patients do seem 
to want to leave it to the doctors but it is preferable for 
cooperation to be achieved. " 

(503J023192 - GP) 

General Practitioners then have more reservations about the 'cooperative partner- 

ship' model than do hospital-based doctors. It may well be that doctors see their 

service as a 'perso~ial service' to their group of individual patients whereas hospital- 

based doctors may well see their role as a 'public service' applied to that group of 

patients that needs their intervention. GPs will thus be much inore responsive to 

patient wishes (however they perceive those wishes to be) in these circumstances 

surrounding a 'personal service' mode. It is thus somewhat surprising that more of 

the 'public service' practitioners seem to adopt the 'cooperative partner' model. 

Another factor which may be involved is the sheer weight of numbers of patients 

in these two models of service. GPs on the whole see very few patients in a year 

who have a terminal cancer diagnosis. Among the GPs the vast majority (54 out of 

80 i.e. 67.5 %) of respondents to Q1 are seeing numbers ranging from one per year 

to 10 per year and four (5 %) seeing from 21 to 30 cancer patients and the highest 

number (in the range 41 to 50) being seen by only one (1.25 %) respondent. By 

coinparison hospital-based doctors estimate that they see up to more than 400 termi- 

nal cancer patients annually with the distribution more or less even over the ranges. 

The modal range for Consultants is 41 - 50 per year. They then have much more 

experience in dealing with terminal cancer patients than do GPs. It is however 

paradoxical that the larger numbers of patients seen the more they would wish to 

involve patients as cooperative partners, unless that is the very means they adopt in 

order to cope with the large numbers of cancer patients they have perforce to deal 

with. GPs on the other hand cover a much wider range of patients in their practices 

relative few with terminal cancer. To those they do have they offer their 'personal 



service' which means that they have to consider the personal wishes of the patients 

rather than just deal with them as subjects for their ministry. 

Question 3 of Q2 was concerned with the 'time factor - that time must be devoted 

to this communication process yet . . . the required time just isn't available, 

whether in hospital, at out-patient clinics or in general practice.' The personal 

views of doctors was asked for in this context 'including any ways in which (they) 

have resolved this apparent conflict over availability and use of time.' 

Responses from hospital-based doctors range from non-recognition of this as being 

a problem, such as 

"I have never found time a constraint. This possibly 
means I am not giving enough time. " 

(2031003172 - Consultant) 

to acknowledging that time limitations and time allocation is a difficult problem 

which they either accept or do what they can to alleviate the impact of the problem, 

"I find it extremely d~flcult to find time for this problem 
and what I try to do is to identify one member of the team, 
who appears to relate well to the patient, to be the main 
channel of communication with the patient. Hopefully, 
this means that the patient will be better managed and the 
workload is spread between diflerent members of stafl who 
all meet regularly at case conferences etc. " 

(214/014183 - Consultant) 

Two others acknowledged difficulties over time allocation 

"Rry diflcult - I set aside a lot of time at the start to 
talk to patients and relatives - I usually find that subse- 
quent visits take little time - I make more time available 
when deterioration occurs. " 

(209/009178 - Consultant) 



"llme is a fundamental and insurmountable problem 
when doing a 80 - l00 hour/week job. No way around it 
other than by involving e.g. Mountbatten (means 
MacMillan ?) nurses etc. " 

(2 1810 17/86 - House Officer) 

Others face the problem head-on 

"I try and make time, it simply is a priority - and 
encourage others in my team to do so.. . " 

(22210391 140 - Consultant) 

"Time must be made. " 
(22310401 14 1 - Consultant) 

Others side-stepped the question by writing 

"Time spent explaining saves ages latter! (sic) 
(2041004173 - Consultant) 

"The realisation that most people with cancer will die 
of it sooner or later, that it is something for which there 
is no cure, must lead to the doctor's willingness to 
discuss problems in detail with the patient.. . " 

(22510461152 - Senior Registrar) 

One expresses himself (or herself) as if by arguing the case with himself with some 

passion 

"Medicine is not a 9 to 5 job. I don't have any problem 
about this (time) as I feel that the time is their's not 
mine. If you don't like it, become a pathologist. Who 
could deny a dying patient 10 minutes. " 

(2 1610 16185 - Senior Registrar) 

What is perhaps surprising is that although hospital-based doctors work in a 

hierarchical system of seniority few mentioned the possibility of delegation of the 

co~nmunication process to others below them in the system and this contrasts 

sharply with their responses to the question which followed and to which we shall 

turn after we have discussed the responses of GPs to this question of time. 

Among the ten respondents one openly acknowledged the existence of the problem 

and speaks very much from the heart with 

"I know it is time consuming but ofen time here in this 
context is some of my most valued use of time. I have to 
give it priority - this need is ofen time limed and I know 



that it will not be an indefinite drain on my resources. 
Often it is your time, interest -positive attitude - that 
makes people.fee1 better and it affects the peace, 
confidence for patient and family and me - if I've done 
the caring well enough I also can accept the death more 
easily. " 

(5 14/034/103 - GP) 

while another refuses to recognise there is a problem for some 

"NONSENSE. There is always time. " 
(506/026/95 - GP - 

emphasis in the original) 

Yet another offers hope through experience 

"I think this particular communication skill does come 
with experience. It's also possible to impart the 
information gradually according to how you gauge the 
patient's need. It's always possible to make time for 
this sort of thing. " 

(5 18/038/107 - GP) 

Another GP seemed to side-step the question altogether and wrote 

"Time is a matter of priorities. Communication with 
patients and families in these circumstances is a top 
priority. " 

(502/022/91 - GP) 

while another seems to partially avoid answering the question by setting his (or her) 

own agenda 

"Communication is important - whether GP or Consultant 
does it. For me to communicate effectively I must have 
as much knowledge as possible - hospital letters (or 
tests? diflcult to read) etc. It is not necessary to give 
full knowledge to the patient at one sitting - I see pa- 
tients on more than one occasion and ask them to see me 
after they have seen the hospital doctor so that they can 
keep me in touch and I can answer any questions they 
may have. " 

(5 17/037/106 - GP) 

Two state that they delegate the process to others 

"Over the years I've tended to delegate time consuming 
activities to those with more time to spend e.g. nursing 
staff. " 

(501/021/90 - GP) 

"llze amount of time should be made available by adjust- 
ing to the increased needs of these patients. Introducing 



hospice trained nurses early in the terminal and pre- 
terminal phases of the illness aflords extra time given by 
these nurses for the service of patients. " 

(51910421143 - GP) 

The remaining three responses are quoted without any attempt to classify them. 

They offer valuable insights into the thoughts of the respondents. 

"Time is less of a consideration in General Practice and I 
don't feel the time factor is the restriction - GPs tend to 
centre on physical problems and side eflects of treatment 
rather than exploring the patient's feelings too deeply. 
Conversations with relatives ofen have to be snatched at 
the garden gate out of earshot. " 

(5031023192 - GP) 

"Once more the patient plays a major role on this stage - 
sometimes by being reluctant to be too exposed to once 
and choosing a busy time to ask certain questions. There 
is a dilemma for clients who do not wish to become 
patients or at least dependents at a stage where they feel 
some control over events - at least one such patient in the 
last three months insisted on seeing me in morning surgery 
accompanied by his wife and made it clear that he would 
not accept my ofer to visit him - visiting time being much 
more flexible and giving possibility of interviewing the 
professional rather than vice versa. " 

(5071027196 - GP) 

"l. pack 08 Time is frequently used as an excuse to 
conceal ineptitude and its associated unease on the parr 
of the professional. An efective doctor will ensure that 
he or she makes time available for these tasks which 
deserve high p r io r i~  - if necessary at tlze expense of 
those which deserve lower priority. 

2. A lot of time is not always necessary. Accessibilitv at 
reasonable short notice to provide infomation or sup- 
port can ensure optimum use of time - ofen in quite 
small packages. General Practice is ideally suited to 
this, but it ought to be possible in hospital; especially if 
clinicians are available by telephone to patients and 
their relatives. Many GPs give their home number to 
patients with terminal illness. I have done this with 
increasing frequency over the last six years, and I have 
never known it to be abused. Patients seem to flnd it 
very helpful. " 

(52310481 164 - GP - 
emphasis in original) 

There seems no doubt that the shortage of time for the process of communication 

between General Practitioners and the relatively small group of their patients who 



have a terminal cancer is a problem for many doctors. A significant proportion do 

acknowledge it openly. Others, by their avoidance of the topic when asked indicate 

that a problem exists, may be exercising the very process of denial that they are so 

aware of in their patients, to avoid a difficult topic. They accept a patient's 'denial' 

as a valid means of avoidance of something which is known to exist and so their 

own 'denial' of the time problem should also mean their valid avoidance of some- 

thing which others know exists. 

We turn now to the possibility of delegation mentioned earlier. The question 3.(b) 

said 

The suggestion that ... Counsellors ... may play a useful role in this 

(communication with the patient) was made by several respondents. What 

would your response be to such a suggestion? 

There was a surprising enthusiasm for this suggestion having met in the responses 

to Q1 rather more hostility to it. But even with this cautious enthusiasm there were 

several obvious caveats in the minds of respondents. 

From among the hospital-based doctors responses included the following extremes 

of seniority : 

"Yes, very much so - I probably do not use them (e.g. 
MacMillan Nurses) enough - simply because they were not 
around during my training so I have to make a conscious 
eflort to think about them. " 

(209/009/78 - Consultant) 

"Definitely. The NHS could do with a new speciality 
called 'deatlwlogists'!! People specialised in the art of 
allowing satisfactory deaths. They might be experts in 
symptom control as well as psychological counselling. 
There is much potential for improving the process and 
circumstance of death. " 

(2 18/0 17/86 - House Officer) 



Others (somewhat less than enthusiastic) replied 

"In theory, I would feel this approach to be worthwhile. 
In practice, I fear that many doctors would feel threat- 
ened by this. My personal reservation about this would 
be concerning the ability to do this without fairly exten- 
sive rnedical knowledge. " 

(2 1410 14/83 - Consultant) 

"They could m - but will not be able to take over the 
role of the doctor who is 'managing' the patient. " 

(22310401 14.1 - Consultant) 

"I am unconvinced mainly because of the wide variety of 
problems both social and medical that cancers produce. 
Some treatments are very complex and rapidly changing 
so that with the best intentions the counsellors would 
simply not be up to date. " 

(22210391 140 - Consultant) 

while two others accepted the idea of 'counsellors' but believed that it should be 

the doctors who should be trained to counsel rather than trained counsellors 

assisting in the time-consuming job of communicating with those in their time of 

need. They wrote 

"m. Medical staflshould be properly trained to counsel. 
Counselling by persons who are not in a position to decide 
on treatment options causes misunderstanding, confusion 
and distrust. " 

(2 1610 16/85 - Senior Registrar) 

"I do feel that 'counsellors' are necessary. If medical 
students are introduced to coun,selling and if during junior 
doctors' training it is supervised and encouraged, all 
doctors should be able to deal with this. " 

(22510401 14 1 - Senior Registrar) 

There was even less overt enthusiasm expressed by GPs. Only one expressed 

wholehearted agreement to the use of counsellors of any sort writing. 

"Great idea - already in the area I work, specially 
trained nurses like the MacMillan nursesfu@l something 
of this role. " 

(50 1/02 1/90 - GP) 
Others barely acknowledged the possible usefulness of counsellors. 

"I agree they might have a limited role. " 
(5 181038.107 - GP) 



One enigmatically wrote 

"I'm sure they can - but like the MacMillan nurses or our 
District Nurses and medical staff do get more experience 
in terminal care - I hope all they will offer extra is more 
time. " 

(5 l410341103 - GP) 

Others offered different lines of thought 

"I enjoy doing this myself, but there are some patients 
who may find it diflcult to talk to me, therefore the 
clzoice of talking to another counsellor could be help- 
ful. " 

(51710371106 - GP) 

"I would suggest that it is a reflection of lack of confi- 
dence in those respondents, together with a desire to 
avoid situations in which they feel uncomfortable. 
Surely patients want the support of familiar doctors and 
nurses in this situation ? " 

(52310481164 - GP) 

"Hospice trained nurses can fulfil the role of counsellor 
and nurse. Unless the counsellor is 'nurse trained' I am 
sceptical about their primary role other than as 'part of 
the team'. " 

(5 l910421 143 - GP) 

Question 3. (c) of Q2 stated 

Mention was frequently made of other essential but scarce resources. ...l and 

asked 'How do you personally handle this dilemma of essential requirements 

outstripping acceptable resources?' 

This aimed to generalise the issue of restriction of the resources which many 

doctors had earlier commented upon. 

From among the hospital-based doctors there was again a wide range of responses 

from a general acknowledgement that the problems are there and are to varying 

extents being tackled to expression of the belief that all's well and that no problems 

exist. This, of course, may well be the case in some places but the range of 

acknowledgement of the existence of problems suggests that there may be either a 



lack of awareness and dissatisfaction or that some departments or hospitals have 

dealt with them better than others. 

First two examples of the 'no problems' outlook. 

"Aguin, no real problems. The senior nurses are well 
used to tlzese situations given the nature of our work. 
Privacy and suitable surroundings are also available. " 

(2031003172 - Consultant) 

"W have created the necessary environment here and 
work on the weuk points. In the private sector 
likewise. " 

(2041004173 - Consultant) 

Then an example of the 'good, but --' response. 

'%hcilities I use at ** hospital are certainly better than 
many - interview room on ward etc. Privacy can in part 
be achieved by conducting interviews away from clinic 
time - I don't pretend to be giving a perjiect service but I 
do try and make time as and when needs arise or see that 
others in my team do so. " 

[** hospital named in original] 
(22210391 140 - Consultant) 

One indicates that he or she adopts the 'pass the buck' principle, thus 

"Wlzen I feel there are difJicult problems or insuficient 
time on the part of my stafS, I refer the patient to one of 
the consultants at the local hospice. " 

(2 1010 14183 - Consultant) 

Three responses appear to sidestep the question asked without acknowledging that 

a problem exists. 

"I ulways speak to patients in my ofice or in a 
side ward or if on a general ward with the screens 
pulled round. I always speak to relatives in my 
ofice or in  sister.^ oflice on the ward. I consider 
good communication to be essential with any severely 
ill; patient and I know from my personal experience 
how depressing and frustrating it is to be told 
nothing. i.e. I make time to see people. " 

(2091009178 - Consultant) 



You do your best. m e  major resource is human - people 
still ignore patients and talk in hushed tones. Little and 
open prevents patients feeling ignored, also nursing staff 
can often be someone to talk to etc. Nothing in the NHS 
is pe@ect but the patients' need must be met. " 

(2 l61016185 - Senior Registrar) 

"W deal with the situation as a team - sister's once for 
relatives, usually bedside, with curtains drawn, for 
patient. " 

(223/040/14 1 - Consultant) 

The remaining three respondents acknowledged that problems do exist. 

It is dificult to move a patient out of a multibed ward 
with drips, tubes and catheters into a private room for 
this discussion. I prefer to inform the patient early 
rather than leave them with a sense of unrelieved fore- 
boding that 'things are not well' until they are mobile 
enough to walk etc. to a private room. m e  ideal wouM 
be a private room (and nursing) for eaclt patient with 
this sort of news to be toM. " 

(2051005174 - Senior Registrar) 

"Privacy is all important, and it is not impossible to find 
a room somewhere to speak to the patient and relatives. " 

(22510461 152 - Senior Registrar) 
"I don't think there are any easy or quick answers to this 
one!" 

(2 l810171 140 - House Officer) 

The G.P responses were quite different in many respects. There was little recog- 

nition that problems existed but rather an acceptance by several that they just do 

what they can and that this is sufficient. The characteristics of the GP's working 

environment is the exact opposite of that prevailing in most hospital situations. A 

GP can see individual patients in total privacy and even in the familiar surroundings 

of the patient's own home and the doctor can determine, control and even engineer 

fairly precisely the conditions under which the communication with the patient is 

conducted. The family GP is fairly likely to know at least something of the social 

circumstances of the patient and this too benefits him in his task. These differences 

compared with the restrictive circumstances often prevailing in the hospital situation 

(multibed wards, visiting relatives, the out-patient clinic sessions, the 'medical 

team' organisation etc.) undoubtedly are reflected in the GP responses. 



"GPs have always had the advantage of making home 
visits which should provide privacy, suitable surroundings 
and opportunity to meet and work with relatives. I do see 
this threatened by the opportunity costs (in t e r n  of time) 
by the new (NHS) contract. Either I buy nurse- 
practitioner time to substitute for my own in this work, or 
with the other demunds, I still have to find time for 
training and supervision until I can delegate to anyone 
else. If you use MacMillan nurses to help here, who is 
going to do the preparation for the referral(?) - the GP 
again. " 

(S071027196 - GP) 

"I am lucky as a GP I control a lot of these aspects 
- i.e. I can call them into the surgery or see at 

home, and I have the back up of trained and interested 
stafS pistrict Nurse, Health Visitor, MacMillan 
Nurse) who can divide up the needs but as we all 
talk (?) together - make it a unanimous efSart and 
I can go back which is easier than in hospital and 
again I see it as a priority, (unreadable) time 
extra demand that I need to rise to. " 

(51410341103 - GP) 

"Assessing each patient individually and trying to 
problem solve by using the practice team, plus or 
minus hospital trained sta8 as indicated. " 

(5 l910421 143 - GP) 

"I regard myself as part of a team including District 
Nurses and open Countess Mountbatten's services, as well 
as including relatives. My conscience has to be my 
guide to do the best I can with the available resources. " 

(5031023192 - GP) 

"l .Establish priorities. 2.Ensure important tasks are 
done well - this may mean making an extra eflort at 
times e.g. working late to provide 'open-ended' consul- 
tation. (It is unusual in my experience for these to 
exceed 20 minutes - the willingness to make time avuil- 
able is what matters). " 

(52310481 164 - GP) 

"Aim to achieve the best results with the resources 
we do have. " 

(5 1810381 107 - GP) 

"I make time particularly in the initial stage (where 
a diagnosis of cancer is first made) to talk to the 
patient and his relative. I would not expect nursing 
stafS who don't really know the patient to do this. " 

(5 1710371106 - GP) 

"I do not$nd this to be a problem. " 
(5021022191 - GP) 

"I don't know that I do. " 



(5011021190 - GP) 

The last question of Q2 was of an 'any other business' type, to give an opportunity 

for respondents to offer their own ideas as to what they (rather than the researcher) 

considered to be the difficulties of the communication process. It asked 

What... is the most problematic aspect of communicating ... ? and it gave rise to 

a very surprising range of topics which could well be the subjects of future 

research. Some topics raised are of a purely practical nature while others raised are 

more philosophical. All clearly indicate that whatever responses have already been 

made each doctor found one aspect at least to be problematic. The hospital-based 

doctors and the GPs detail many problems which they have in common and so in 

this, if in no other way, they express a form of unity. Most of them either specifi- 

cally or by implication are concerned with some aspect of the communication 

process itself. For example that of preserving for the patient a sense of hope as 

well as being honest, a question of balancing the two issues as in the following 

"Being as honest as possible but so as to keep hope 
alive. " 

(22310401 14 1 - Consultant) 

"The balance between being honest and being 'positive' 
(in the sense that the outlook should not be made to look 
horribly bleak). Another big problem is getting people 
to accept that independent life does not end from the 
moment of diagnosis and it is not essential to give up all 
activities instantly. " 

(2031003172 - Consultant) 

"Preserving hope while getting the message across. " 
(5031023192 - GP) 

"The most dificult task is to avoid the feeling of hope- 
lessness which so many people in this situation are vul- 
nerable to. One needs to help the patient and family to 
adjust their expectation of life so that they may enjoy 
what remains of the patient's life without the 'living 
death' of fear, which can make life not worth living, no 
matter how long the survival. " 

(52310481 164 - GP) 

"The fact that when I say it is a form of cancer it 
obliterates all other information and you just have to 
keep reassessing what everyone understands as needed. " 

(5 l410341 103 - GP) 



"Initial communication of the diagnosis and its 
implications, with the inevitable question of 'How long?'. " 

(5021022191 - GP) 

Some are very specific concerning the constraints of time on the part of the doctor 

as with the following 

"Allowing enough time to communicate slowly and sensi- 
tively and enough time (may be spread over severul 
consecutive days) to cope with individual reactions. And 
to be seen as uvuilable without, ifpossible, any detri- 
ment to the rest of the practice. " 

(5071027196 - GP) 

"It needs more than one session so they can think about 
things and this is sometimes dincult as I prefer to see the 
family as well ifpossible. " 

(5061026195 - GP) 

"It takes a long time and is emotionally draining. " 
(5 1710371106 - GP) 

"Insuncient time and lack of privacy. " 
(2 l41014183 - Consultant) 

It is worth noting from these last four that the time constraint is listed as 'the most 

problematic aspect' for GPs as well as for hospital-based doctors. And not only is 
time a difficulty but so is timing for two GP respondents who wrote 

"Going at the right pace with explanation. " 
(50 1 102 1 190 - GP) 

" m e  most dificult thing is clloosing the right moment to 
impart the information. " 

(5 1810381 107 - GP) 

It is surprising that some list the risk of personal involvement and responsibility as 

difficulties, as in 

"Fear of the patient's response. Unwillingness to be the 
person to devastate their lives. However - they are 
always grateful for it - they usually suspected the worst 
anyway. " 

(2 1610 16185 - Senior Registrar) 

"Simple 'fear of tearsr and reluctance to 'getting in- 
volved' and wanting to make already demanding job less 
traumatic. " 

(2 1810 171086 - House Officer) 

while others find that understanding the patient's agenda a difficulty, as in 



"w ing to find out whether patients really want to know 
the truth - I believe that several (especially older) 
patients do not - so I speak to them in more general 
tenns and give them the opportunity to ask themselves. " 

(2091005174 - Consultant) 

"Not knowing how far to take the discussion when the 
patient seems to 'shut o f  and appears disinterested. " 

(22510461 152 - Senior Registrar) 

or how to deal with a patient's resistance to being told 

"Simply that the first contact and communication occur in 
circumstances of anxiety so that much initial information 
does not 'sink in'. Repeated communication with reas- 
surance and attempts at motivation are very important. " 

(22210391 140 - Consultant) 

or interpreting the patient's lack of understanding 

"Knowing whether they have understood. " 
(2051005174 - Senior Registrar) 

For one Consultant it is a matter or organising the people and information to 

encourage the appearance of being well prepared, as in 

"Getting patient, notes, x-rays, pathologies, relatives all 
together. Kry important to be seen to have received 
everything and be giving a considered opinion. " 

(2041004173 - Consultant - emphasis in original) 

while for one GP dealing with relatives is the 'most problematic aspect' 

"Relatives who insist the patient must not be told because 
they think 'telling' would be too much for the patient, 
when the doctor thinks differently and it may be a bar to 
effective therapy. " 

(5 1 910421 143 - GP) 

Summary of the qualitative responses to the second questionnaire (42). 

1. When asked in terms of polarity of viewpoints (a symptomltreat- 

menudisease focus, as against a personlknowledge of patient/familylsocial circum- 

stances focus) rather than consistently taking a single focal position the majority of 

doctors adopted either a combined focal model, or a sequential model. There was 

no significant difference between hospital-based doctors and General Practitioners 

in the tendency to favour a more holistic approach. A minority adopted a variable 

focus dependent on the patient's individual circumstances. 



2. Half the hospital-based doctors stressed the fact that in their con- 

sideration of cancer they emphasised possible treatments of the condition rather than 

cure. Among General Practitioners only 30% overtly made this distinction. 

3. All the hospital-based doctors and 90 % of General Practitioners 

favoured the cooperative-partner model for the doctor-patient relationship, some 

co~lditionally or with reservations. There was no significant difference between 

doctors in different (hospital or general practice) settings. 

4. Of the hospital-based doctors most recognised that finding time 

for communication with cancer patients presents some measure of difficulty for 

them, while only one (10%) dismissed it as a problem. Few (20%) mentioned 

delegation as a solution to the problem of insufficient time, although 60 % welcom- 

ed the idea of using non-doctors to assist with communication although with varying 

degrees of enthusiasm. Two (20%) supported the idea that doctors should be 

trained in their use of counselling skills. General Practitioners were generally 

unenthusiastic about delegation of communication and prefer to retain that aspect 

among their colleagues or nurses under their supervision. 

5. Few doctors in either the hospital or the general practice setting 

acknowledge that any problems exist in the context of essential requirements out- 

stripping acceptable resources. Most indicated that generally conditions have 

improved or are currently improving. 

6. When asked what they found to be the most difficult aspect of 

communicating with patients about cancer 30 % specifically mentioned the avoiding 

in the patient the loss of hope, 30% the length of time involved, 10% fear of the 



patient's or their own response, 20% patients' own difficulties or their unwilling- 

ness to communicate, 5 % creating the doctor's own image to the patient and 5 % 

relatives' interference. 

The views expressed within just these 20 doctors' responses indicates the vast range 

of opinions that are held. Whether it should have been expected to be otherwise is 

not a foregone conclusion wheil the inherent individuality of the practitioners in- 

volved is considered. They will have come to hold their opinions through their 

lengthy training (which will have covered a considerable period of change in medi- 

cal practice), and their experiences. These will be mixed with their own personal 

predispositions and instinctive reactions which will develop into idiosyncratic pat- 

terns of opinion and action. 

However those idiosyncrasies may well not predispose the holders of them to learn 

from each other. Unlike 'scientific research' and particularly research into 'medical 

matters' research into aspects of human communication may not commend them- 

selves highly to Doctors even though they may have been conducted by members of 

their own profession. Doctors are under an obligation to keep up with the findings 

of 'medical research' but under no similar obligation to keep up with research into 

fields of endeavour outside their own professional interests, and indeed may well 

object to being expected to do so claiming that they already have enough to do 

dealing with their own specialisms. 

It is difficult to make a case for Doctors to develop their communication skills in the 

light of the findings of other researchers in that field of activity. Many Doctors will 

no doubt hold that the fact that they of necessity communicate with their patients is 

sufficient for their needs in order to function as a Doctor, and the further develop- 

ment of their communication skills is unwarranted and calls into question their 

medical skill. 



The motivation for Doctors to re-examine the context, style and perhaps the focus 

of their communicational practice needs to be strong enough to convince the majori- 

ty that they should look to the findings of those non-medical researchers who have 

specialised in human communication and learn something to their own and their 

patients' advantage through that search. 



Chapter 7 

Conclusions and 
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Chapter 7 

Conclusions and Recommendations. 

Introduction 

In this chapter conclusions will be drawn from the foregoing chapters and these will 

be brought together in a summary of the conclusions. This summary will be fol- 

lowed by a series of recommendations which arise out of the conclusions. Finally 

the chapter will take a retrospective view of the study as a whole. 

Conclusions. 

From the works quoted in the introduction (chapter 1) and in the review of the liter- 

ature (chapter 2) it can be seen that attitudes toward cancer are in the process of 

change. It may be less of a taboo subject that it was nevertheless it is a disease 

affecting every section of the community. For many it is a disease with which they 

have had some contact through a friend or relative, or even personally as patients 

themselves. It is an illness which touches many people's lives. Society may have 

become more open about the topic of cancer than it was at one time and society has 

without doubt benefited from greater exposure of the topic in the media. Such 

openness has contributed to the demystifying of the circumstances surrounding 

cancer and doctors should recognise that some cancer patients may need to know 

more of their illness and its management, if only to enable them to understand more 

fully that which is happening to them through the illness and its treatment. 

However, in spite of this, for many people the public image of cancer is still nega- 

tive. It is readily recognised that the treatment of cancer frequently involves sur- 



gery, radiotherapy or chemotherapy (or a mixture of these) none of which is with- 

out trauma for the patients and, by association, for their relatives. However treat- 

ment has developed to the extent that through it some cancer patients may now be 

enabled to enjoy an extension of life when they expected early or even imminent 

death. Nevertheless there is a long way to go before this negative image of the 

disease is dispelled and the effort being put in to searching for causes and cures for 

it is considerable, with large amounts of money being allocated for the purpose. 

The number of cases of cancer is very large and the latest figure quoted in chapter 1 

of 173,557 new cases of cancer in 1986 gives some indication of the high incidence 

of the disease. The 1992 figure for the number of deaths from cancer of 163,239 

quoted in chapter 1 gives some indication of its rate of fatality. It is a high inci- 

dence disease and this high incidence undoubtedly adds to the poor image of cancer 

among the general population. 

There can be little doubt that every case of cancer brings with it a time of major 

crisis for the the patient and for the patient's family. News of it is never welcomed 

and for many who have not wanted to face the possibility of such a diagnosis the 

news of it comes as a shock. The image of cancer as incurable and life-threatening 

highlights for those involved, patient and relatives, potentially urgent disruption of 

their pattern of life and raises for them issues of (literally) life and death impor- 

tance. What is more, there is a moment in the process which is of crucial signifi- 

cance to many - that moment at which they are informed of the nature of their ill- 

ness, that they have cancer. That moment may for many be the most critical of 

their lives, for it is a recognition that their disease is potentially signalling the end 

of their lives. The communication of that diagnosis is the centre of interest of this 

present study because it is potentially so significant for the patient. It is, therefore, 

of importance for the clinicians to get the communication about cancer right as far 



as possible, every time, because of the potential impact of the information upon the 

patient and the patient's family. 

It is also clear from this study that some doctors experience difficulties of commu- 

nication at this crucial time. Perhaps because of the generally poor public image of 

cancer as a potential death sentence, or because of the many other factors which 

surround it, some doctors find this particular topic of commuilication difficult to 

effect with the same ease that they would communicate about many other illnesses 

which their patients may present. It can be readily assumed that if doctors find 

difficulty in the communication then their patients must also find difficulty with it as 

they are the people most closely affected. It is much more proximate and immedi- 

ate for the patient than for the doctor. Anything that can be done to relieve the 

difficulty experienced by the patient will have the advantage of easing the problems 

experienced by the doctor in his dealing with the patient, and vice versa. 

Because of the gravity of the illness and the feelings of hopelessness for the patient 

(which anecdotal evidence suggests is present) the doctor can probably assume that 

there will be high level of compliance on the part of the patient and relatives with 

the programme of treatment that the doctor proposes for the patient. In this dire 

(from the patient's point of view) situation the patient is likely to cling to any hope 

offered by the doctor. What is more the doctor holds the key to obtaining treatment 

for the illness and consequently patients are likely to be more passive in their 

compliance than perhaps those suffering less life-threatening conditions. Cancer 

patients have only two alternatives - either they comply with the treatment on offer 

or they die. And because of the uncertainty of the progress of the disease many 

patients may perceive that treatment can only delay death; but for many that indeed 

must be a preferable option compared with certainty of premature death which non- 

compliance will entail. This reliance of the cancer patient on the doctor to meet his 

urgent medical requirements to save his life shifts the balance of power away from 



the patient and towards the doctor in a way which lesser illnesses do not. That 

shift, among other reasons, inakes the issue of communication about cancer differ- 

ent from communication about other equally commonly occurring illnesses. 

The literature review (chapter 2) gave evidence of some movement in doctor-patient 

co~nmunications as a whole from a disease-centred to a patient-centred model. 

However the adoption of the latter model is far from being the norm, although par- 

tial acknowledgement of the value of the model is implied. The reasons for this 

movement (such as it is) may be many and varied, but it reflects the growing 

awareness that the disease-centred model is inadequate. From the doctor's point of 

view the disease-centred model leaves out many of the subjective aspects of the 

means of diagnosis so depriving the doctor of a source of information which may 

benefit him in his task. The patient's own observations, how ever subjective they 

may be, Inay have an important bearing on his condition and there appears to be a 

growing awareness (among some doctors at least) that the objective observatioil 

alone may lead to important other evidence being ignored . From the patient's 

point of view, the patient-centred model offers him the opportunity to make his own 

contibution to the consultation which may otherwise be denied him. It allows him 

to move froin being the mere object of the doctor's investigation to being, in an 

holistic sense, the centre of their joint interest. The patient-centred model involves 

him, it enables him to exercise some power (however small) and, to some extent, it 

redresses the otherwise unequal balance of power between him and the doctor. The 

literature seems to indicate that such a shift may improve both patient compliance 

and satisfaction on the part of both the parties involved. The extended model of 

interpersonal interaction, detailed in the literature review, posits a structural 

context for a symmetrical interaction in which both parties have potentially equal 

opportunity for affecting and effecting, and for each being affected by, the interac- 

tion. 



The move from a disease-centred to a patient-centred model was suggested as re- 

flecting the development of the patient-as-consumer (or even patient-as-customer) 

philosophy in recent times in the UK. This philosophy has the potential for grant- 

ing the patient greater choice and a greater say in what happens to him. This in 

turn will offer the doctor the chance to be less wholly responsible for the patient's 

wellbeing than previously may have been the case, for through it he can share (to 

some extent) some of the responsibility of decision-making with the patient. The 

degree to which the accompanying loss of power for the doctor is welcomed by 

either the doctor or the patient is not yet known. What evidence is avalaible seems 

to point to a need for a readjustment of roles within the relationship and the expecta- 

tions of both parties, each of the other. 

The patient-centred model is associated with a more holistic approach of the doctor 

to the patient which in turn is a move to take into account the emotional, mental, 

social and even spiritual characteristics and not solely (nor even mainly) the physi- 

cal characteristics of the patient. There is however as yet no overall agreement as 

to how this should be achieved in practice. The theoretical models are suggested 

but the implementation of them is currently somewhat tentative. Research is still 

diffuse and uncoordinated, it is still in its early stages of development and lacking 

in any substantial body of knowledge. The literature review indicates that research 

is for some still at the stage of micro-analysis of the detail of verbal and non-verbal 

and the extent to which changes in the doctor's side of the minutiae of the commu- 

nication process may affect the overall efficacy of the interaction. As yet there 

is less evidence of any major restructuring of the traditional doctor-patient dichoto- 

my. There is a need for field work to be done on the effects of greater mutuality of 

the interaction so that it takes due account of the patient's role in it. This is as 

much about changing patients' expectations, and recognition of any greater desire 

which patients may have for a greater involvement in the interaction, as it is about 



changing doctors' perceptions of their own roles and how they adapt to them. It 

would seem that there is an awareness of the need for change among some clini- 

cians and this is interpreted as a hopeful sign of progress. However it is also clear, 

from the literature and from some respondents (for example), that clinicians as a 

body are not yet convinced that substantial structural changes are required. Under- 

standably it may well be that they prefer the known status quo rather than the 

unknown outcome of changes. Research findings which have a strong predictive 

element in them would undoubtedly carry more weight than those which are more 

tentative in their conclusions. There is evidence that changes in the medical profes- 

sion of doctors' behaviour patterns regarding doctor-patient communication may be 

very slow in taking place. 

In the literature review attention was also drawn to the issue of time. It is an impor- 

tant factor in the communication process for it is a limited and irreplaceable 

colnmodity for both the doctor and the patient. As the NHS has become more 

conscious of clinicians' time as an accountable item of high expenditure so the atten- 

tion of doctors is drawn to the need to conserve time in an efficient manner. The 

introduction of fund-holding general practices has highlighted the move towards the 

evaluation of the unit cost of every one of the doctor's activities, including the basic 

action of communicating with each individual patient. Time for this activity 

is at a premium in the hospital setting as well. Respondents in this study frequently 

mentioned the shortage of time as a point of difficulty for doctors in both general 

practice and in the hospital setting. As an irreplaceable commodity, time spent on 

conversation during a consultation may well be interpreted by clinicians as time not 

being available to them for the other, more obviously 'medical' activities (like 

interpreting reports on tests carried out elsewhere in the service) and providing 

treatment for patients based on the synthesis of all the evidence available to the 

doctor. The act of mere conversation with the patient may well be seen as a diver- 



sion from the main task of the doctor to diagnose and decide on appropriate treat- 

ment. For the patient however his perspective is very different. For the patient it 

is importailt that appropriate time is spent in talking about the things of immediate 

concern to him. It is his only medium of communication. The results of tests will 

mean little to the patient in terms of treatability of his condition, (the sort of treat- 

ment which the diagnosis points to, the time tlie treatment will take, liow he will be 

afterwards, and perhaps more acutely whether it will prolong his life and if so by 

liow much) unless interpreted by the doctor and communicated to the patient in 

appropriate language. The doctor may feel tliat he has to make time for communi- 

cation, a fact mentioned by several respondents, whereas the patient has to gain 

time for the full assessment of his situation and so defer facing the fact tliat 

for him there potentially is no more time. The doctor may feel tliat he can make 

good any deficiencies in the commuizication on a later occasion whereas the patient 

may feel tliat such a luxury is simply not available to him. Tlie doctor should take 

full account of the differences between the significance of time for both doctor and 

patient. The issue of time will be addressed again later in this chapter. 

The emergence of tlie specific discriminating functions mentioned in chapter 4 

(page 99) is of less importance .than the fact tliat criteria exist which clearly distin- 

guish tlie three status groups, (Consultants, General Practitioners and Other Hospi- 

tal Doctors). Tlie patient may be less aware than the doctors of the niceties of the 

hierarchical system within the medical profession. That a clear distinction exists 

between General Practitioners on the one halid and all hospital doctors based almost 

entirely on case load should not be surprising. Hospitals are places where a concen- 

tration of cancer patients are likely to be found rather than in doctors' surgeries. 

What is surprising is that tlie secondary function (the Communication Process 

Function) clearly differentiates Consultants on the one hand from other hospital 

doctors on the other, particularly when it is remembered that this latter group is 

under the supervision of the former through the system of 'firms' mentioned earlier. 



This, added to the apparent confusion among the group identified as Otlier Hospital 

Doctors as to who in fact is responsible for the communicatioii with their patients is 

a matter of some concern. 

The Work Load Function (chapter 4) is the dominant factor among all respondents 

and almost exclusively detennines the other details of the communication process. 

Those who deal with the larger number of patients (by implication the hospital- 

based doctors) are more thorough about recording details of tlie patient's medical 

condition. That, of course, is welcomed as patients may well be seen with a wide 

variety of hospital-based staff of all grades, some of them on a very transitory basis 

particularly as the use of agency nurses has become commonplace in hospitals. A 

common system of keeping records is of vital importance. But records concerning 

communication with patients and their relatives are also important and some of the 

critical occasions in the communicatio~i process should be regarded as a normal part 

of the clinical record-keeping. 

The hospital-based doctors of all grades are the ones who have the majority of cases 

to deal with. A closer review of tlie circumstances and awareness of tlie personnel 

involved in the communication process, particularly in the hospital setting, is essen- 

tial if satisfactory communication is to take place. 

It is clear from the crosstabulation tables in chapter 4 (see discussion on pages 99 to 

104) that there is only partial consistency between the two groups of hospital-based 

doctors (Consultants and other hospital doctors) in their perceptions of those factors 

which make up the Communication Process Function (page 99). It is as if the other 

hospital doctors define for themselves their own practices concerning communica- 

tion with the patients, patients' relatives and the GPs of the patients. This would 

seem to imply that there may a considerable lack of agreement between Consultants 



and the members of their firms and confusioil among them as to who does what 

when it coines to communication. 

In chapter 4. (Tmble 4-28) it was seen that the task of communicating the diagnosis 

and prognosis to patients falls maiilly on the Consultant or the General Practitioner, 

in fact only in 7% of the cases was it perceived by respondents to fall to a doctor 

other than the Consultant or GP. From Tmble 4-29 we saw that 93 % of Consult- 

ants, 71 % of GPs and 47% of other hospital doctors claim to be definite about who 

is responsible for the communication. This was raised as possible evidence of an 

absence of knowledge as to the boundaries of responsibility for communication, 

particularly among hospital doctors other than Consultants. Furthermore there is a 

lack of evidence of perceived policy about these boundaries of responsibility among 

70.8% of Line B respondents all of whom, by definition of Line B, know that it is 

not likely to be they themselves who have the responsibility of the initial communi- 

cation with patients of his diagnosis. There should be clear guidelines, particularly 

among hospital-based staff, as to who in fact communicates dire news of this sort to 

patients and to their relatives. It must not be left to chance. 

Tilere is also considerable inconsistency within the 'firms' of Consultants. Other 

Hospital Doctors do not invariably agree with their Consultant head of firm in 

matters of communication. As mentioned earlier many feel strongly that all patients 

have an absolute right to know their diagnosis and that patient-knowledge is helpful 

to the patient's well-being. In the absence of any firm policy to the contrary, a 

doctor may therefore feel justified in disclosing to the patient that which the doctor 

believes is helpful to the patient. What is more he may well believe he should tell 

the patient even if he is not aware of any policy as to whose responsibility it is to 

tell. He may do it well or he may do it badly. He may make good communication 

or he may undo good work by another through lack of awareness. There is certain- 

ly a good deal of anecdotal evidence that patients have received conflicting mes- 



sages from different members of the caring team of doctors and nurses. This can 

only lead to confusion of roles in which the patient and the relatives are the losers. 

Those grouped as Other Hospital Doctors are especially prone to this confusion, and 

thus add to the confusion of the patient. It is difficult to see how the patient can 

exercise his 'right to know' when, as doctors themselves report, doctors surround 

that right with conditions which the patient has to meet in order to be told, condi- 

tions of which the patient himself is unaware, nor could he do much about them 

even if he was aware. The conditions some doctors gave concerned their perception 

of whether their patients wanted to know, patients' readiness to be told, patients' 

ability to understand and comprehend fully what they are told. What is more, some 

of the obstacles have a social rather than a medical basis. This does seem like an 

obstacle course for the patients which few, if any, have any chance of navigating. 

It would be worth further consideration of the extent to which the sort of obstacles 

which a doctor puts in the way of a patient knowing his diagnosis and prognosis 

may be saying more about tile doctor's dilemma and his need to hide his own uncer- 

tainty of the way he handles this sensitive issue, than about the patient's readiness to 

be told. The doctor, one suspects, may rather not tell the patient at all than to tell 

hiin badly. 

Once there is a clear designation of responsibility, those so designated can then 

examine their techniques of communication and hopefully improve them if they are 

found to be deficient. As a coordinated group they can use tlleir influence to 

improve the conditions under which this sort of communication with patients and 

relatives is undertaken, pressing 'the system' (the organisation in which they work) 

to give at least adequate time and suitable circumstances, particularly in relation to 

privacy. Either doctors must gain the skills that facilitate good communication with 

their patients and be given adequate opportunities in terms of time available to do 

so, or they must relinquish their right of being the only personnel involved in the 



process of communication. This alternative is dealt with later in this chapter. 

What is also of concern is that it is not always the patient who is told first. It is 

evident from the responses that it is just as likely to be the relative and not the 

patient who is told first, if at all. There was among all the doctors near unanimity 

that patients have an absolute right to know their diagnosis but they were far from 

unanimous in making sure that the patient would in fact know, nor that the patient 

would be the first to know. This would seem at the very least to be inconsistent and 

an undesirable state of affairs and may potentially lead to confusion and additional 

problems for the patient and his relatives. 

As to should be told, the range is from saying as little as possible unless the 

patient insists or asks, and even then the doctor making the value judgment as to 

whether the patient actually does want to know or not. Thus the doctor restricts the 

situation absolutely to telling them the truth and then dealing with the reactions. 

The similar extensive ranges of practice can be discerned for the answers to the 

when, where and how of the communication. 

It is worth considering whether doctors should take the responsibility for initiating 

the topic rather than trying to guess whether or not the patient wishes to know and 

depend mainly on the patient's initiative in asking the right question. Doctors 

would benefit from the more frequent use of counselling skills or enlisting the help 

of counsellors with the skills already and welcoming them in the communication 

process. A reappraisal of the opinion expressed by respondents in this research that 

the doctor alone is the best suited to effect this particular communicatioil is overdue, 

together with a re-examimation of the contextual factors of the process. For exam- 

ple, it does seem to be on the borders of ethical propriety for doctors to be prevent- 

ed by relatives from telling the patient of his diagnosis, as is the case according to 

some respondents. 



It was shown in chapter 4 that other hospital doctors do not hold to the same prac- 

tice and opinion as their Consultants as to how they should deal with the peripheral 

details of communication, that is the factors of the Communication Process Func- 

tion. Indeed the other hospital doctors may hold views contrary to their Consultant 

heads of department in some facets of communication. It would seem that the train- 

ing within a Consultant's firm concentrates on the medical and surgical procedures 

and far less on the techniques of communicating with their patients. That is to be 

expected but it may not be adequate. Better practices in communication need to be 

disseminated but can only receive the attention they deserve through the cooperation 

of the heads of firms, the Consultants. 

Soine General Practitioners feel excluded from the process when it takes place in a 

hospital yet they have still to deal with the patient (if home-based) and probably the 

family. 

It was shown in chapter 4 that in 33 % of cases, particularly among other hospital 

doctors, a record of whether or not a patient has been told his diagnosis is NOT 

kept in the patient's notes. So for a patient who is diagnosed either as an out-patient 

or as an in-patient there is a one in three chance that no one knows definitely 

whether or not the patient knows what the matter with him is; at least if he does 

appear to know there is no evidence as to how he found out, whether he guessed, 

who told him, how long he has known nor whether he has fully understood yet he 

may well be a terminal patient. 

This shows the need for the communication process to be better documented so that 

assumptions as to the patient's knowledge (or lack of knowledge) are not made by 

the hospital staff who deal with him sometimes on a discontinuous basis through 



shift systems, changes in ward or departmental staff and so on. The patient is 

dependent on the efficiency of the system of internal communication of the institu- 

tion if he is to assured that all those who deal with him throughout the hospital 

system are equally aware of what has gone on regarding his case. His last months, 

weeks or days can be adversely affected by insufficiencies and insensitivities of 

coinmunication compounded by inadequate record keeping on the subject. 

Reports in patient files should include particulars of any oral communication that 

has been made, and how the patient has reacted to information imparted to the 

patient, particularly that of his diagnosis and prognosis. A record should also be 

made when a patient's relative is given this information and, arguably the reaction 

of that relative. Certainly a clear indication is needed as to whether the cancer 

patient has been of told his diagnosis and prognosis and, if so, when and by whom, 

together with a record of his reactions, whether they occurred then or at a later 

date. Strict records are kept of all written communications but it is the oral 

colnmunications which are most open to misunderstanding and distortion, or even 

are neglected altogether and of which there is no detailed record kept. These are 

the very communications which can do the damage to a patient's sense of well-being 

for they cannot be shared in an accurate way by the patient with anyone else as he 

relies on memory only and possibly misheard or misunderstood phrases. It is vital 

to the patient and his understanding of his own condition that he and his close rela- 

tives understand what the situation is. The patient may not ask questions at the 

time, may not fully understand, nor respond adequately to the medical communica- 

tor and all these and other reactions may be misunderstood by the doctor as being 

'denial' on the part of the patient. 

Those having the care of cancer patients, particularly in hospitals, should be alert to 

a patient's emotional reactions at critical occasions just as much as to reactions to 

medication or treatment. The critical occasions include the patient's awareness of 



his condition when he is told of it or when he discovers it however it happens; his 

reaction to that awareness is important to note, whatever the reaction may be, a 

'good' reaction is as significant as a 'bad' reaction or no apparent reaction. The 

communication with the near relative is a key occasion too for that is the time when 

the knowledge may then become distorted or a burden to the patient, depending on 

the quality of the relationship between the patient and the relative. It is at about the 

time of these critical events that a patient's psychological and emotional needs 

should be carefully monitored and attended to properly. 

On page 105 it was calculated that there are an estimated 3000 cancer patients per 

year in the Area Health Authority area in the study. Figures as large as this imply 

that the coinmunication process warrants adequate care, consideration, understand- 

ing and, probably, more resources in terms of time and quality of the process itself. 

The question of openness was discussed on page 105 where it was suggested that 

too much responsibility for initiating this is left to the patient. This is a theme that 

will be returned to shortly. In the meantime the conclusions (page 108) which were 

reached from the discussion of the quantitative data made reference to the follow- 

ing: the confusion as to who is in fact responsible for communication with patients 

and their relatives, the differences of practice which are dependent upon the number 

of cancer patients seen by any doctor with the implication that more cases dealt with 

by a doctor does not imply better communication practices (in fact quite the 

reverse). The patient's right to know - a right supported by most respondents, the 

difficulties placed in the way of some patients exercising that right, the lack of 

policies within firms, and the 'telling' of a relative rather than the patient himself. 

With regard to the style (as opposed to the content) of the communication process, a 

continuing move towards a fully reciprocal, symmetrical, cooperative-partnership 



with cancer patients once the diagnosis is confirmed is is to be encouraged and 

hopefully speeded up. This may mean that there needs to be a distinct shift in atti- 

tude towards them once their diagnosis has been made and very special care taken 

to see that the communication is effective and takes the patient fully into the confi- 

dence of the communicator. After all it is the patient who really matters, rather 

than just his cancer. The cancer is not the only focus of attention, the whole patient 

needs to be taken into consideration. 

From the qualitative responses to the second questionnaire (42) it was shown (pages 

171 - 174) that the majority of of doctors addressed a variety of foci in their 

cornmulucation with cancer patients. These were either a combined focus, a se- 

quential focus or a variable focus so avoiding (to some extent) the doctor-centred 

model as their sole model of communication. This is encouraging to those who are 

furthering the cause of the patient-centred approach and it indicates an appreciation 

of the patient's agenda in the doctor-patient communication process. It was further 

seen that 95 % of the 20 respondents to Q2 favoured 'the cooperative partnership' 

model, but this represents only a minority of the doctors in the study as a whole. 

What is of some doubt is the extent of this move towards greater recognition of the 

patient's role, for it is equally evident that doctors still prefer to occupy the domi- 

nant position in the relationship. On the question of time available for effective 

co~nmunication there was a recognition of the existence of a problem but little 

evidence of it being successfully dealt with. Delegation was not widely favoured 

yet, curiously, a larger group accepted the possibility of using non-doctor commu- 

nicators when it was suggested to them, albeit with differing measures of enthusi- 

asm. Evidence in favour of the use of counselling skills was offered by some and 

suggested that they should form part of a doctor's repertoire, suggesting perhaps 

that currently they do not. Certainly anecdotal oral evidence from a number of 

doctors recently in training seems to point to counselling skills not forming part of 

their training, even for those specialising in psychiatry. This should be remedied by 



those responsible for doctors' training. 

There is a lack of enthusiasm among doctors to relinquish their hold on the commu- 

nication process. They not oilly want to control the medical processes and clinical 

management of their patients (quite rightly) but they also are not willing to ac- 

knowledge that help with the time-consuming communication processes is available, 

or if they do acknowledge it, to do so to a very limited degree. Yet there are avail- 

able more people who specialise in communication processes. This has been recog- 

nised in nursing where selected Health Visitors undertake special training in coun- 

selling which they can apply to their work with post-operative home-based patients. 

Hospices have developed training for their staff in counselling techniques and one of 

the distinctions between a hospital and a hospice is the importance which hospice 

staff place on their counselling skills and communication wit11 patients. For many 

patients this process of communication over their diagnosis of cancer and their 

severely limited prognosis is one of the last things that a doctor may do for that 

patient. Thereafter the patient may be moved to another hospital, to another ward 

or to the care of another doctor. So little attention has been given to the study of 

the process of communicating this 'final diagnosis' and its implications in spite of 

the acknowledged enormity of its importance to the patient concerned and to the 

family of the patient. Hospital staff would do well to learn from hospice staff the 

need to better their techniques and understanding. 

The MacMillan Nurses are specialised in their care both as nurses and as 

counsellors for cancer patients and are mentioned particularly by some of the 

General Practitioners. They seem to be welcomed by GPs for their special exper- 

tise in communicating with and nursing patients. Hospitals generally have not yet 

introduced such personnel on their staff. Lay-counsellors, who have skills and 

training and experience if not the medical knowledge of nurses or doctors, may 

have an important contribution to make, for above all things they are concerned for 



the whole person of the patient. Some doctors made a point of the deficiencies in 

medical knowledge of counsellors but there appears to be no evidence that extensive 

medical knowledge is required to respond positively to a patient's emotional dis- 

tress. Counsellors have a training in seilsitively exploring all the person's concerns 

and are frequently made aware through their training and supervision of their own 

lack of knowledge and expertise in specialised fields such as medicine. Their con- 

tribution to the communication process with cancer patients could be enormous 

providing a number of conditions could be met, namely (a) that doctors must give 

up their assumed right to be the only ones capable of communicating properly with 

patients on matters which are not of a medical nature, (b) that such counsellors be 

carefully selected and trained for this speciality as well as being good 'general' 

counsellors, (some may be much more aware than doctors of what it means to be a 

cancer patient, or the immediate relative of a cancer patient if they themselves have 

been in that position), (c) that such counsellors receive professional supervisioil in 

their work and (d) that they be given recognition of their value to such a service 

both in the terms of their employment and their status in the system. 

It is recognised that the medical staff have an exacting job of giving adequate time 

to the medical treatment of their patients and may well think that there is little 

needed to make them into good communicators apart from instinct and commoil 

sense. But in the same way that General Practitioners need to develop a good 

bedside manner, so do those who devote themselves to the more intensive and spe- 

cialised circumstances of hospital-based practice. The use of "doctor as medicine" 

is as vital a gift for hospital doctors to develop as it is for GPs. However doctors as 

a group of people are not the sole possesors of that gift of themselves "as 

medicine". Other groups of workers undoubtedly possess that vital gift and are able 

to use it in the service of patients. 



Summary of conclusions. 

The number of deaths in the UK (1,276,916 in 8 years, 1992 - 1990) makes it a 

major life-threatening illness. The number of cancer patients alone adds urgency to 

research into its causes, treatment, management, prevention and the co~nmunication 

which accompanies all these facets. The public image of cancer is negative. 

The time when the doctor reveals the diagnosis (and prognosis) is a time of great 

stress for the patient and his (or her) relatives and friends. 

Doctors and patients find the communication about cancer difficult. Doctors are not 

always open enough with patients by using euphemisms and avoiding specificity 

about the illness and its potential progress. The ways in which doctors present the 

diagnosis (and prognosis) are currently chosen on an ud hoc basis. Doctors rely too 

much on their patients to take initiatives in the opening up of the com~nunication 

process. 

Some movement from a purely doctor-centred towards a patient-centred model 

when dealing with patients is apparent, as is a movement from a disease-focussed 

towards an holistic model of treatment. 

Doctors and patients perceive 'time' very differently. 

The numbers of cancer patients seen by doctors bear a close correlation to the ways 

in which doctors communicate with patients, and deals with the activities and con- 

texts of their commu~lications; more patients does not mean better communication 

and dealings. 

Patients are not aware of the niceties of the hierarchical system which exists in the 



medical profession. 

Consultants and members of their firms do not follow the same protocols when 

coinmunicating with patients and keeping records concerning those communications. 

There is a lack of agreed policy among Other Hospital Doctors as to who is respon- 

sible for telling patients the details of their cancers and their treatments; decisions 

about 'telling' are too often taken at a personal level and based on ad koc observa- 

tions and often on social and educational grounds rather than on purely medical 

grounds. 

There is a lack of consistency concerning record-keeping concerning oral communi- 

cations with patients both within firms and between firms. 

Doctors acknowledge the rights of patients to know the details of their diagnoses 

and prognoses but do not facilitate tl~e exercising of those rights; many put forward 

questionable reasons for patients not to be told the facts of their cancer. 

The content of doctors communication is variable both from patient to patient and 

from doctor to doctor. Some give the maximum, some the minimum of informa- 

tion. 

Documentation of oral communications with patients and relatives is not consistent- 

ly maintained; documentation of patients' reactions to grave news is patchy; docu- 

mentation of relatives' reactions (where known) is almost non-existent. 

General Practitioners can feel excluded by the hospital doctors from the communica- 

tion process and yet are often involved with patients after treatment in hospital and 



with the relatives of both hospital in-patients and out-patients. 

The reactions of patients who respond badly to information when told of their 

cancer are not always dealt with urgently nor with sufficient communicational skill. 

Doctors appear to be unwilling to relinquish their exclusive right to conduct 

communication with patients; others may be able to do it better. 

Recommendations. 

Although the emphasis throughtout this study has been on doctor-patient communi- 

cation about cancer some of these recommendations could well apply to communica- 

tion about other serious illnesses. 

The public image of cancer needs to be addressed and more emphasis should be 

placed on its treatablity. The short and medium term survival rate could well be 

emphasised rather than the rate of fatality, especially for those cancers which re- 

spond to treatment. If the the public image of cancer were to be improved then 

some of the mystique and fear could well be dissipated and communication about it 

made easier. It is a subject which is not dealt with positively in the media and TV 

drama, in as much as it ever deals with the subject, presents a negative image of it. 

Several 'stars' of sport and entertainment have in recent times been very public in 

their openness about their own cancers and this appears to have improved the image 

of it as being more treatable. 

There needs to be greater openness in the communication with cancer patients and 

their relatives. Anecdotal evidence from several dozens of cancer patients made 

available to the researcher seems to indicate that in the main cancer patients want to 

feel that they are active in the management of their illness and there is some evi- 



dence in the responses from doctors in this study which support this proposition. 

The cooperative partner model posited in this study would seem to offer them an 

opportunity to be active participailts in their treatment. However this needs to be 

accoinpailied with greater openness on the part of clinicians and a recognition that 

patients may now be ready to know more of their illness and its management. 

Clinicians need to be as aware of the feelings of cancer patients as they are of their 

own particularly when disclosing a diagnosis and a potentially limited prognosis. 

They need to empathise with the patient and use communicational skills to enable 

the patient to feel that the clinician understands and appreciates the impact of the 

diagnosis upon the patient and his or her family and friends. 

Clinicians need to take a greater initiative in disclosing the diagnosis to cancer pa- 

tients but with the greatest possible sensitivity towards the patient. Clinicians 

should not assume that a patient does not want to know details unless he or she asks 

for them. Perhaps the opposite assumption should be made, that a patient wants to 

know more unless specific and definite indications to the contrary are given. 

Time must be given to patients to explore the thoughts, fears, anxieties and uncer- 

tainties which they experience throughout the course of the cancer diagnosis and 

treatment. Skilled communication with almost unlimited time available for sensitive 

enabling of patients to respond to the disclosure both immediately and in the longer 

term. This is particularly so in the hospital setting where a patient may be told in 

an out-patient department and have to make the journey back home alone. It also 

applies to in-patients who may well be 'told' by a doctor of a ward round with no 

facilities for sharing their immediate reactions with anyone else. In both cases the 

impact can be devastating for a patient. The General Practitioner has the advantage 

of being able to adapt to the patient's immediate need if the GP is the discloser of 



the diagnosis. The GP can (usually) respond immediately to to a patient's reaction. 

The time required will vary from patient to patient just as reactions will vary but the 

patient's need for reassurance and understanding is paramount. 

In the hospital setting there needs to be greater consistency both within firms and 

between firms concerning policy as to who is responsible for disclosure of cancer 

diagnoses to patients. The absence of policy can lead to either assumptions that 

soineone else has disclosed the information to the patient or that no-one else has 

done so and it is therefore up to the individual clinician to disclose it if he or she 

believes the patient should know. A further consequence is that misunderstandings 

can occur when the patient, not fully understanding one discloser and turning to 

another for clarification, receives a different and possibly conflicting opinion. Not 

only should there be a policy of who discloses but some record should be kept of 

what has been disclosed so that consistency can be maintained. 

It is important that a record is kept in the patient's notes as to when he or she has 

been 'told', what has been 'told', by whom and the circumstances at the time, par- 

ticularly the patient's reaction to being 'told' (or, indeed, if it appears that the 

patient has somehow guessed) together with details as to whether, and how, it has 

been dealt with. Furthermore once the disclosure has taken place the patient's 

emotional condition should be carefully monitored and notes kept of its progress. 

This will enable a 'bad' reaction, whether immediate or later on, to be dealt with 

promptly and effectively. Perhaps less importantly but usefully a brief indication as 

to whether a patient's relative@) have been told and their reaction to the information 

as this, if an adverse reaction, can have an impact on the emotional well-being of 

the patient. 

?'he means by which adverse reactions in patients are dealt with should be carefully 

reassessed to see if they are adequate. This is probably more in the hospital setting 



where in the busyness of out-patient department or ward life it can be overlooked. 

It is necessary to make assessments of the adequacy of time and opportunity, of 

adequate and patient-sensitive personnel with counselling skills being available at 

short notice, of adequate facilities of reasonable privacy for the patient (or relative) 

and 'counsellor' . 

Doctors should reassess whether they are, in fact, the best communicators available. 

Some are very good and some are (from anecdotal evidence) far from adequate for 

the task. Other doctors could improve the skills they have already with training. 

Counselling skills should form part of the training course of all doctors. Doctors 

seem to want to control every aspect of patient management but some aspects of that 

management are not part of their training or of these assessment - specifically that 

of communicating with patients effectively. Some doctors admit that counselling 

has not formed part of their training and, by implication, they communicate and 

counsel by instinct. There has been a substantial improvement in the training and 

availability of counsellors who are selected for their natural gifts of empathy and 

ability to communicate witl~ distressed individuals. Training for some is specifically 

geared to particular groups of people (for example bereaved or traumatised individ- 

uals) and serious consideration should be given as to whether cancer patients should 

be a group which might be included as one for specialisation. Although several 

doctors in this study expressed the opinion that lay-counsellors were incapable of 

adequate communication with cancer patients because of their lack of extensive 

medical knowledge this assumption should be re-examined to see if it is valid. The 

use of non-doctor counsellors is already valued by some doctors who welcome the 

availability of nurses (particularly McMillan nurses) as counsellors. The possibility 

of ising selected, trained and supervised non-medically trained counsellors to aid in 

the sometimes lengthy process of communication with cancer patients should be 

explored further as a matter of urgency, so that adequate training courses and facili- 



ties can be prepared. 

Doctors should facilitate cancer patients to exercise their right to know their diagno- 

sis and prognosis. The 'right to know' is not a concession granted by a doctor 

providing the patient fulfils certain social or educational criteria (as suggested by 

some respondents in this study). The 'right to know' should always be the norm 

and only very rarely not be able to be exercised. Strictly limited criteria to be met 

by patients for them not to exercise their 'right to know' should be laid down and 

they sllould be, on the whole, medically-based criteria. 

Care should be taken to ensure that the General Practioner of a cancer patient 

should be kept informed of the patient's awareness of, and reaction to, the diagnosis 

particularly in the case of patients who are home-based patients. There are cases in 

this study in which GPs have obviously not known on occasions and are therby put 

in a difficult position when they are dealing with the patient or the patient's rela- 

tives. It should be matter of policy that GPs should be kept informed, and not left 

to individual hospital doctors to decide. 

Finally, much more research is required to determine the effectiveness of medical 

coinmunication with cancer patients and various ways of limiting the difficulties 

surrounding it for patients and for doctors themselves. One suspects that there is 

much that is yet to be discovered as to how patients deal with their condition and 

this researcher hopes that one day, in the not too distant future, the 'therapeutic 

value of truth' can be truly evaluated. 

Rretrospective view of the study. 

This has been a study of particular interest to the researcher, an interest enhanced 

by his own personal experience as a long-term cancer patient. It has given a fasci- 



nating insight into how doctors conduct their communication with cancer patients 

and produced unexpected evidence of doctors' sensitivities to the cancer patient's 

situation, for which the researcher is grateful. 

It is a worthwhile topic for research and the general thrust of the prinicples involved 

valid. It has, however, taken too long and has lost some of its impact as a result. It 

would have been improved by concentrating it into a couple of years at most rather 

than the 56 months it has taken. By shortening the time taken it would have given 

the opportunity to send out reminders to would be respondents to the first question- 

naire (Ql) to try to increase the response rate. The 40% response rate was on the 

borders of adequacy and it would have been an improvement to have increased it to 

60% or more. A much higher response rate from Other Hospital Doctors would 

have been of particular value but because Senior House Officers and House Officers 

are on short-term contracts follow-up would have to be undertaken within a t most 

two months at most. An overall increase in response would possible have led to a 

higher number of potential respondents to the second questionnaire (42) also. The 

hope was that the Q2 population would have been considerably higher than in fact it 

was in order that it may be more representative of the initial population for Q1. 

Had the original intention of following up Q1 with interviews been possible that too 

would have enhanced the study considerably. However circumstances made that 

almost impossible in this case and perhaps that aspect should have been more care- 

fully worked out in advance. 

The first questionnaire (Ql) in principle was a valid instrument for research but 

greater clarity of the flow-diagram style may have improved it. For a minority of 

respondents it proved to be too complicated, and had it been clearer it may have 

resulted in a higher valid response rate. Nevertheless the mixing of questions call- 

ing for both quantitative and qualitative responses worked reasonably well and 



added to the interest (or novelty?) of it. A second, possibly larger, pilot testing of 

Q1 may have given rise to other improvements during the later planning stage. 

Rather more questions in Q1 which called for quantitative responses would have 

increased the variables and thus improved the data base on which the Discriminant 

Analysis operated and perhaps resulted in far greater definition and balance of the 

discriminant functions themselves. As it turned out one function (the Work Load 

Function) dominated the other. However the decision to use discriminant analysis 

as a statistical method was well founded and in the event worked reasonable well. 

Possibly the one improvement which the researcher would have wished for was that 

the research had been undertaken by a small team, or as an individual working in an 

institution, rather than as an isolated individual working from home. With a team 

with the resources of an institution on which the members could draw on a day by 

day basis a really large-scale research could then have been carried out and the 

ideas of the whole team would have enhanced the enterprise. 
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Appendix A 

letter from the Area Health Authority granting Ethical Approval 

(name and address of the) Health Authority. 

Ref: PNN/EAS/NW 

26th May 1989 

Mr A F W Skinner 
50 Honeysuckle Lane 
Creekmoor 
Poole 
Dorset 

Dear Mr Skinner, 

Submission No. 115/89 - "The therapeutic value of truth": 
a study of the efficacy of open communication between the 
medical team and the adult patient in the matter of 
diagnosis and prognosis of some life-threatening cancers. 

The Joint Ethical Sub-Committee considered the above 
application at its recent meeting. I am pleased to 
inform you that there were no ethical objections to this 
study. 

Should any unforeseen problems arise of either an ethical 
or procedural nature arise during the course of this 
research where you feel that the Joint Ethical Sub- 
committee may be of assistance, please do not hesitate to 
contact me. 

I would be grateful if you could complete the enclosed 
questionnaire, and for ward it to  --- , Assistant 
Secretary, University Administration. This is necessary 
to adhere to University procedures on insurance cover. 

Yours sincerely 

Dr --- 
Honorary Secretary 
Joint Ethical Sub-Committee 



Appendix B 

Letter to potential 
respondents 
accompanying the 
First Questionnaire 
(Q11 



Appendix B 

Letter to potential respondents which accompanied the First 
Questionnaire (Ql) 

Telephone: 
(0202) 604727 

50 Honeysuckle Lane, 
Creekmoor, 
Poole, 
Dorset 
BH17 7YZ 

10 November 1989 

Dear--- (individually addressed) 

Post Graduate Doctoral Research Project 

As a Ph.D. student I write seeking your cooperation in 
my research concerning the process of communication 
between clinicians and those of their patients with a 
diagnosed life-threatening cancer. 

The first phase of the research is based on primary 
data to be obtained from responses to some 200 clinical 
staff (Consultants, G.P.s, Registrars, House Officers, 
Ward Sisters/Charge Nurses) to the enclosed 
questionnaire. 

This letter and the questionnaire has already received 
the approval of the appropriate Ethical Committee. 

You have been chosen as a potential respondent as a 
clinician from the list supplied by your Health 
Authority. 

You are invited to complete the enclosed questionnaire 
which is in two parts. Part is the substantial part of 
the first phase of the research and will remain anonymous 
for respondents who wish to go no further. This is 
clearly indicated on page 8. Part B is an invitation to 
respondents to cooperate with the researcher into the 
second phase of the enquiry which will involve follow-up 
of the information gathered from all the responses to 
Part A. 

For your information my research supervisors are: 

Dr.Jennifer Hughes MRCP,MRCPsych, Senior Research Fellow, 
Department of Psychiatry, University of Southampton. 
Te1:(0703)634288 ext 2540 

/continued...... 



and Prof.T.J.Wheeler PhD,FSS,AFBPsS,CPsychol, 
Dorset Institute, Wallisdown, Poole, Dorset. BH12 5BB 
Tel:(0202)524111 ext 5351 

who have indicated their willingness to be contacted by 
any potential respondent wishing to check up on the bona 
fides of the researcher. 

I thank you in anticipation of you kind cooperation and remain 

Yours sincerely, 

(signed individually) 

AFW Skinner BSc Hons (London), MA (Leeds) 
enclosure: reply paid envelope 
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Post-Graduate Doctoral Research Questionnaire 

The questionnaire is designed as a flow-chart for simplicity of completion. 

At question 3 (on page 2) the line of questions divides according to whether your answer to 3 is 'yes' (in which 
case please follow the upper line of questions 4a through all the questions with a white background) or 'no' (in 
which case please follow the lower line of 4b through all the questions with a light grey background). 

The two lines of questions come together again at the end on page 7. 

Researcher: A. F. W. Skinner, B.Sc., M.A., 
50 Honeysuckle Lane, 
Creekmoor, 
Poole, 
Dorset BH17 7YZ 
Tel: (0202) 604727 

Research Supervisor: 
Professor T. J. Wheeler, PhD, FSS, AFBPsS, C.Psycho1, 
Dorset Institute, 
Wallisdown, 
Poole 
Dorset BH12 5BB 
Tel: (0202) 5241 11 ext. 5351 



1. Please indicate your Medical 
status in the health care system. l 

Part A 

Consultant? Speciality? 

...................... 

* 
General Practitioner? b 

I 
-. 

T 

Ward SisterICharge Nurse? Ward Speciality? -b 

Please give an estimate of the actual 
number per year of your patients 
with a diagnosis of a life- 
threatening cancer? 

+ 

2. Would you expect, in the normal 
course of your work, to have to 
deal with patients with cancer? 

Other member of Medical Team? 

This questionnaire obviously 
does not apply to your clinical 
work and I regret wasting your 
time. Please return it in the envelope 
supplied. Thankyou. 

I END I 

...................... 
no 

Status? + 



4b. If you would not, in most cases,be the first person in the Medical Who (by status) is responsible for it in 
Team to disclose the diagnosis to the patient, is there a general policy 
in the Medical Team, of which you are a member, that this kind of .......................................... 
communication is effected by a particular membea of the Team? .......................................... 

I 

4a. Do you have a policy of 5a. Do you regard this as an Do you have a policy of 
personally being responsible essential element of your 'telling' every patient? 
for the fust communication of no medicaVclinical responsibility? 
the diagnosis to the patient? no 

no 

I 
f 

- 

Yes f If you do NOT 'tell' every patient what criteria do you use to differentiate between 
those you would 'tell' and those you would 'not tell'? 
.......................................................................................... -- 

+ 
.......................................................................................... 
.......................................................................................... 3. Would you, in every case, 

likely to be the FIRST member .......................................................................................... 
of the Medical Team to 
communicate the diagnosis to \ J 
the patient? 

I 
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l l a  Is the fact that the patient Is any record kept of the 
has been 'told', has asked, Patient's immediate or later 
has found out, recorded in reaction to the information l 12.a Is there a general policy in the 

Medical Team of which you are 
a member that the close 
relative(s) of a Patient is told? 

9 

Who (by status) is responsible for 
effecting the communication? 

How is a 'bad' reaction handled? 
By whom, how, when etc? 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

.................................. 

Please go to next page b b 





Part B 
This is for those who would like to continue helping this study by making 
a mutually convenient opportunity to extend the scope of this enquhy. 
This would require you to forego your anonimity in order that further contact 
may be made with you. 

Would you prefer to go to the next stage by: 

Yes 

a) a further questionnaire with more open-ended questions? 

b) an appointment with the researcher at a time and situation 
convenient to you? 

Yes 

c) a) followed up by b)? 

d) any other method? (please specify) ........................................................... 

In order that contact can be made with you, please indicate details below: 

Title and Name .............................................................................. 

Address for contact .............................................................................. 

Telephone number through which an appointment with you may be arranged. 
(please state Area Code or Exchange Name) 

Thank you for your co-operation. I shall make contact with you again. 
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Appendix D 

The letter accompanying the Second Questionnaire (42) 

Telephone: 
(0202) 604727 

50 Honeysuckle Lane, 
Creekmoor, 
Poole, 
Dorset. BH17 7YZ 

13 March 1990 

"Telling the Patient with Cancer" - Post-Graduate 
Doctoral research project (Stage 2) 

I am most grateful for your indication of 
willingness to enable follow up my enquiry of 
last November. There has been a good response to 
the first stage and this open-ended questionnaire 
arises from the responses received. 

Your cooperation in giving me as much detail as 
you feel you can in this questionnaire will be 
much appreciated. My enquiry has re.ceived the 
approval of the appropriate Ethical Committee. 

Any responses used in a thesis or other 
publication will be in non-attributable form. 

If you also indicated a willingness to be 
interviewed (this is indicated in the heading of 
the questionnaire) I hope to contact you again 
through the channel you indicated to make an 
appointment in the period between Easter and 
Autumn. 

A prepaid reply envelope is enclosed. Thank you 
in anticipation of your help. 

Yours sincerely, 

A.F.W.Skinner BSc MA 
Researcher 
encl: prepaid envelope 
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Appendix E 

The Second Questionnaire (42) 

"Telling the Patient with Cancer" Research Project (stage 2) 
Questionnaire. 

(In stage 1 "Telling" was defined as the initial disclosure to the 
Patient the diagnosis and prognosis; 
the "Patient with Cancer" was defined as normal adults with an alrea 
diagnosed life-threatening cancer) 

Follow on reference no........ 

If previously also agreed to meet by appointment ........ YES / NO 

Status........................ 

1. There are some indications of differences in view-point between 
Clinicians in respect of the main focus that they adopt in dealing 
with Patients (as defined) 

( a) Symptom/treatment/disease focus 
as against 

person/knowledge of patient/family/social circumstances of patient 
focus . 

Please give your personal views in this context. 

(b) Putting the emphasis on curing the patient 
as against 

being more concerned with the patient's emotional condition 

Please give your personal views in this context. 

/please continue overleaf..... 

226 



2. There appears t o  be a d i s t i n c t i o n  between t h o s e  Doctors who see 
t h e i r  cancer  p a t i e n t s  as coopera t i ve  p a r t n e r s  i n  t h e  overcoming of 
t h e i r  cond i t i on  who need, t h e r e f o r e ,  t o  be t o l d  as much as p o s s i b l e  
about t h e  s i t u a t i o n  

compared with 
t hose  Doctors who i n d i c a t e  t h a t  t h e  management of t h e  cond i t i on  i s  
wholly o r  mainly t h e  Doc tor ' s  concern and t h e  p a t i e n t ' s  coopera t i ve  
p a r t n e r s h i p  i s  i n c i d e n t a l ,  h e l p f u l  i f  p resen t  bu t  no t  e s s e n t i a l .  

P lease  g i ve  your persona l  views i n  t h i s  con tex t .  

3. ( a )  Respondents f requen t l y  commented on t h e  t i m e  f a c t o r  - t h a t  
t i m e  must be devoted t o  t h i s  communication p rocess  y e t  a l s o  say ing  
t h a t  t h e  requ i red  t i m e  j u s t  i s n ' t  a v a i l a b l e ,  whether i n  h o s p i t a l ,  a t  
ou t -pa t i en t  c l i n i c s  o r  i n  genera l  p r a c t i c e .  

P lease  g i ve  on your persona l  views i n  t h i s  con tex t ,  i nc lud ing  any wa 
i n  which you have reso lved  t h i s  apparent  c o n f l i c t  over  a v a i l a b i l i t y  
and use of your t i m e .  

/ p lease  con t inue  ove r lea f . . . . .  

227  



(b) The suggestion that trained and experienced Counsellors 
(under medical supervision, particularly in general practice) may 
play a useful role in this was made by several respondents. 
What would your response be to such a suggestion? 

(c) Mention was frequently made of other essential but scarce 
resources such as privacy, suitable surroundings, opportunity, 
reliance on nursing staff to work through the 'life-threat' issue wi 
patients AND their relatives. 

How do you personally handle this dilemma of essential requirements 
outstripping acceptable resources? 

4. What, in your experience, is the most problematic aspect of 
communicating the diagnosis and prognosis to a patient (and/or rela- 
tives) who has a diagnosed life-threatening cancer? 

Thank you for your help and the time you have devoted to answer 
these questions. It is much appreciated. 

228 
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Appendix F 

Qualitative responses to the first questionnaire (Ql) 

Notation: 

The number preceding an entry refers to the reference number of the respondent in 
the first database of qualitative responses. 

Words in square parentheses [word] are assumed to be omissions from responses 
and have entered by the researcher to increase clarity of meaning. 

Words in curved parentheses (word) are the respondents' own entries. 

In entries of (---?)(unreadable) the first bracket contains an unreadable word or 
word or phrase. No attempt has been made to substitute suitable words in place of 
the entry. 

(?) following a word indicates that the respondent's script is unclear but the most 
likely word based on its appearance has been entered. 

RESPONSES. 

Page 2. Line A: '..what criteria do YOU use to distinguish between those you 
would 'tell' and those YOU would 'not tell'?' 

CONSULTANTS 

035 I tell most patients but there are, in my view, patients who prefer not to 
know. I give all patients the opportunity to ask the question "Do I have cancer?" 
and give them an honest answer. 

039 When on broaching the subject or symptoms or possible differ. .(unreadable) 
diagnosis the patient consistently gives negative signals. 

203 It is not as clear as "tell/not tell" division would imply. Simple basic 
information -'growth1, 'no cure' - is supplied with 'leading answers' which 
hopefully allow the patient to ask as much as they want to know. All questions 
answered honestly. 

208 If I'm away, or if a member of my team wishes to tell a patient, this will 
happen. 

209 Those who ask are told. Some of those who do not ask do not want to know - 
so I don't tell them. 

219 The answer is really 'Yes' but only after first discussing with nearest relative 
who may wish to be the first to tell the patient. 

220 None; I ALMOST tell all and leave them to acknowledge that they wish to 
have the EXACT diagnosis spelt out to them. 

227 It depends on age group and initial life expectancy and if inoperable or NOT 



amenable to therapy 

SENIOR REGISTRARS NIL responses 

REGISTRARS 

007 No specific criteria. Depends on which Consultant is requested by patient. 

SENIOR HOUSE OFFICERS 

020 Mentally disabled psychotics are usually not informed. 

HOUSE OFFICERS NIL responses 

GENERAL PRACTITIONERS 

302 I would like to 'tell' every patient but am occasionally prevented by patient's 
family 

303 Depends on gut reaction - the longer I have known the patient the easier the 
decision is to make. 

304 I tell 95 % of patients. If relatives were very definite that patient should not be 
told and I agreed it would not be appropriate I would not tell. I always tell if asked. 
I would only NOT TELL if I thought the patient could not face up to it 

3 1 1 [I] tell all the patient wants to know at that time. I generally encourage pa- 
tients to ask questions and to know the diagnosis 

312 I tell those who ask to know, or who I think are ready to know, or whose 
relatives think (patients?) want to know. 

313 Either they have been told by consultant. If I tell them I try to assess they 
wish to be told. 

319 I try to assess whether the patient wants to know or not. 

325 Willingness and readiness of patient to "hear" such information. 

327 ("every/most" contradiction pointed out) For those I DO tell first (depends on) 
stage of illness, understanding of patient, his needs/questions and views of relatives. 

328 I tell most patients. 

331 I try to assess how much the patient wants to know from his own questions and 
the feeling of his family. 

332 Sometimes the diagnosis is unknown and patient referred to Consultant who 
will tell Patient. Some patients do NOT want to know. 

335 [Depends on patient's] mental state, age. relatives wishes. 

345 with socially isolated patients (those living alone) I try and contact the nearest 
relative before telling the patient. 

346 My policy is almost 100 % telling but it is impossible to be totally arbitrary 
about such a policy. Most people can be told the truth but occasionally this would 



not be appropriate. This is a subjective decision usually taken [with] other family 
members but not totally influenced by them. 

349 1 make a point of asking the patient at an early stage whether or not they want 
full disclosure of the results of my investigations. Almost 100 % request full 
disclosure. If they say "keep it to yourself doctor" then I respect their wishes. 

350 Those who want to know. 

35 1 No criteria - previous knowledge of patient and feedback from them - i.e. 
direct questions etc. 

353 sometimes family pressure but normally patient request "I do not want to 
know". 

354 Often have been 'told' by hospital but I need to clarify the situation and calm 
the patient plus family. 

356 Negotiation with patient re- willingness to be "told". 

358 I would choose a time when the patient communicates his readiness to be told - 
i.e. I would start with hints. The patient has a right to know and a right to decline 
to know. 

501 Decision would be based on "testing the water" approach in finding out what 
patient feels about the illness, absence of attempts at curative treatment, relatives 
opinions etc. 

505 My knowledge of patient - I will always try to tell in the long term - not 
necessarily at point of diagnosis 

507 I ask what they want to know - a small number of patients have made it very 
clear that they don't want to be told about life-threatening disease and its prognostic 
details. 

508 Those who are demented. I usually use the word "growth" or "swelling" - 
only talking about CANCER if the patient indicates. 

510 Patient choice - if they indicate strongly they do not wish to discuss diagnosis 
further - this is rare. 

5 1 1 [I tell every patient] sooner or later 

512 Often they are told in hospital, otherwise I would try to be the person to tell 
but a partner may see them. 

5 14 I listen to verbal and non-verbal messages given by patient and very 
occasionally keep my mouth closed if I believe it is what the patient is requesting. 

Page 2. Line B: 'who (by status) is res~onsible for "telling" the Patient the diagno- 
sis/prognosis? ' 

CONSULTANTS 

002 Consultant dermatologist. 



207 ConsultantIRegistrar 

2 1 1 In the vast majority of cases the diagnosis is known to the patient PRIOR to 
referral to our unit 

212 Myself or Senior Registrar 

219 In some cases the Senior Registrar 

220 USUALLY myself 

222 MYSELF AS CONSULTANT; when unavailable to be the first person to 
communicate then it would be next in seniority i.e. Senior Registrar. 

SENIOR REGISTRARS 

005 Consultant, SR or Registrar 

215 Which ever ConsultantISR sees patient firsdmain dealings with them 

22 1 Consultant, Senior Reg. or Registrar. 

REGISTRARS 

009 Consultant 

0 17 Consultant 

SENIOR HOUSE OFFICERS 

012 at present the Consultant or Sen Reg. But previously no policy in my previous 
jobs 

0 19 Consultant or Senior Registrar. 

02 1 Consultant 

HOUSE OFFICERS 

037 Consultant 

207 ConsultantIRegistrar 

GENERAL PRACTITIONERS 

315 Whichever GP (of 5) has been dealing with the Patient's illness. 

317 I may well discuss the possibility of cancer with patient before referral but 
confirmation is usually made by hospital specialist 

3 18 may be communicated in hospital admission [otherwise] - myself! 

331 But in my team GP [is responsible for telling] but often diagnosis made in 
hospital and patient informed there 

337 If by my team you mean within the practice - I should be responsible. 



338 By patient's own GP 

506 If I make the diagnosis then I tell the patient. 

509 as a GP I often get the information sent second-hand 

5 16 Hospital Doctor confirms the diagnosis. 

5 19 The GP partner responsible for major management of the disorder. 

521 Member of team who has made diagnosis and has full knowledge of diagnosis 
and condition, which could be myself or hospital consultant. 

525 (a) May be done by hospital team (b) sometimes by me; yes though since my 
diagnosis is usually provisionally and not confirmed by histology etc. Usually 
hospital consultant will confirm diagnosis and may then inform the patient. 
Otherwise it may be me. 

page 3. Line A: 6a. '..details of how the disclosure has helped / NOT HELPED / 

CONSULTANTS 

002 Cooperation. NOT HELPED - worry unnecessarily 

003 Awareness of disease allows patient to make rational decisions regarding own 
management. 

004 Forward planning - know they are not being deceived 

013 Allows sensible planning of treatment and patient's future 

022 Many patients are having supplementary treatment and have to understand why 

023 Think positively about the future - feel relieved after uncertainty. NOT 
HELPED - may demoralise the elderly who live from day to day 

028 Usually definitive diagnosis of AIDS which sometimes relieves the uncertainty 
associated with pre-AIDS syildrome 

034 Set their affairs in order. NOT HELPED - hastened death due to development 
of depression and withdrawal 

035 One is able to continue on "honest" relationship 

039 frequently helpful in planning time left and arrangements for spouse etc. NOT 
HELPED - very occasional resentment and reluctance to cope with life left 

201 Free from an atmosphere of lying and deceit. NOT HELPED - if diagnosis 
may imply an unquantifiable prognosis 

202 You must have trust between Patient and doctor. Patients usually know the 
diagnosis anyway. 



203 Relief at end of uncertainty. NOT HELPED - by created distresstanxiety 
(fear?) 

204 Reduces fear of the "unknown". Allows them to talk openly to spouse, family 
etc. 

208 Removal of distrust. Easier communication afterwards with patients and 
relatives. NOT HELPED - occasional patients unable to take the news 

209 VERY subjective judgment. i.e. personal opinion. I think they wanted to know 
- they have to plan their lives 

210 By making aware of his condition, future management of his disease and future 
personal plans are better implemented. 

21 1 It is, in most cases, unethical not to disclose diagnosis 

213 Patient becomes integrated and part of the clinical management 

219 Relief at correct diagnosis; able to communicate with spouse/children 

220 (a) Clarify uncertainty (b) Preparation for the future (c) Easier future 
communication. 

223 Confidence in medical attendants enhanced by honesty 

227 Necessary to inform if patient has surgerytchemotherapy. NOT HELPED - if 
palliative treatment only may not help to inform patient of its progress(?) 

SENIOR REGISTRARS 

006 Organise their lives - plan for the future. NOT HELPED - unnecessary rapid 
decline in health 

2 15 Partial relief of anxiety - "fear worse than knowledge" 

216 No lies perceived by patient if doctor truthful! Able to settle affairs. Diagnosis 
often easier than fear of diagnosis. 

224 Some patients are able to plan to enjoy the remainder of their lives etc. NOT 
HELPED - when others (ie other patients?) cannot cope with the knowledge 

REGISTRARS. 

007 Informing at diagnosis 

SENIOR HOUSE OFFICERS 

020 Patient agrees and consents to undergo extensive treatment 

HOUSE OFFICERS. 

2 18 Patients are generally relieved to know what exactly is the cause of their 
illness. 

GENERAL PRACTITIONERS 



302 able to discuss with family; occasionally unable to tolerate diagnosis. 

303 It helps them make financial and other arrangements 

304 Removal of uncertainty 

307 Almost without exception patient(s) respect HONESTY and "want to know" - 
plan for future - family relationships maintained. NCrr HELPED - depression, lack 
of hope for the future. 

308 Improves communication with patients and relatives and leaves patient in 
charge of their own destiny and health. 

309 Initial shock but then gradually gets to accept the fact and can plan future. 

3 10 No secrets, sensible planning. Time for honesty. 

3 11 Usually they suspect strongly anyway but are afraid to talk about it - no longer 
a fear of the unknown. 

312 It helps them prepare for the future. 

313 Acceptance of condition. NCrr HELPED - no hope left. 

3 14 Relief [for] those who want to know. NOT HELPED - Those who are anx- 
ious and fearful. 

3 18 Relief from a [partial] diagnosis being made. NCrr HELPED - by fear of 
cancer 

319 Some feel relieved, more at peace to know something they are anxious about, 
fear of dying etc.etc. NCrr HELPED - some immediately lose hope and the will to 
live 

32 1 Allows patient (---?)(unreadable) improve emotional and practical matters. 
NCrr HELPED - some patients are even more temfied when told the diagnosis 

323 Easier for everyone to be able to talk about it and help management 

325 Awareness leads to facing up - eventually acceptance we hope after the 
Kubler-Ross steps. NCrr HELPED - leads to despair, depression. Sometimes 
disclosure is forced on patient e.g. having DXT [deep x-ray treatment] 

327 Close understanding especially with carers. Made to be honest with carers. 
Able to plan life. Understands reason for not improving 

328 Enables them to understand why they feel ill or at least why they need 
treatment 

330 Gets rid of some anxiety, makes things easier to understand. NCrr HELPED 
- when fear etc. not always excluded 

331 Clears the air, honest consultations, no subterfuge with the family versus 
patient 

332 (a) Making plans (b) Renewing relationships (c) working through acceptance 
of the diagnosis. NCrr HELPED - (a) fear and refusal to accept news (b) anger 



towards doctor and relatives (c) depression 

335 Plans before death. NOT HELPED - feeling of hopelessness. Depression 

339 Problem is open between us 

341 Able to plan [for future] Most will approach the (---?)(unreadable) 

343 Face reality. Stop lies - doctor - relative. Face life issue 

345 By warning them what lies ahead (treatment and prognosis) 

346 Usually after initial reaction makes relationships easier with family and 
doctors. NOT HELPED - some descend illto fear and depression. 

347 Ensures honesty in relationships between patient, medical team, carers and 
relatives 

349 Open discussion of symptoms, treatment and management. "No games". 

350 Self awareness. No deceit. NOT HELPED - (---?)(unreadable) 

35 1 Shared problem - future plans. Anxiety. NOT HELPED - none specifically 
noted 

353 Able to discuss with us openly and relatives 

354 Able to get 'affairs' in order. Stop anxiety regarding diagnosis. NOT 
HELPED - become more anxious and often terrified of death 

355 Able to plan the last few months NOT HELPED - not able to cope with 
diagnosis 

356 Allows mourning, allows practical steps -wills etc. Allows affirming 
relationships. Alliance in therapy. 

358 enabled them to make plans and to get realistic objectives re how they can be 
helped 

501 Although initially there may be upset, the honesty which then pervades in(?) 
[the] communication, preparation for the future, helps 

504 They have thought of the possibility anyway 

505 Easier to talk, family involvement, planning, care. NOT HELPED - 
informing against patient's expressed wish "not" to know 

507 wish to share with those close to himlher. NOT HELPED - avoidable 
depression and anxiety in those in whom denial was an important mechanism for 
coping 

508 satisfied curiosity, ended uncertainty. NOT HELPED - fear, despair?? 

5 10 In end reduces anxiety, aids family communication, life review etc. 

51 1 often stops worry about failure of progress and clears air for discussion with 
relatives 



5 12 Often helps the patient to talk frankly with relatives. NOT HELPED - very 
occasionally it has caused a loss of confidence and communication 

5 14 Worry about unknown and imagination is often much worse, and allow ---? be 
as positive as possible 

5 15 It clears the air and enables "honesty" and facing(?) of emotions and therapeu- 
tic decisions 

518 Eliminates "collusion" and aids an honest Doctor-patient relationship, 
facilitates "forward planning" etc. 

5 19 The patient has an opportunity to adjust to diagnosis, prognosis, lifestyle 
decisions and involve relatives as need be 

520 Allows honesty on both sides and makes treatment much easier 

522 I don't believe any patient is so stupid as to miss the air of conspiracy 

Page 3. Line A: 7a. 'At what stage of contact with ~atients would vou generally 
disclose the diagnosis and its order of seriousness?' 

CONSULTANTS. 

002 At diagnosis but I "talk up" prognosis e.g "It needs treating seriously but we 
think we can cure you" 

003 Diagnosis - At time of confirmation of diagnosis. Order of seriousness - 
before or during treatment [or] in response to patient 

004 on histology 

0 13 first contact 

023 at first contact 

028 as soon as diagnosis confirmed 

034 Usually with elderly only if they specifically question or need to alter their 
affairs 

035 Very soon after firm diagnosis 

039 On confirmatory diagnosis - necessary to discuss treatment options. 

20 1 Too many variables to comment. VERY rarely at first. 

202 At beginning 

203 As soon as diagnosis is confirmed 

204 After histology 

208 Once histology is known 



209 When asked or when I am certain - certainly before I start intensive chemo- 
therapy. (Respondent asks 'histology' or 'haematology' in question) 

210 First contact after receiving the histology and second contact after completion 
of his treatment 

2 1 1 Preferably before treatment 

2 13 When histology is at hand 

2 19 When diagnosis is definite 

220 (respondent added ?? at '1i;fe-threatening ' in the question) After histological 
confirmation of diagnosis 

223 When diagnosis firmly established and treatment course has been or about to 
be decided 

227 Initially - early once diagnosis is reached 

SENIOR REGISTRARS 

006 after receiving histology for diagnosis, after prescription for prognosis 

015 at first contact, by which time histology etc. is usually available 

2 15 Before cytoxic chemotherapy 

2 16 After staging and positive biopsy 

224 When histology is received 

REGISTRARS 

007 as soon as histology is available 

0 10 First contact after histology 

SENIOR HOUSE OFFICERS 

020 At first contact after I have received the histology report 

HOUSE OFFICERS 

218 As a GENERAL rule, what you know for certain, you should tell the patient 
as soon as it' S appropriate 

GENERAL PRATITIONERS 

302 soon after certain diagnosis 

303 when the diagnosis is firmly made 

304 when diagnosis is definite or 95 % definite on clinical grounds. 



307 Once the diagnosis is certain beyond doubt 

308 At first contact after you have received the histology report confirming the 
diagnosis 

309 Usually at first contact. 

3 10 First contact 

3 1 1  Patient encouraged to ask questions about diagnosis - inforination given 
accordingly - usually after confirmation of diagnosis. 

312 At some time during treatment - depending on clinical judgment of when the 
patient is ready for the news. 

3 13 Very variable. 

314 It depends on patient and circumstance. 

319 lMk to the patient, assess the time that to break such news would be 
appropriate 

320 After histology 

321 I usually "taper" the disclosure, trying to be honest 

323 During treatment usually 

325 No particular time. Patient has to be ready 

327 When they have been discharged from hospital or if further therapy is not 
indicated 

328 Before treatment begins 

330 Before treatment 

33 1 At the start 

332 Before treatment begins 

335 At first contact after histology 

339 Beginning 

34 1 Depends on many factors 

343 Having received histology 

345 Report confirming diagnosis 

346 As soon as possible 

347 Generally as early as possible after diagnosis 

349 Before treatment 



35 1 Depends on each individual case 

353 First contact after histology 

354 Before treatment begins 

355 Before treatment 

356 All depends on patient for negotiation - usually early - exploring implications 
may be later 

357 During treatment or if patients ask. 

358 Normally after histological confirmation. 

501 at first contact or as soon after as possible 

504 As some time before or during treatment 

505 Depends on patient. Usually once diagnosis has been confirmed 

507 No particular point - when the patient indicated a wish to know 

508 Answer direct question 

5 10 at first or second visit 

5 1 1 generally first contact 

512 No fixed rule. I will discuss it when the time is right 

514 just when appropriate for individual person and situation 

515 I don't disclose the "life threatening" nature of diagnosis initially. I try to 
emphasise positive points first. The life threatening nature is discussed eventually 

5 18 Depends on the extent of disease, prognosis etc. and what treatment is planned 

5 19 When I have confirmation of the histological diagnosis, having mentioned 
POSSIBILITY of diagnosis beforehand 

520 Usually as soon as possible, although it may depend on age and how ill the 
patient is. 

522 I generally prefer to have firm evidence (preferable histological) before I 
confirm diagnosis 

523 Discuss POSSIBLE diagnosis of cancer when initiating investigation or referral 

page 3. Line A: 8a 'If the decision when to disclose depends on factors other than 
the stage of treatment. what factors are taken into account?' 

CONSULTANTS 

003 Patient's request for information 



004 histology, site, age, family, mental status, general fitness 

022 Depends on individual patient - initial explanation or surgical finding - then 
histology plus any other investigations, CAT scan etc. 

023 ?WHAT IS MEANT? 

034 Attitude of elderly patient to illness 

035 We try to have as much information as possible before discussion so that 
prognosis can be discussed as fully and honestly as possible 

039 Outlook, options for treatment, dependents, philosophical approach of patient. 

201 (a) Apparent shortness of prognosis. (b) Need for adjuvant treatment. (c) 
ABOVE ALL knowledge of the patient. 

203 Availability of relatives to give support. e.g. if they are away for a while 
disclosure may be deferred 

206 Patient must be alert enough to take in this information. I cannot think of 
co~ltraindications otherwise 

208 Usually the presence of spouse or close friend is desirable 

209 If someone is young and has to organise their life I always tell them. If they 
are old with a fatalistic attitude I may not. 

210 (a) Patient's psychological state. (b) Family background 

21 1 Patient's personality and social support available to them (family etc) 

223 Personal situation of patient e.g. spouse wanting to be present, home situation, 
next of kin etc. 

227 depends on treatment being given 

SENIOR REGISTRARS 

215 Depends a bit on patient's age and likelihood of being made unwell by 
prescription 

216 If potential malignancy present I usually hint at this early in the proceedings 

224 We try to determine whether or not the patient wants to be told the diagnosis 
by having a general discussion which provides the possibility of asking "have I got 
cancer? " etc. 

REGISTRARS. 

010 can the patient's current mental state stand it 

SENIOR HOUSE OFFICERS NIL responses 

HOUSE OFFCIERS 



218 Prognosis; family support; level of enquiry into hislher illness shown by the 
patient 

GENERAL PRACTITIONERS 

302 Often I speak to the family first (or more frequently they approach me - 
especially if the diagnosis has been made in a hospital environment) 

303 Speed of deterioration 

304 Family advice and if the prognosis is long, it may be reasonable to withhold 
diagnosis for some time 

308 Pressure from relatives. Poor communications by hospital staff. 
Psychological "blocking" by patient when discussing the diagnosis. 

309 Personality of patient, whether he can take facts at that particular time. 

31 1 When patient is ready to know more - information given in stages as asked. 

3 12 Patients resilience. S upport of relatives. 

3 13 Family - state of health - likely personal reaction. 

3 14 Patient's personality. Anxiety level. 

319 Whether the patient - in my opinion - wants to know what is going on. Some 
don't and some give up the moment they are told. 

320 Emotional state 

321 (a) Finding the right moment. (b) How well I know the patient. (c) The pa- 
tient's statements and non-verbal communication 

325 Questions by patient. Family problems. Special treatments - chemotherapy, 
DXT [deep x-ray treatment] force(?) awareness 

330 Personality, level of support, likely effect of treatment, side effects of 
treatment, chance of cure. 

331 How ill the patient is i.e. how much information they can assimilate 

332 (a) whether treatment is still in doubt i.e. full extent of disease is not known 
(b) readiness of patient to accept the diagnosis 

341 Disease, personality of patient, views(?) of relatives 

343 Emotional 

345 When I know that adequate family or social support is available 

346 Patient's state of mind. Availability of support from friends or relatives 

351 Length of expectation and severity of present illness 

354 (a) Family circumstances (b) Pre-morbid personality (c) Stage at which 
cancer etc. is diagnosed (d) wishes of the family 



355 Family. Work. Age of patient 

356 Does patient ask? Does patient decline discussion? Prognosis/urgency. Other 
relationships. (Wage earner, parent etc) 

357 Relative['s] views, age of patient, general health. 

358 The patient's expressedlimplied wishes. 

501 Occasionally the decision might be delayed if I do not know the patient well, 
and I would allow time for us to get to know each other slightly better before telling 

504 ?b find an occasion as early as possible after I have confirmed diagnosis 

505 AGAIN my personal knowledge of patient, and patient's own state of 
knowledge and insight. NEVER LIE to the patient. 

508 I give the information that is requested 

5 10 Patient wishes. The details being available to me. Whether I have the time on 
a particular visit. 

5 12 (a) Patient's attitudelquestions (b) Communication at home i.e. is the lack of 
a diagnosis a block to relatives talking (c) mental state 

514 Often when they give me an opening or take up my opening and depending on 
how they are doing 

5 15 Wrong information from other sources. i.e. " helpful neighbours". 

5 18 Qpe  of tumour, prognosis, amount of treatment involved, family 
circumstances and wishes etc. 

5 19 1 do my best to put prognosis into perspective - asking specialist for guidance 
if appropriate. If the prognosis is good I reinforce this. If not I am as gentle as 
possible in putting the facts so the patient can plan life left pragmatically. Involving 
the patient stepwise in arriving at the position (several interviews may be required) 

520 In the elderly may not always be necessary. If there has been any "curative" 
treatment e.g. surgery. If the patient specifically asks not to know 

522 Certainty of diagnosis only - sometimes I will discuss the possibility 
beforehand preferably if I suspect the patient has considered this likely himlherself 

523 Patient wishes (explicit) or attitude (implicit) 

page 3. Line B: 5b. 'How is a "bad" reaction to this knowledge handled? By 
whom. how. when etc?' 

001 By the.person giving the information - recorded in her medical notes 

002 Me - sensitively! 



014 Any member of the Palliative Care Team - by spending time with patient - 
immediately 

033 (a) The Team is informed so that all know (b) A particular key worker is 
nominated (c) others MAY become involved but need to know what is going on 
(d) Patients need to talk it out over time 

039 Discussed in case conference, with family and with GP. Patient's reaction 
usually recorded and in letter to GP 

201 A 'bad' reaction is usually due to a 'bad' doctor. Very rarely I have to do a 
great deal of 'unscrambling'. 

204 By listening and explaining and follow up appointments by team and by nurse 
'counsellors' 

206 If reaction "bad" or more commonly "denial" this is communicated verbally to 
members of the team involved to allow further discussionlcounselling 

207 By the medical team or nursing staff 

212 Myself or Senior Registrar or Ward Sister 

213 Usually personally by further discussion(s) at a later date. I stress that the 
coildition is TREATABLE. 

214 By counselling by the most appropriate member of staff 

219 By me, as early as possible and GP is also told 

222 ([records] Not consistently kept). [A] General answer to this question not 
possible: "bad" reactions handled as individual circumstances dictate 

SENIOR REGISTRARS 

006 By responsible respiratory specialist 

215 During initial new and subsequent contacts 

221 Usually by Consultant or Senior Registrar second 

224 As information is given (---?)(unreadable) in patient by junior medical staff, 
nursing staff and if appropriate hospital chaplain, social worker 

225 By speaking to the patient on a number of occasions, giving them time to ask 
questions and mention fears or worries, and involving other members of the family 
and nurses on ward. 

REGISTRARS 

008 variable 

009 By ward doctors, nursing staff, spiritual support (ie Chaplain) 

010 Nursing, Medical staff and relatives involved when possible 

017 (a) Attempt to have close family members involved (b) having several 



discussions with family and patient - to describe implications, treatment, prognosis 
etc.of the disease (c) After the initial discussion with a Consultant - the patient is 
usually followed up by the junior members of the medical team (d) Good nursing 
staff involvement and support 

01 8 Further counselling by person giving information, by nurses later, by relatives 
where appropriate, by GP later, by hospice service later. 

029 Usually a record is kept - "bad" reaction handled by doctor who imparted 
information 

030 Consultant usually will see the patient 

SENIOR HOUSE OFFICERS 

03 1 Handled by person telling the patient plus nursing staff 

01 1 Ward stafflteamt - by listening etc.- arranging support immediately and later 

012 Only if "bad" reaction occurs is any record made and then only in exceptional 
cases. It is usually dealt wit11 by person imparting the news 

019 By further discussion involving all members of the team - nurses, doctors etc. 
with the individual. If appropriate referral to support group or hospice. *GP is 
included* (sic) 

020 By telling him the facts about the disease in a positive manner. By involving a 
senior nurse or a relative of the patient or whoever seems appropriate in the 
discussion 

021 By nursing staff and SHO - [noted in] Kardex or notes 

024 Information rediscussed by more junior firm members plus nursing staff. 
Usually just after, or in the day following being told the diagnosis 

032 spending more time going over the aspects which most cause upset or 
misunderstanding 

036 SOMETIMES handled by doctors, nurses, relatives and MacMillan if 
appropriate 

226 In half the cases nurses dealt with the 'aftermath' of the news and patient's 
reaction. Recorded in Codex. I personally always list the patient's reactions in the 
notes. 

HOUSE OFFICERS 

025 In the first instance by the person who has broken the news, followed by other 
members of the medical team and senior nursing staff, as appropriate 

027 Handled usually (by) the doctors and nurses on duty. The nurses will tell the 
doctor of the reaction and hetshe will see the patient to discuss the situation 

037 Usually by nurses and junior staff as seen to be necessary by nurses. Allowed 
to discuss problems and questions answered. 

038 at random handled by consultant/Registrar or H 0  or Ward Sister (1) "does the 



patient want to know?" is an important thing to determine early on 

GENERAL PRACTITIONERS 

301 We offer a personal list system so these problems don't usually arise. 

306 Counselled by myself as appropriate 

309 By prolonged discussions and him again as needed by myself. 

314 Myself. 

315 Frequent "counselling" of patient and family - visits to home, etc. 

3 16 By discussion (---?)(unreadable) at the time by the cancer team 

3 17 By whoever has imparted the news 

31 8 myself at an early stage 

320 oneself 

322 Counselling by usual GP at home with relatives present where possible. 

324 By me and I discuss the implications of the diagnosis further with the patient 
giving them every opportuiuty to express their feelings, wishes and fears 

325 Doctor - nurse - Counsellor - friends etc. 

326 Doctor 

327 Bad reaction would be handled by me (as GP) or possibly (after discussion) by 
visiting staff e.g. district nurse 

329 By me, the GP. By talking to the patient by involving other family members if 
possible. It is handled as quickly as is possible and may need regular follow ups 

330 By GP - myself 

331 GP in surgery or home with support and counselling 

333 By person telling or GP at the time. No set policy 

336 By the informant. Discussion. Counselling. Immediately. 

337 Usually by me. Discussion 

338 By own GP initially. Nursing staff may be involved. Explore reason for 
reaction. 

340 There isn't a "general policy" about it. Most likely the GP might become 
aware that there had been a 'bad' reaction 

344 Discussing openly the fears, anger etc. with me - as GP at earliest possible 
opportunity 



348 Variable depending on the patient. Usually the GP will give time to the patient 
often on a number of sessions. District nurses play valuable part in support. Also 
referral back to hospital support e.g. mastectomy sister 

352 myself 

353 Notice is taken for future doctor and nurse contact 

355 Patient may be referred for psychology, counselling or to vicar 

356 (bad reaction - What??) by me and district nurses and clinical colleagues. 

357 [Patient's reaction] not necessarily [recorded]) 

502 I usually am involved in "picking up the pieces" after an insensitive 
coilsultation at hospital. 

503 By GP with support from local hospice usually 

506 As a GP I deal with it when it arises but always discuss it with other carers 
e.g.family, district nurses etc. We formulate a plan of action usually quite 
informally over morning coffee 

509 It varies in every case 

5 1 1 Often by me 

5 13 Patient's general reaction noted in NHS notes so that as partner GP may be 
aware 

5 16 Mostly by me in explaining, reassuring, in the home with the family if possible 

517 Giving the patient time to express his fears. I will often visit them in their 
homes 

520 Wking and support mainly. Explanation of the options? available. Most 
people are afraid of pain and reassurance that this can be obviated is very helpful. 
Usually by me but may be by nurse or hospital staff 

521 Hopefully by myself, by listening and explanation, trying to answer questions 
spoken and unspoken. 

524 By "the Team" GP, District Nurse (occasionally by HV or auxiliary nurse - if 
appropriate (---?)(unreadable) 

Page 4. Line A: 9a (i) 'Circumstances in which vou would tell patient but NOT 
close relatives' 

CONSULTANTS 

003 if patient does not give consent 

004 if patient requests 

022 I have been asked by patients not to tell their husband - I always explain how 
difficult this makes things for each of them 



028 if patient did not give consent 

035 we nearly always tell patients and leave them to discuss with relatives. If 
relatives wish to discuss with us we do so willingly. 

039 When the relative themselves was very ill or where there is friction. 

201 "close" relatives may have no contact with the patient 

202 only if the patient refused to allow me to disclose this. I would try to persuade 
them that it is unwise. 

203 if patient requested it 

208 if patient requests this 

209 if they asked me not to tell relatives 

213 at request of the patient if 'appropriate' 

220 if patient didn't want disclosure to 3rd.party 

223 if the patient did not wish them to be informed 

227 ALMOST NEVER 

SENIOR REGISTRARS 

006 on request of patient 

015 if requested not to tell relatives by the patient 

215 if it would not affect patient's life-spanlquality of life e.g. CLC(?) 

216 if patient requested - but would argue against this 

REGISTRARS 

010 if the spouse is in poor mental state 

HOUSE OFFICERS 

218 if the patient doesn't want relatives to know, then the way forward is to try 
and get the patient to open up with hislher relatives and be honest with all the facts 

GENERAL PRACTITIONERS 

302 Possible - I can't remember doing so but it is possible 

304 if relatives were not able to face up to the diagnosis. This would be rarely if 
ever. 

307 if patient requests such 

308 when relative not robust enough to know or when patient doesn't want me to 



3 10 when expressly asked by patient 

3 11 only if asked specifically by the patient. I would encourage the patient to tell 
the relations or to give permission for me to do so 

312 if the patient did not wish them to know 

313 personal wishes 

314 patients and relatives desire not to know 

321 I would always ask what were the patient's wishes 

323 if the patient expresses the wish 

327 if patient specifically requests this. If relatives not well or able to cope with 
the news at this stage 

328 at the strong request of the patient 

330 when it's only my business - if he asks etc. 

332 if patient demanded it, and I was unable to persuade himlher 

335 elderly patients(?). Marital discord 

34 1 if patient asks me not to! 

343 at request of patient 

345 the patient was adamant about this (this has actually never happened to me) 

347 the patient decides who is told about his illness - and when 

351 rarely - if patient wished it - but I would expect to persuade otherwise 

353 patient request 

354 (a) personality of patient and family (b) religious connections of patient 

356 patient prefers not 

357 Younger person with frail relatives. 

358 Patient refuses to let me tell relatives. 

501 only if patient requested it but I would press him to inform them 

507 only if patient specifically refused consent 

508 on request 

5 10 rarely after patient request 

5 11 when asked not to tell 

512 rarely but sometimes in respect for the patient's wishes 



5 14 only against my advice if the patient insisted 

5 15 if so requested by the patient though I would probably try to suggest that they 
should know 

519 an adult. I would not tell anyone else without the adult patient's consent - 
General rule (it can be broken) 

520 if so asked by the patient but I would try to change their decisioil 

522 when the patient asked me not to disclose it. I would try to dissuade himlher 

523 unlikely 

page 4 Line A: 9(a)(ii) 't 
CONSULTANTS 

004 as in 8a [ie histology, site, age, family, mental status, general fitness] 

022 in the very elderly and frail 

023 if patient is very elderly and closest relatives are insistent she is not told 

034 if patient could not stand being told or if the relative says patient has always 
dreaded "cancer" I would not want to be told if this is diagnosis 

035 In the case where the patient did not wish to know we would always where 
possible tell a relative 

039 Very rare I think. 

201 only when the relatives insist and I now usually refuse to accept their advice 

203 if relatives requested it and would back this up with clear examples of patient's 
attitudes. Also if patient very demented. 

208 if relatives insist 

213 depending on age e.g. young children and young adults (possibly) or mental 
capacity of patient e.g. E. S. N. [Educationally Sub-Normal] 

2 19 at relatives discretion 

220 if patient gives no hint of wanting to know 

223 OCCASIONALLY if the close relative had specifically said the patient did not 
wish to be told 

227 emotional (---?)(unreadable) .of (--?)(unreadable) patient. If no treatment 
being(?) available 

SENIOR REGISTRARS 

006 Elderly patients in whom no treatment is contemplated 



2 16 if patient comatose! 

REGISTRARS 

010 if patient's mental state is deemed not up to it. I tell whenever possible 

SENIOR HOUSE OFFCIERS NIL response 

HOUSE OFFICERS 

218 only if you are absolutely certain that the patient does NOT want to know the 
diagnosis 

GENERAL PRACTITIONERS 

302 almost always at insistence of relatives 

303 when the patient is such that I feel he couldn't tolerate the knowledge of the 
diagnosis 

304 if patient could not face up to the diagnosis 

307 if a spouse DEMANDED such although would strongly advise against 

309 if I feel patient doesn't want to be told and I feel may not accept the situation 
at that particular time 

31 1 if the patient obviously made plain that he didn't want to know the diagnosis 

3 12 the opposites of my criteria below box 5a [i.e. OPPOSITE of 'I "tell" those 
who ask to know or who I thinks are ready to know, or whose relatives think want 
to know'] 

3 13 if death imminent a near relative may need to know 

314 as above (i.e. patients and relatives desire not to know) 

3 19 there have been such occasions - often when a patient becomes very ill quickly 
or if the relative does not want the patient to know I might agree not to tell 
(. . .?)(unreadable) 

321 rarely - patient severely mentally handicapped or demented would be one (of 
those occasions?) 

323 ditto (i.e. if the patient expresses the wish) 

325 very worried neurotic patient. Sometimes patient with poor mental faculties 

327 VERY elderly patients or patients when it was not appropriate to burden with 
the news 

328 very rarely, but cannot generalise 

330 children, very elderly, sometimes 



33 1 if patient could not handle the information, too ill, mentally retarded, relatives 
feel strongly 

332 if the patient had shown signs of 'blocking' and denial of diagnosis 

335 poor mental state, elderly 

339 patient can't understand 

34 1 occasionally - but (---?)(unreadable) 

343 if patient asks not to be told 

345 if the relative wanted to tell the patient themselves 

346 very elderly with some degree of dementia 

347 if the patient wishes to deny the illness and close relative needs to know 

35 1 if intellectually impaired possibly 

354 (a) relative asks (b) relative anxious for patient not to know (c) patient very 
anxious or fear of death 

356 much rarer [than 'tell patient but not relative'] - dementia 

357 Child, aged parent, etc. 

358 Patient is demented or unable to take in the diagnosis. 

501 sometimes patient's relatives request this, but usually this only delays telling 
the patient rather than prohibits 

504 patient not in communication 

507 if the patient did not wish to know one cannot expect his "informed consent" to 
disclosure but would still have to answer a spouse's questions honestly 

508 patient elderly and confused. Relative specifically requests not tell (I would 
not promise secrecy - I would always answer the patient's direct question truthfully) 

510 severe mental abnormality or retardation if the patient is a child 

5 1 1 when I felt I needed their help to tell and support the patient 

5 14 very seldom and if patient . . .?(gives?) signs not to tell them or discuss 'end' 
with them - SELDOM at relative's request alone 

515 psychiatric disorder when it might be damaging to the patient 

5 19 if the patient is a child, or demented, or incapable of understanding the 
situation 

520 in the frail elderly, in young children 

523 dementia 



page 4 Line A: 9(a)(iii) '. . . vou would make a point of telling them together' 

CONSULTANTS 

002 keeps lines of commuizication open 

003 If prior agreement between patient, relative and myself 

004 if requested 

01 3 if physically possible I try to see both patient and relatives together 

022 this would be ideal but you see the patient on the mend? (ward?) post- 
operatively and they often ask and it is a good opportunity to start giving the 
information 

034 usually both parties want to know 

201 variable 

202 Usually tell patient and then relative and patient together. They then don't 
think I am hiding something. 

203 if requested. 'I'd like my daughter to be with me if there is any bad news' 

208 generally, but not always appropriate 

209 if either were distressed by the possibility of cancer 

210 if patient is unable to understand the seriousness of hislher condition 

21 1 always 

2 13 I try and discuss the diagnosis with the patient and close relative e.g. spouse 
together 

223 if the patient asked - or if the relative asked 

SENOR REGISTRARS 

006 when they both want this 

0 15 whenever possible 

215 generally when telling patient if parentslspouse available 

216 where possible - but not to delay telling 

REGISTRARS 

010 for moral support 

SENIOR HOUSE OFFICERS NIL responses 



HOUSE OFFICERS 

218 often the suffering and problems of an illness are shouldered by both patient 
and hislher spouse 

GENERAL PRACTITIONERS 

302 sometimes - in fact normally 

303 when it is clear that this is appropriate 

304 frequently - depending on the opportunity. If a consultation presents I might 
tell them then. 

307 depended on my knowledge of couple and their relationship 

308 as often as possible 

309 when spouse or close relative are present and would like to know the facts 

3 14 as above [i.e. patients and relatives desire not to know] 

321 when a couple are inseparable and they have always consulted me together 

330 ideally 

332 vast majority of cases 

335 mutual support 

341 it depends 

343 marriage, dependent children 

345 if they are seen together and ask for details of the diagnosis 

346 husband and wife who are both involved in the illness and whom I have known 
as a close couple 

347 sometimes [no]!! 

349 sometimes a couple will attend together for an explanation of the illness - from 
which I deduce they wish to share the problem 

35 1 if they were seen together 

353 close family unit 

356 whenever possible 

358 Depends on perceived relationship between patient and relatives. 

501 if it seemed appropriate to because of e.g. family closeness 

505 when visiting a partner at home to discuss diagnosis - I do this as often as 
possible - better than 10 min. appointment at surgery 



507 where a couple clearly have attended together to share the information 

510 usually 

512 where possible so that both parties know what I have said 

514 this is what I normally do though I may have notified one or other beforehand 

5 18 ideally in most cases 

519 ideally, husband and wife situations, if the time and position right. 
Preparation for the possible diagnosis essential 

521 If asked diagnosis with patient and relative together or if I felt patient would 
need family support 

522 I would prefer to do this with couples and, of course, children 

523 I aim to do this if possible 

page 4 Line B: 7b. '9 
{ii) the relativeh) mav be told?' 

(NB Response reproduced here in full if other than the 'normal' of 'Consult- 
ant' or 'Senior Registrar' for hospital respondents or 'General Practitioner' in 
case of General Practitioner respondents. The reference number only is listed 
if these 'normal' responses are given). 

CONSULTANTS 

001 no such decision! 

014 (i) any member of Palliative Care Team (ii) patient 

033 (i) the PATIENT does (ii) ETHICS DICTATE i.e. Patient gives permission 

039 (i) Consultant (usually) (ii) Senior Registrar 

201 by discussion with other doctors and Senior Nurses USUALLY 

204 (i) Patient (ii) Patient 

214 (i) medical staff (ii) inedical or nursing staff 

222 Team "policy" to tell patient and relatives on diagnosis = = > (sic) probably 
myself: precise circumstances vary with individual situation 



SENIOR REGISTRARS 

215 no firm policy 

221 (i) all told (ii) patient's decisioil 

224 (i) the Patient (by asking when offered the information) (ii) the patient 

225 No definite plan 

REGISTRARS 

008 

009 (i) Consultant (ii) Ward Sister 

010 (i) myself (ii) myself 

017 

018 (i) The most available senior member of the team (ii) also on discussion with 
palliativeslpatient where appropriate 

SENIOR HOUSE OFFICERS 

02 1 (i) Consultant (ii) Patient 

024 (i) variable (ii) the patient mostly 

03 1 Consultant, SR or Registrar i.e. no policy 

036 SHO 

206 (i) consultant or other doctor e.g. myself or others involved with the care of 
the patient at time of diagnosis (ii) member of team available to speak to relatives - 
if possible save Doctor involved in care of patient - sometimes senior nursing 
stafflGP 

226 (i) SHOIReg (ii) SHOIReg 

025,027,037 

038 RANDOM 

207 



GENERAL PRACTITIONERS 

30 1 consultant in charge hopefully after speakmg to me 

305, 306, 

309 (i) Consultant (ii) GP 

3 15 (i) (---?)(unreadable - not GP) (ii) the patient 

317 the hospital if patient is told there or me GP) if patient is being told in general 
practice 

322 (i) GP or hospital (ii) GP 

324 usually the hospital doctor making the firm diagnosis - always in the case of 
(i), sometimes in the case of (ii) 

325 don't understand question 

326, 327 

329 any doctor ONCE diagnosis is CERTAIN 

330, 333, 334 

336 (i) the patient (ii) the GPIConsultant 

337, 338 

339 patient 

340 if, as is usual, diagnosis is made in hospital, then a member of the hospital 
medical team - often the consultant. In a proportion of cases the diagnosis is made 
by the GP and handled by the GP 

342 

344 (i) GP (ii) Patient 

348 no designation - each member of team will grasp correct moment after agree- 
ment [as to diagnosis] has been made 

353 doctor 

355 

356 often an unreal question 

503 (i) consultant (ii) GP 

506 

523 nlk 



5 16 (i) & (ii) Hospital doctor or me 

519 No-one, it is for the GP or hospital doctor to decide after leaving options open. 
IDEALLY the GP or consultant should know what has been said to date 

520 (i) GP (ii) Patientlrelative 

521 no specific person's responsibility but my responsibility to make sure tlle 
situation is understood 

524 GP usually if at home but may be another member of the team 

525 (i) the patient (ii) Hospital or GP 

paPe 4 Line B: 8b. 'If you are. .desi~nated to tell.. .what factors do YOU take into 
account in deciding when. where. how. and what to tell?' 

CONSULTANTS 

001 privacy 

002 setting, their mental state 

014 never designated to 'tell' but would explore first whether person wanted more 
information of illness. Privacy important. 

026 as may be possible 

033 they tell me W hat they want to know and indicate it in some way. I merely 
respond to that lead. 

039 They are already aware of likelihood - it depends on how well they are already 
known the team. 

20 1 multifactorial - basically maximum kindness and avoidance of lies 

204 No one in my team is 'designated'. The patient usually leads, if not and 
important for patient to know i.e. young, responsible, I will force the issue 

212 (a) their likely degree of understanding (b) their morale and support (c) 
prognosis and chance of response to treatment 

213 diagnosis is given when histology at hand. Further discussions and explanation 
are usually required. Often little is taken in at the first discussion 

214 if patient or relative is very anxious or if I have worries about their reaction to 
the diagnosis, I consult another member of the family first before speaking to the 
patient and closest relative 

2 19 patient told after discussion with nearest relative 



222 PATIENT FACTORS: (a) anxietylexpectation (b) perceived ability to under- 
stand (c) need for patient motivation OTHERS: (a) surrouildings (b) amount of 
information given initially (c) need for reinforcing or building on information 
already given 

SENIOR REGISTRARS 

005 except in the case of moribund or extremely distressed patientslrelatives full 
and frank information is usually given within 24-48 hours of confirmation of 
diagnosis 

2 15 play it by ear 

221 age, circumstance of patient, stage of disease. Always in separate room. Full 
disclosure as far as possible 

224 this is too complicated to answer in this sort of questionnaire 

225 when - make sure I've got time and won't be interrupted; where - in bed with 
curtains drawn; how - sit at bedside and gradually build up to diagnosis of cancer in 
conversation 

REGISTRARS 

008 overall prognosis, relatives, extent of patient's knowledge and suspicions 

009 when - definite prognosis, management plan; how - allow patient to confirm 
suggestions I make to them i.e."The report is not too good" 

0 10 age, prognosis, treatment practical, patient's IQ 

017 (a) patient should be well recovered from any operative procedure (b) have 
other family members present at the initial discussion (c) have support of nursing 
staff (d) have a diagnosis CONFIRMED by a pathology report 

018 (a) relationship between patient and relatives (b) physical and mental condition 
of parties involved (c) privacy of surroundings (d) amount of time available to 
discuss problems (e) how much patientlrelatives know, suspect, worry (f) 
intelligence of parties 

029 patient's attitude, knowledge and desire to 'know' what is going on 

030 prognostic factors of disease, patient's intelligence, whether patient wishes to 
know (may be communicated by close relative) etc. 

SENIOR HOUSE OFFICERS 

031 many patients with (---?)(unreadable) malignancies have 'tests' and come back 
to OPD (out-patient dept) for the result. Some are told on the ward. 

01 1 mental attitude of patient, physical condition, ?relatives present, judge from 
how much they want to know 

012 (a) my available time (b) privacy if possible (c) not at night unless asked (d) 
senior nursing staff if possible to accompany (e) variable truth of diagnosis 
depending on circumstances 



019 who is around, discuss in private i.e. away from open ward, try to include 
immediate family i.e. spouse 

020 (a) patient's state of mindthealth (b) how soon is the patient likely to die (c) 
patient's personality 

02 1 privacy, medical state and psychological state, with nurse if possible, tell a 
little at a time 

024 I try to tell them the truth when they ask 

032 making sure all the information is certain (e.g. histology etc.) and that a plan 
of further management has been discussed within the team. Making sure a private 
place is available. 

036 where - in privacy but in familiar circumstances if possible with relatives 
available. How - personal method. What - what I feel they want to know 

206 when- as soon after diagnosis as practicable when there is sufficient time for 
discussion/counselling; where- in private (e.g. ward office) if possible - although 
often at bedside; how- gently in vague terms initially, allowing time to adjust then 
more specific; what- should include "management" plan i.e. type of treatment and 
some indication of possible cure 

226 personality of the patient. Always begin by sounding out patient's feeling i.e. 
fear etc. by asking "what do you think is wrong with you?" 

025 the expected lifetime of the patient, their expected reactions, previous reactions 
to bad news 

027 wait for privacy, wait for closest relative if desired, usually wait for patients to 
ask questions, no set pattern for what to tell them, NEVER mention time period for 
progress, NEVER lie. 

037 usually as soon as feasible when the patient (a) able to understand (b) calm 
(c) when ward is quiet and calm 

038 Does the patient want to know the diagnosis? (NB 3rd. time this has been 
entered by this respondent) Clues are often given by patient and relatives when and 
what they want to know 

207 age, intelligence, support from family 

GENERAL PRACTITIONERS 

305 family support, how unwell patient is, how much time available for me to 
answer 

306 my 35 years experience 

309 usually at patient's home, explain the facts as tactfully as I can but eventually 
tell them all about it 



3 15 (a) as soon as possible (b) patient asking or "seems ready" for information (c) 
I feel ready (d) privacy 

3 16 personal knowledge of patient and his family 

3 17 when it is CERTAIN what the diagnosis is, usually in the surgery or at home 
if they are ill, with adequate privacy and time to answer questions 

318 relatives reaction to the news ("whatever you do don't tell him") and 
knowledge of patient 

322 previous knowledge of patient, relatives and home circumstances 

324 most importantly it is a feeling that I have that they want to know and also 
when they want to know 

326 mental stability and family circumstances - will tell if directly asked 

327 (a) what the patient knows of diagnosis (b) whether helshe appears to want to 
know (c) if illness is terminal stage (d) views of relatives (e) patient's physical 
and emotional state 

329 I feel all patients who wish to know the diagnosis ought to as soon as possible. 
It is a question of whether they wish to know and this is usually obvious in the 
interview and one tells them the diagnosis GRADUALLY 

330 what they've been told, what I know of them personally, how inquisitive they 
are, likely course of events 

333 patient's personality, anxiety level, other people present, news of hope for 
patient, ability to control symptoms 

334 I always tell the relatives. I usually tell the patient unless I judge that he 
doesn't want to know 

336 as soon as is appropriate, at home or in surgery, gently trying to gauge 
understanding, depends on degree of comprehension 

337 usually I tell ilearest relative as soon as diagnosis definite. Always tell patient 
if he asks. Mostly tell patients with good prognosis, see no point in telling patient 
death inevitable(?) unless good reason 

338 (a) find out their knowledge to date (b) I try to ask BEFORE referral whether 
they wish to know diagnosis of carcinoma - majority say yes (c) my time available! 

339 how patient perceives problem 

340 if the patient is expecting that tests have shown a diagnosis, then it is generally 
best not to procrastinate. If the diagnosis has emerged unexpected by all concerned 
then it is usually right to share this knowledge with more circumspection 

342 a whole host of different factors. I suppose now I am guided by years of 
experience 



344 most patients will have been told in hospital before returning to my care. 
Where this has been neglected I take every opportunity where the patient indicates 
willingness to discuss and their condition allows 

348 patient's attitude and awareness, patient's intellectual abilities, presencellack of 
denial, wish of patient andlor relatives to protect each other. Place unimportant. 
Try to tell truth at all times 

353 Direct questioning by patient. A need to undergo further or appropriate 
treatment 

355 age of patient, whether support available (not(?) student - preferably), state of 
mental and physical health 

356 comfortable setting (home), time available, close relative to support, patient 
willing to discuss 

357 Age, history, knowledge of patient and family, general condition. 

502 prior knowledge of patient and family, usually over 10+ years. Degree of 
certainty of diagnosis. Likely prognosis - time, course etc. 

503 I try to liaise(?) with relatives over time and place to ensure support. I try to 
be as frank as possible but to stress that every case is different. I try to reassure 
over pain and nursing care 

506 (a) all patients have a right to know (b) how long they are likely to live (c) 
whether any useful 'prescription' available (d) what support have they (e) what is 
their mental state and IQ (f) who is going to be prime carer 

509 it varies 

513 only by talking in general to the patient and relatives can you determine 
whether the patient should be told and in what detail 

516 personal knowledge of the patient, his own attitude to the situation and reaction 
to early exploratory conversations 

517 I start by informing them they have a serious illness, I mention a tumour, I talk 
about treatment in an optimistic light. I then ask them if they have any questions 

519 I establish the known facts beforehand. I try and set aside an open time 
collsultation to allow time for the interview to unfold at the patient's pace 

520 the receptivity to diagnosis, state of health, patient'slrelative's wishes 

52 1 knowledge of patient and relatives, social circumstances, wishes of patient and 
relatives 

524 their reaction to initial probing and to the question "is there anything else you 
want to know?" 

525 the patient must ask me to confirm the diagnosis. Then and only then do I 
discuss the diagnosis, prognosis etc. 



page 4 Line B: 'How do you ensure . . (it) is firmlv understood?' 

CONSULTANTS 

00 1 repetition 

002 tell them twice in presence of Staff Nurse who when I've gone tells them 
thrice 

. 014 ask patient to restate it. See them on several occasions. 

026 by keeping it simple 

033 I certainly DON'T get them write it down nor do I myself. You CANNOT 
guarantee that it is fully understood. NOT to understand can sometimes be an 
i~nportant defence mechanism. The presence(?) of HOK(sic) [not knowing] is 
useful when it happens but (see 7b) is not always appropriate. (Researcher's note: 
7b asks 'who..decides circumstances in which (i) the Patient (ii) the relative(s) may 
be told' to which this respondent writes (i) the PATIENT decides (ii) ETHICS 
DICTATE i.e. the patient gives permission) 

20 1 It is SOMETIMES easier to have one other person, doctor, nurse or relative, 
present during the discussion 

204 I inform them, watch reaction, reinforce at later date, question patient later, 
listen to the answers 

21 2 by avoiding jargon and involving close relatives (with the patient's consent) 
and asking what else the patient wants to know 

213 repeating the information on more than one occasion 

214 by trying to keep the information simple, ensuring that I tell the other medical 
staff and nursing staff what I have said and by recording a statement in the medical 
notes 

219 told slowly and gently with time for questions 

222 by asking questions as to what helshe has understood me to have said 

SENIOR REGISTRARS 

005 initial interview on admission/diagnosis, immediate post-op.information, 
interview and discussion before discharge 

215 ask if they've understood or have questions 

22 1 repeating the discussion at a second interview 

224 by repeated contacts and discussion 

225 getting the patient to ask questions, spealung to familylnext of kin, nurses 
opinion of patient's understanding 

REGISTRARS 

008 have further discussion 



009 return at a later time to talk to them, talk to patientlrelatives together 

017 (a) use appropriate language for the family and patient (b) have nursing staff 
present at discussion - who can also clarify any points (c) be prepared to have more 
than one discussion over a period of time i.e. during in-patient stay, during several 
out-patient visits 

018 this often comes out on repeat discussion with me and other parties involved in 
counselling 

029 by simple explanation repeated if necessary to both patient and relative 

030 Firstly by asking patient whether any questions and assessing their relevance, 
secondly by repeating what they have been told on more than one occasion 

03 1 by discussion 

039 discussing options, different diagnoses, outcome, their reactions, their 
questions, but aware one can be completely misunderstood! 

SENIOR HOUSE OFFICERS 

01 1 simple 'lay' terms, brief, let patient ask questions 

012 repeat difficult areas with diagrams if necessary 

019 avoid complicated medical terms, repeat information to patient, give patient 
opportunity to question me, repeat information to relatives, other members of the 
caring team and record in notes 

020 by having a detailed, bilateral conversation with the patient 

021 going back and going through it again. Let them ask questions over a few 
days 

024 by talking about it (---?)(unreadable) next day 

032 setting aside enough time if possible undisturbed 

036 make repeated visits, ensure GP knows, all questions answered. 

226 by using simple terminology and always assuring(?) patient that you will be 
willing to discuss any questions(?) with them at a later date 

025 Discuss their condition again a day or so later [with the patient] to find out 
whether they understood what was said in the first instance, and its implications. 

027 usually ask them if the explanation is clear and whether or not they've 
understood 

037 occasionally reinforcement 

038 ask them to tell what they understand to be the problem and its significance to 
their life and family 



207 take them through the investigations leading to the diagnosis - seeing what 
implications they understand. Then trying to mention the words "growth", 
"cancer", "malignant" if appropriate 

GENERAL PRACTITIONERS 

30 1 it is a gradual process 

304 give another visitlappointment for further questions to be answered and repeat 
this if necessary 

306 yes 

309 I ask them if they have any questions to ask me 

315 give further opportunities for question and discussion 

3 16 open discussion of the facts 

317 find out what they already know and what are their fears so as to start 'where 
they are', offer bad news slowly in bits so that they can absorb each bit and ask for 
the next bit at their own pace 

318 as best I can 

322 by spending time with patient, following himlher up by another visit 

324 I usually approach the subject on more than one occasion since I think the 
patient and the relatives often need time to absorb the implications 

326 repeated discussion 

327 by asking the patient whether they understand the significance of the 
knowledge - frequent re-questioning 

329 I see them again 

330 repeat it - use simple words 

333 rephrasing, assessing appropriateness of response, will often see again to 
discuss further 

334 repeat it 

336 as them to "reflect" information given to them 

337 simple words and time for questions 

338 ask them at the end "what is wrong with you?" - "do you understand what that 
means?" - "what fears do you have?" 

339 checking understanding 



340 by trying to use simple terms that a layman would understand; by explicitly 
asking whether the patient andtor relatives want to ask questions about what I've 
said 

342 by using the Queen's English in a face to face discussion 

344 prior knowledge of most of my patients allows me to assess their ability to 
understand. In some instances their mental condition will preclude this 

348 use simple and, if possible, non-medical language. Try to avoid euphemism. 
Not being over pessimistic. Allow more than one interview to get message across. 

353 1 do not. I will explaill initially and then be advised by further questioning 

355 by retelling(?) the patient 

356 ask for reflecting back, ask for questions, "so what does this mean for you?" 
etc. 

357 Counselling 

502 frequently asking patient and relatives "is there anything else you would like to 
ask me?" 

503 I will discuss things again but only if raised by patient - many don't want to go 
into it again 

506 by recording what I have said and checking what others have said against what 
the families' and patients' perceptions are 

509 seeing again and again in surgery or at home 

5 13 At times it is important that the patient should NOT be aware of the diagnosis 

5 16 very simple terms 

517 I say "anything you'd like to ask?" 

5 19 repeating points, writing the diagnosis down on paper (it must have been 
proven histologically), prognosis always vague and a guestimate, I try and give 
range, "optimism tendered by caution" 

520 try to be as truthful as possible, try and use "plain English" 

521 follow up appointment and discussion, use leaflets if available 

524 get them to tell you, perhaps on a different occasion, what they think is going 
on and gentle probing 

525 since my care is continuing and contact is frequent, reinforcement can occur 
on numerous occasions 



page 5 Line B: 10a. 'How should discrimination between those 'told' and 'not 
told' be effected?' 

CONSULTANTS 
002 eventually - but not much point putting a blot on the immediate horizon if they 
are not interested in knowing 

004 on mental attitude, largely as 8a (histology, site, age, family, mental status, 
general fitness) 

034 elderly patients sometimes seem to accept death and to tell them diagnosis of 
cancer might add to their distress 

201 DIAGNOSIS is a loaded word in this context. It often include incalculable 
prognosis 

203 some personalities cannot cope with the implications of a grave prognosis. I 
am very reliant(?) on the relatives in providing the discrimination. These patients 
are a clear minority 

219 not a patient who is already severely depressed. In general, however, the 
answer is 'yes' [patients do have right to know] 

227 it is a personal assessment(?) by me of the patient's character, reliability(?) 
etc. 

SENIOR REGISTRARS 

215 certain(?) extremes(?) of clinical context where it is inappropriate (sic) 

REGISTRARS NIL responses 

SENIOR HOUSE OFFICERS NIL responses 

HOUSE OFFICERS NIL responses 

GENERAL PRACTITIONERS 

312 by my judgment of the situation 

319 if a patient asks to be told his diagnosis - i.e. 'is it cancer?' then one must 
answer truthfully. Occasionally it is in a patient's interest not to be too pessimistic 
but not to be too hopeful of a cure or longer life and if a patient does not ask for his 
diagnosis or 'is it cancer?' then he may not be told 

323 very difficult but occasionally it seems appropriate not to tell them 

327 see below i.e. stage of illness, understanding of patient, patient's 
needs/questions, views of relatives 

354 (a) mental state of patient (b) physical state of patient (c) pre-morbid 
personality (d) family wishes and support 

358 On the basis of the patient's perceived wish and readiness to know. 



515 This is difficult. I suppose all have the right to know but I do feel they also 
have a right to be protected(?) if there is another condition i.e. psychotic which will 
be irreparably damaged. They all have a right to "caring castW(sic) 

page 5 Line A: 'g 
fullv understood?' 

CONSULTANTS 

002 I don't 

003 Allow time for consultation, repetition of information, encourage patient to ask 
questions as requested, relaxed atmosphere 

004 simplification 

013 the nursing staff, who are always present when I see patients, discuss the 
information with the patient and inform me if the patient not seem to have 
understood 

022 (a) by repeating it at intervals (b) even allowing for that patients often seem to 
suppress the "bad news" 

023 by simple lay language, err on the side of optimism 

028 by counselling at the time and subsequently 

034 give opportunity for patient to ask further questions on subsequent opportunity 

035 we repeatly (sic) allow patients time to ask "Are you happy and have you 
understood what has been said to you?" 

039 if they want it - same answer in 8b.below (i.e. discussing options, different 
diagnoses, outcome, their reactions, their questions, but aware one can be 
co~npletely misunderstood!) 

202 You can't. They often don't take it in and this on occasions may be a defence 
mechanism which should not be broken. Other times they just need it repeating 
[on] several different visits 

203 provide relatives with identical information. Go over it again at least twice 
either in hospital or 0. P. [ou t-patient department] 

208 time for questions from the patient. Not always successful, particularly when 
words like tumour or growth are used. Full implications often not disclosed 
deliberately 

209 I take time, I ask if they want to ask questions - I am available for follow-up 

210 by interviewing the other members of patient's family, by making sure that a 
nursing or medical staff is present during interview and sometimes repeating it on 
several occasions 

2 1 1 by repeated discussion 



2 13 repeating the information on more than one occasion. Usually, if possible, in 
the presence of a relative 

219 allow time for questions, availability later for further questions 

220 slowly - leaving them to ask direct questions if they wish 

223 yes - but many patients do not wish to be told the full implication of the 
prognosis and then the details can be omitted 

227 careful and dimple explanation given by myself 

006 talk plainly 

0 15 by asking them to ask me questions and by arranging a second meeting where 
possible to repeat the initial consultation 

205 keep information simple; keep information short; await questions and answer 
as honestly but not depressingly as possible 

215 as on previous page (i.e. ask if they've understood or have questions) 

216 do it more than once, feedback via Ward Sister, ask him to explain their 
understanding 

REGISTRARS 

007 full briefing of nature of tumour - outlook is not fully discussed 

010 ask them if there is anything if not then they want to know (sic) 

SENIOR HOUSE OFFICERS NIL responses 

HOUSE OFFICERS 

218 always allow the patient to "come back at you" by saying to them that if they 
have any questions they would like to ask, they can do so at any time in the future 

302 I am aware that (---?)(unreadable) lot of information may need to be repeated 

303 by asking the relevant questions particularly of relatives 

304 explain in simple terms, answer all questions, be as forthright as possible 

307 take time to discuss; encourage patient to talk and ask questions 

308 by taking time and relying on taught communication skills 

309 by proper explanation 



310 told over several occasions - in small parts so that the patient comes to their 
own conclusion 

3 1 1  in stages, in response to the patient's lead and my encouragement. Asking the 
patient if he has any questions 

312 this is sometimes not possible as many patients deliberately blank out the 
bleakest prognosis (e.g. even if you tell a patient they inay die within 2 months, 
they will still make plans to go abroad next year) 

313 ask for their understanding of their condition 

3 14 time given 

319 as prognosis is virtually impossible to be certain about this is a difficult area - 
having broken the news of cancer I would then initially try to give them some hope 
- the realities of the situation would generally become apparent 

32 1 (a) by asking the patient if they have understood (b) by asking what they 
thinks the trouble is (c) by judging the reaction 

323 by carefully going through the problem with the patient also noting down 
"Patient told" 

325 Informality, discussion and "to and fro" response 

327 see below [i.e. by asking the patient whether they understand the significance 
of the know ledge. Frequent requestioning] 

328 by repeating it several times on different occasions 

330 by questioning then(?) intuition 

33 1 keep the message simple, have a relative present, allow lots of time for 
questions and offering hope, not to be over (falsely) reassuring 

332 (a) simple language (b) must have patient's confidence (c) sometimes must 
"tell" in stages (d) obtain feedback from patient as to comprehension (e) sufficient 
time must be given ( f )  repeat consultations 

335 careful explanation 

339 checking what they have understood 

343 asking them to reflect back to me 

345 by allowing time for discussion on a few occasions and attempting to elicit a 
reaction from patient 

346 take time, arrange to repeat a discussion at later date when the message has 
sulk in 

347 I don't work in isolation and rely particularly on our Community Nurses to 
help and review patient'slrelatives' understanding 

349 I ask questions like "does what I have said make sense to you?", "are there any 
other questions that you would like to ask me now?" etc. 



350 feedback 

35 1 say it once, twice and then on other occasions ask if there are problems - re 
understanding 

353 I do not. I would expect open discussion thougl-1 

354 at a later date when the information has had time to be assimilated have a 
further 'discussion'. Regarding illness you can usually tell how much information 
they have understood 

355 by reviewing(?) the patient 

356 I've answered this in 7b. [i.e. ask for reflecting back, ask for questions "so 
what does this mean to you?" etc.] 

357 Use my common sense. 

358 By parsing(?) the information giving(?) and periodically asking for reactions 
and interpretations of what I have said. 

501 Questions like "What do you understand about what's wrong with you?" 
"How do you think it's going to affect you?" help establish how much is understood 

502 Try to be factual, positive regarding the management of pain and other 
symptoms. Opportunity for questions 

503 very variable, depends on the patient. It is difficult to choose the moment 
carefully. I do take more than 20 minutes 

504 tell it three tiines in three different ways 

505 ensure that follow up visits are made and open discussion invited 

506 BRIEF TO PATIENT but give opportunity for further questions and 
discussion. VERY DETAILED to relatives over and over again with repeated easy 
access for questions. I use the phone a lot for follow up questions viz. I encourage 
relatives to ring me 

507 encourage patients to bring up worries and doubts whenever they may wish 
e.g. "if you feel you are in doubt about what I have said or on thinking it over you 
(or e.g. spouse) have further questions, don't hesitate to come bacWor phonelor ask 
at my next visit" 

508 by allowing time to ask questions, by offering further time to clear up any 
confusion or misunderstanding at a later appointment 

509 it varies 

510 patient will be asked to say back to me what I have just told them 

5 1 1 I rarely tell more than part of the story - it takes time to accept the prognosis 
and to question the progress - multiple visits are the rule 



512 the informatioil has usually to be repeated(?) over some visits. I would make 
sure that on subsequent visits I would answer questions. Often initial "bloclang" by 
patients is present and can only be overcome by patient and when the time is right 

513 It is only by progressive discussion with the patient that their wishes can be 
determined. They must be given every opportunity to voice their own questions 

514 take time, keep it simple and be prepared to come back, probably take it more 
detailed at second discussion 

515 I adopt a three stage programme giving progressively more information and 
returning to provide further information and back up for what has already been 
said. I write things down for the patient and relative 

516 allow plenty of time and plenty of occasions - simple terms 

5 17 give a little 'generalised' information to start with and watch carefully for the 
patient's reaction 

519 I try and choose the moment carefully, but avoid the difficulty of missing the 
opportunity which is less than ideal, if it is really important for them to know 
sooner rather than later. Leave open questions, and silence. 

520 choose moment carefully, be honest, factual, allow time for questions 

5 18 give information in stages, ask questions, ensure patient understands 
information, repeat information at follow up etc. 

519 I ask patient to tell me what they understand is the position at the end, to 
summarise in their own words what is the situation from their standpoint. Allow a 
follow up appointment and access for second thoughts and queries 

520 see 8(b) [i.e. receptivity to diagnosis, state of health, patient'slrelative's 
wishes] 

521 no set pattern 

522 a lot of time, a long discussion,free access for further discussion 

523 ['Yes' response to 'right to know?'] but not all will wish to exercise it! I give 
the patient repeated opportunities to ask what they want to know. (How often do 
you think the Doctor "fully understands" the prognosis for an individual patient?) 

524 give time for further questions. Try to answer a few key points on each 
occasion 

525 (a) brief factual (b) plenty of time for discussion usually over weeks 

page 6 Line A: l la. 'f?' 

CONSULTANTS 

002 sensitively usually by me 

003 myself initially.. Possibility of support from psychologists or support groups in 
community 



004 co-operation with GP 

013 usually by me or my Ward Sister, by further discussion, immediately 

022 combination of myself, S.R. and Reg and Nursing Staff 

023 by closest professional at hand immediately 

028 (a) myself (doctor informing of diagnosis) (b) support groups related to AIDS 

034 by all staff on unit, primary nurses, SHO, Registrar, Consultants as 
appropriate 

035 we try to break news gently and here (have?) very few 'bad reactions'. Most 
patients already know and we do not force discussions about prognosis etc. on them 

039 same answer to 5b. [i.e. discussed in case conference, with family and with 
GP1 

201 see above [i.e. a 'bad' reaction is usually due to a 'bad' doctor. Very rarely I 
have to do a great deal of 'unscrambling'] 

202 bad reactions in my experience are common for a day or two and very rare 
thereafter 

205 usually by the nursing staff, occasionally by houseman or Registrar 

203 depends when it happens. Usually by nursing staff - they are much better than 
doctors at being cried on 

208 sometimes nurses in clinic, sometimes health visitors. 0. P. telephoned to give 
support wllen patient gets home 

209 myself and sent to GPs(?) 

210 by interviewing the patient several times and approaching the issue from 
different angles, or seek help of a Counsellor trained in this particular area 

21 1 this is relatively unknown as we see people with highly treatable disease. If 
problems we tackle ourselves and with GP 

2 13 usually by further discussion at a later date, stressing that the condition is 
treatable 

2 19 consultant as soon as possible 

220 initially by myself, later by nursing staffIGP etc. 

223 by me, the nursing staff and relatives 

227 by myself and (ward) Sister 

SENIOR REGISTRARS 

006 by person giving the information 



215 as before [i.e. during initial new(?) and subsequent contacts] 

216 nursing care, get close relative, side room/privacy, chaplain etc. go back 
again and re-explain 

REGISTRARS 

007 doctor and nursing staff 

SENIOR HOUSE OFFICERS NIL responses 

HOUSE OFFCIERS 

2 18 haven't really come across the situation 

GENERAL PRACTITIONERS 

302 By me, at the time or at subsequent contacts. BY and large I have not met a 
"bad" reaction 

303 by myself and possibly the Continuing Care Nurse or District Nurse 

304 counselling by myself or practice nurse or McMillan Nurse 

307 self. Almost all patients see practice counsellor whether or not they react 
"badly" 

308 by me, nurse, health visitor, relatives, McMillan, partner, receptionist. i.e. 
everyone at hand! 

309 by further discussion 

310 follow up by team - district nurse visits, GP visits, counselling of relatives 

31 1 very rare, [I] am unable to remember one but would be handled by myself at 
the time with follow up 

312 we seldom have bad reactions but if so the problem would be shared by 
Primary Care Team - mainly by GP 

313 by whoever happens to be present at the time - this person may have the most 
empathy with the patient 

319 allow as much time as possible to discuss the situation and explore the reaction 

321 by offering continuing support, involving relatives and friends, asking nurse to 
be involved 

323 by myself and nursing staff as required 

325 doctor, nurse, counsellor, special care - home nurses 

327 see below i.e. by asking the patient whether they understand the significance 
of the knowledge. Frequent requestioning 

330 usually GP 



33 1 GP. Supportive counselling over a period of days/weeks/months 

332 (a) by sympathetic listening and talking (b) repeat consultations (c) 
co~~sultations with other members of Medical Team (d) involving relatives of 
patient (e) involving non-medical professiollals e.g. social worker, priest etc. 

339 supportively - self and nurse 

341 by me - possibly by woman(?) staff not (---?)(unreadable) doctor deputy(?) or 
depends(?) 

343 time, practice cou~lsellor 

345 myself or others if involved - nearest relative, perhaps District Nurse or 
collsultant in terminal care 

346 immediately by Doctor, support from family, District Nurse, possibly Health 
Visitor 

347 GP/Community Nurses - relatives often in a group 

349 a "bad" reaction is better than no reaction. Ongoing coui~selling concerning 
feelings of fear, anger, grief is needed by myself, District Nurse, local hospice 
staff, vicar, etc. etc. 

350 support 

351 by me - at the time - and later with I hope tact and compassion 

354 by myself or district Nurse at home, in patient's own surroundings, with or 
without relatives as appropriate 

355 by myself and refer to counsellor, psychiatrist, (---?)(unreadable) 

356 sorry - I've answered this in the wrong place (i.e. what [is a bad reaction]? by 
me and district ilurses and clinical colleagues 

357 Myself, nurses, relatives. 

358 By me, using time, words and gestures of support, and carefully. 

501 either personally by District Nurse if patient is at home or possible by staff 
from local " hospicew-Countess Mountbatten House 

504 Me - Now 

505 by myself or any other member of PHCT [Primary Health Care Team] avail- 
able - as soon as possible - open access important 

507 myself but with specialist help where appropriate 

508 doctor or practice counsellor 

510 what is a 'bad' reaction. Natural distress handled by me, s/w [Social Worker] 
or Health Visitor or District Nurse depending on patient wishes ,usually however, 
by me 



5 11 (a) by me (b) District Nurse or McMillan Nurse (c) relatives 

5 12 by me at the time with a follow up visit or visits over the next few days 

513 if the situation is handled correctly then 9/10 reactions are reasonable under 
the circumstances 

514 go back - talk especially trying to find out specific fear and try to make them 
realise they will not be alone - part of a team of us facing what comes and able to 
rise to whatever comes up 

5 15 by me or the practice nurse or HV [Health Visitor] depending on whom the 
patient turns to, it comes back to me eventually 

5 18 by the person who imparts the information if possible 

519 difficult to say. Allow ve~ltilation of anger, distress, confusion, panic to 
defuse, by discussion led by the patient, a counselling session devolopes (sic) 

522 I cannot remember a "bad" reaction that has led to severe emotional imbalance 

523 (What is a "bad" reaction?) I would usually wish to handle the whole process 
myself - right through to death, grief of relatives and beyond 

page 6 Line A: 12a 'Who (bv status) is responsible for effecting. the communica- 
tion? ' 

CONSULTANTS 

002 junior staff usually 

013 usually my Senior Registrar if I haven't seen patient and relatives 

022 me or S.R. in my absence 

023 consultant and if not available Senior Registrar 

034 Senior doctor available at regular relatives' conferences 

035 relations usually told by patient and junior staff who are counselled by me as to 
how to handle situations 

039 Consultant/Senior Registrar 

201 variable 

203 no policy - usually medical staff unless primary nurse knows relative well 

208 Consultant, Registrar, SHO or H.P. [H01 - no particular policy 

209 myself, or Registrar if I am not there at the time 

210 myself 



2 1 1 consultant or junior staff 

2 13 consultant or senior registrar 

219 consultant if possible otherwise senior registrar 

223 consultant - if possible 

227 medical staff 

SENIOR REGISTRARS 

006 qualified doctor 

205 discussion with patient when diagnosis certain. Discuss further treatment. 
Answer ally questions. Nurses follow up this later for further discussion 

2 16 consultant 

REGISTRARS 

007 same doctor who (---?)(unreadable) patient 

SENIOR HOUSE OFFICERS NIL responses 

HOUSE OFFICERS NIL responses 

GENERAL PRACTITIONERS 

304 doctor 

307 no general policy - depends on patient 

309 myself 

310 GP 

513 myself 

3 19 myself 

323 GP involved 

330 usually GP 

331 GP 

332 same person as told the patient - should be the Doctor who knows the relatives 
best 

339 self or nurse 

345 myself if not already done by hospital staff 

349 myself (or my partner) i.e. medical staff 

357 [Yes] usually 



358 GP 

504 The area nurse 

507 myself 

510 myself 

511 me 

515 me 

5 18 doctor 

5 19 the patient themself (sic) or gives permission 

523 me (I am the only medical member of my "team") 

page 7 Line A: 13a 'What tactics do vou most commonlv use?' 

CONSULTANTS 

002 choose moment carefully, give time for further questions from the person 
being informed (ringed from list in questionnaire) 

003 be honest, allow time for consultation and questions, continuity of care 

004 leave room for hope 

013 I try, as far as my other work allows, to give time rather than pick the 
occasion. Being factual is no help to the patient. 

022 I try to give time for adequate discussion of implications by the end of the in- 
patient stay there have been several opportunities for full discussion 

023 factual, give time for questions 

028 full counselliilg of relative or friend as to implications 

034 straight presentation of facts, give opportunity for relatives to express emotion 

035 I think I have discussed this already! 

039 see 9b. [i.e. seek (---?)(unreadable) problems facing patient, outline problems, 
give factual information, wait for response and questions] but if difficulties over 
reaction that is recorded - or acceptance and long term plans. 

20 1 personal discussion as appropriate 

202 be frank, be optimistic and spend time answering questions then and at later 
consultations 

203 few words, no euphemisms, give time then offer further time (but not too 
blunt!) 



208 plenty of time, straight facts usually presented 

210 give time for further questions from the person being informed 

211 none 

213 (a) factual (b) further questions on an open ended basis (c) usually give 
patients my home phone number 

21 9 honesty and time for questions 

220 give time for questions to develop etc. 

223 usually to arrange a special interview in the ward office so that questions can 
be asked and received 

227 choose moment carefully, (---?)(unreadable) it simply and carefully, invite 
questions 

SENIOR REGISTRARS 

006 as 9b [i.e. brief factual], then give time for any questions from patienthelative. 
Often information will be restated at next visit 

015 give time for questions etc. 

216 need time and privacy and one nurse (no-one else), use of words cancer and 
malignancy, accentuate positive chances of cure, further prescription etc., be opti- 
mistic 

REGISTRARS 

007 factual 

009 time for further questions, talk to relatives and patients together if possible 

S $  NIL responses 

HOUSE OFFICERS 

2 18 give time for further auestions. You have to be completely frank with the 
truth and NOT to ever use any euphemisms 

GENERAL PRACTITIONERS 

304 doctor 

307 no general policy n a few lines about a such complex procedure!(?) It varies 
each and every time 

303 factual and brief and then longer discussion if required 

304 allow time for questions. Invite the patient to contact again with any queries. 
Follow up with an opportunity for further questions 

307 always give time to discuss and let patient talk and ask questions 



308 honest, brief, factual, KIND, empathic, giving time and above all NOT 
DESTROYING HOPE (well, that's the aim!) 

309 be factual and give time for further questions from person being informed 

310 give time and opportunity to come back with questions later 

31 1 let patient take the lead with questions, encourage patient to ask questions and 
be open 

312 being factual but gently so at the right moment 

313 choose the right moment then time must be given to discuss 

319 try to break the news as gently as possible with time to discuss it. Usually 
keeping fairly brief as the amount of information taken in is likely to be small at 
first contact 

321 it is rarely possible to be brief, although it is important to come to the point 
without pussyfooting 

323 give time for discussion 

325 see 9.b. [i.e. choose moment carefully and time for further questions] 

327 see below [i.e. bad reaction would be handled by me (as GP) or possibly 
(after discussion) by visiting staff e.g. district nurse] 

328 give time for questions. I try to explain in detail what the problem is, in 
appropriate language 

331 ask them what the[y] believe to be the current situation and then clarify this as 
necessary with lots of time for more questions and make a point of seeing them 
alone after each visit to the patient to counsel and support them 

332 (a) suitable place e.g. at home (b) allow plenty of time (c) allow yourself to 
answer their questions at their own pace - rather than issuing facts at your pace 

339 give time for further questions from the person being informed 

343 factual, see later re emotions 

345 being brief but leading to a discussion as to how the patient (and where) they 
should be looked after 

346 Try to be kind, firm, informative, optimistic. Give some avenue of action 
possible. Give access to further communication 

347 TRY to give time, go back and review and take questions 

349 Initially brief and factual - with an emphasis on what can be done of a creative, 
positive nature. Always invite them to come back for further chats when they have 
had "space" and time to consider the implications of the news 



35 l choose moment if possible and extra time 

353 factual but choosen (sic) moment and further time 

354 choose moment. I am usually quite 'long-winded' and talk around the subject 
for a while before coming out with facts - to assess patient response 

357 Choose moment, talk around subject, wait for questions. 

358 By encouraging relatives to do most of the talking, letting them ask questions 
to which I can then respond. 

501 this [i.e. give time for further questions from the person being informed] 
mostly 

504 negotiate the conversation so that the patient asks, or simply state it is cancer 
and then sort out the worries 

505 I try to see patient with or without family and allow time for open discussion - 
always follow up soon after to allow time for them to formulate questions etc. 

507 Respondent makes comment on 'No' response: I am a single-handed principal 
and hope to remember (interpretations of reactions can be misleading) - choose 
moment carefully, give time for further questions from the person being informed 

508 put diagnosis vaguely e.g. there seems to be a tumour, then answer direct 
questions making it clear that more will be available on request 

5 10 questions and answers both ways 

5 1 1 ringed: by being brief, choose moment carefully, give time for further 
questions from the person being informed, etc. 

512 honest but yet giving the patient and relatives time to think and question me 

5 13 as with patient, the time is chosen very carefully and not always disclosed at 
first opportunity 

5 14 give time and be honest and listen 

5 15 find out what they know or fear then notify and stress positive points when 
possible. Explore long term fears i.e. mode of death, pain, etc. Try to address 
these issues and show that support will be available 

5 18 give time for further questions 

5 19 again allow time for the information to be discussed by allowing time for 
question and answer 

522 blunt approach. No euphemisms. Subsequent commitment to spend plenty of 
time picking up the pieces 

523 (a) find out what relative (or patient) wants to know (b) find out what their 
fears are (c) give them specific knowledge about treatment and investigation in 
terms they can understand (d) FOLLOW UP (go) back to (a)--- > (sic) 



page - 5 Line B: 9b. 'what tactics do vou most commonlv use?' 

CONSULTANTS 

00 1 factual, time for questions 

002 purely factual, choose moment carefully (ringed) 

014 choose moment, allow time. Never lie, answer questions honestly 

033 I am open and honest about the patient's condition. If he trusts me he will take 
me as far as he wants to go 

039 seek their (---?)(unreadable) problems facing the patient, outline problems, 
give factual information, wait for response and questions. 

204 (a) unusual to discuss diagnosis at first meeting, therefore establish relationship 
(b) find time and place for mutual comfort (c) go over "illness" and tell them the 
result 

2 12 fairly brief, factual as far as possible and allowing time for questions 

2 13 (a) factual (b) further questions on an open ended basis (c) usually give 
patients my home phone number to contact me 

214 by leading the patient into a situation which would hopefully make it clear to 
them that they have cancer and would then allow them the choice of whether or not 
they directly ask "do you mean cancer?" 

219 honesty and time for questions 

222 try to choose moment carefully and to have time for questions 

SENIOR REGISTRARS 

005 usually simple, direct but stepwise revealing of presentation investigations, 
diagnosis and prognosis 

006 brief, factual then give time for any questions from patientlrelative. Often 
information will be reiterated at next visit 

008 factual with emphasis on positive aspects - give time for questions 

215 initially ask what they know or suspect. Use analogies(?). Try to avoid 
percentage survivals 

221 factual and questions from patient. Usually they have some idea already. 2nd 
visit mandatory(?) 

224 lead in carefully and tactfully. Build up to present(?) information. Use of 
words such as ulcer or "growth". Allow patient to ask for further information if he 
wishes 

225 allow .time for patient to discuss present condition and build up to diagnosis. 
Depends on patient and how they approach the subject 



REGISTRARS 

009 choose moment carefully, have an idea of what the plans are for further 
management, time for questions, second talk at a later time 

010 build up to the "climax" explaining the signs are(?) symptoms(sic) 

0 17 attempt to give enough time for patient's questions, be prepared to see the 
patient and family on several occasions, reinforce explanations at out-patient visits 

018 (a) information is "tailored" depending upon 8.b (2),(5),(6) [i.e. physical and 
mental condition of parties involved; how much patientlrelatives know, suspect, 
worry; intelligence of parties] (b) give time for questions (c) I usually use the term 
"cancer" if the coildition is an aggressive one, if however the malignancy is treat- 
ablelslow growing I may use the term growthltumour 

029 tactics tailored to the individual circumstances 

030 1 try to be factual, but it is important to allow time for questions 

SENIOR HOUSE OFFCIERS 

031 clear, concise and hopefully not ambiguous information. Try to give time for 
further questions 

01 1 choose moment carefully, time for questions 

012 gradual build-up first assessing what patient already knows and what they want 
to know, with time for questions 

0 19 come to the point quickly. Explore patient's fears. Don't volunteer 
information on prognosis unless tumour is very benign but answer as honestly as 
possible if asked. Always wait to see if patient wants to question me. Try to 
prepare patient before by warning that it may be something "nasty" or cancer before 
results of biopsy arrive 

020 give time for further questions from the person being informed 

021 right moment, questions, "what do you understand?" 

024 truthful - honest - sympathetic - ask if they have any questions 

032 ask them what they understand or are particularly worried about first - most 
already know or suspect diagnosis and are sometimes relieved that time of waiting 
is over 

036 time, clear, concise, simple, in appropriate language 

206 find out what they knowlbelieve first. Approach the word "cancer" slowly i.e. 
using lump or growth, then later suggest cancer or malignancy and that it cannot be 
totally cured merely "controlled". Always give opportunity to ask questions and 
return after interval to allow questions 

226 choose the moment carefully. Make sure patient WANTS to know. Pause 
between sentences to allow patient to ask questions. Actually ask "have you any 
further questions?" 



HOUSE OFFICERS 

025 choose moment carefully, give patient frequent opportunities to demonstrate 
how much they want to know 

037 factual, optimistic, brief 

207 factual initially with opportunity for questions a little later once patient has had 
time to think of them. I always try to leave them with a shred of hope e.g. 
radiotherapy or pain control 

GENERAL PRACTITIONERS 

301 It is not usually a problem - the time is obvious and differs 

305 Carefully chosen moment, time for further questions, brief and to the point 

306 no specific tactics 

309 choose moment carefully but put the facts as it stands and ask them if they 
have any questions to ask 

315 see 8b. [i.e. (a) as soon as practicable (b) patient asking or "seems ready" for 
information (c) I feel ready (d) privacy] 

316 try to do it(?) later and allow open discussion(?) 

317 plenty of time - use technique outlined in 8b. [i.e. when it is CERTAIN what 
the diagnosis is, usually in the surgery or at home if they are ill, with adequate 
privacy and time to answer questions -- find out what they already know and what 
are their fears, so as to start 'where they are', offer bad news slowly in bits so that 
they can absorb each bit and ask for the next bit at their own pace]. Offer follow- 
up to answer more questions, offer to help break it to the relatives also if patient 
wishes 

3 18 brief and give time for questions 

322 choose moment carefully 

324 I try to be as "gentle" with the information but also honest. Never would I do 
it in a huny and then leave the patient 

325 choose moment carefully and time for further questions 

326 allow opportunities for patient to ask but also when time is right 

327 ask patient if they suspect what's wrong, suggesting "what if?" situations e.g. 
"what if you don't get better?" Using terms tat aren't too fearful 

329 I invite questions from the patient. It is the best way of knowing what the 
patient wants to know 

330 choose moment carefully, simple words, guarded about prognosis, emphasise 
positive features, try to ally worries, ensure don't feel abandoned(?) 



333 time for further questions and try to have next of kin present 

334 answer patient's questions briefly in plain English, suggest follow-up 
consultation to answer further questions 

336 explain in simple terms in correct circumstances with support present and time 
to explain points not understood. Offer review of information at later time 

337 see previous box (i.e. simple words and time for questions) 

338 (a) "What have you already been told?" (b) "How did that make you feel?" 
(c) "What questions did you have (i) then (ii) now?" 

339 diagrams, testing how they would cope if they wouldn't survive(?) 

340 I try to be straightforward and honest but not very detailed. I give time for 
questions. My impression is that some people prefer not to have too much detail 
about likely prognosis 

342 a combination of facts, tact, opportunity and what seems opportune for the 
particular individual and circumstances. A Christian belief often helps! 

344 give infinite time, sat inn the patient's home to unravel the story slowly 

348 be aware when patient is asking to be told even if not put into words. Be 
factual - keep it simple. Allow discussion to be repeated 

352 Patient lead - preferably in their homes 

353 moment carefully and always further time and further opportunities for 
discussion 

355 being factual and honest, supportive, giving plenty of time 

357 Introduce topic, wait for questions. 

page 5 Line B: lob. 'Whose res~onsibilitv.. .?' 

CONSULTANTS 

001 a qualified, experienced person 

014 the senior doctor 

026 the consultant in charge 

033 I believe it sl~ould be the treating doctor - GP or Consultant as they are in the 
best position to answer all the questioils that follow 

201 variable 

204. (unless minor) The right to know implies they ask, some who do not ask will 
not be told. My responsibility 

2 13 Consultant, Senior Registrar 

214 the member of staff who knows the patient best or myself 



222 the specialist with understanding of disease in question and its "biology" 

SENIOR REGISTRARS 

005 jointly - consultant/deputy and GP depending on circumstances 

006 responsible chest physician (but right to know does not mean you necessarily 
tell them if they do not enquire) 

2 15 as before [i.e. certain(?) extremes(?) of clinical context where it is inappropri- 
ate] 

221 most senior person available, should be done as soon as we are certain 

224 the consultant (or) his deputy BUT every patient also has a right NOT to know 
the diagnosis if he wishes not to 

225 the doctor 

226 the doctor who has most contact with the patient and understands himlher. i.e. 
GP, junior staff, familiar consultants, etc. 

REGISTRARS 

008 consultant or GP 

009 responsibility is consultant in charge (to tell them) as much as they want to 
know 

010 the most senior available member of team in continuous care 

017 the most senior member of the medical team - preferably the consultant 

01 8 the doctor looking after them - ideally one who has developed a relationship 
with them Respondent makes comment on 'every patient has absolute riglzt to 
know . . . ' - although it may not always be appropriate 

029 an experienced member of the medical team 

030 consultant 

SENIOR HOUSE OFFICERS 

031 medical staff but not necessarily the consultant 

0 1 1 team involved 

012 senior member of medical team, unless patient requests diagnosis from more 
junior member of team involved in his or her care 

019 the person best able to relate to the patient and who will be best able to 
correctly answer the patient's questions 

020 the skilled physician 

02 1 consultant - Respondent makes comment on "every patient has absolute right to 



know" - everyone has a right 

024 everyone has the right to know their diagnosis. Surely the question is 'should 
they be told as a matter of course?' If they ask they should be told 

032 consultant/most senior member of team in charge 

036 a doctor persoilally involved and with rapport 

206 doctor most closely involved with patient, may be consultant, GP or junior 
staff depending on situation when diagnosis is made 

HOUSE OFFICERS 

025 usually the coilsultant 

027 the doctor available at time when patient wants to know; or the spouse/relative 
of patient 

037 consultant 

038 only if he or she wants to know - the "closest" health care to the patient who is 
sufficiently knowledgeable of the diagnosis 

207 senior member of team 

a 
301 they don't want to know very often 

305 GP or Consultant 

306 no particular person 

309 either Consultant or GP 

315 Doctor in charge. (RIGHT to know doesn't mean OUGHT to be told always) 

3 16 the person most closely involved with their care 

317 (a) the physician who makes the diagnosis (b) the doctor who provide 
continuing care 

3 18 doctor who makes the diagnosis 

324 Either hospital specialist or GP 

325 no particular person 

326 Doctor GPIConsultant 

327 the doctor closest to the patient at the time of confirmed diagnosis - ideally GP 
(incidentally, right to know IF he asks) 



329 The doctor who makes the diagnosis and decides on the future plan 

330 whoever makes diagnosis 

333 doctor 

336 person with best relationship with patient 

337 he has an absolute right to know if he asks but also has an absolute right to 
retain some hope 

338 varies a great deal 

339 Doctor who sees patient when diagnosis first made if knows detailed 
managements possible 

340 (In theory [yes] but there are a few instances where there is a case for not tell- 
ing). I think the patient should be told by the clinician with most ongoing responsi- 
bility, either consultant or GP 

342 Usually a doctor. Absolute right sl~ould NOT be confused with appropriate- 
ness of a particular line of management 

344 whoever has clinical responsibility when definite prognosis is made 

348 no one person responsible but an agreement made by Team. I believe patient 
has the right to know if helshe wants but does not need to be told if patient prefers 
to deny 

352 Yes response to 'absolute right to know' unless indicates strongly helshe does 
not wish to "know". w h o  responsible?] Consultant andlor myself 

353 Doctor 

355 GP or consultant 

357 If they ask (---?)(unreadable) and I know the answer. 

502 Consultant or GP not junior staff. A right to know - and also a right N(TT TO 
KNOW if they explicitly deflect conversations onto 'safe' areas. Information 
should not be forced onto a patient to relieve MY feeling of responsibility 

503 GP's BUT this [matter of right to know] doesn't mean they should always be 
told - they may ask not to be told. If they do ask they must be told the truth 

506 the most senior doctor involved with their care with follow up support from 
GP 

509 the patient will often tell you in their own way if they want to know 

5 13 this varies considerably. Consultant, GP, Registrar, Houseman and relatives 

5 16 hospital doctor [who] confirmed the diagnosis or me as GP 

517 the GP or the consultant 

519 Doctor or close relative together if appropriate. Most situations anticipate 



having to face the disclosure of good or bad news. The patient, if adult, must be 
able to put affairs in order 

520 no one person in particular 

521 every patient has the right to know but not not(sic) every patient would have 
the information voluntarily given 

524 I think all questions should be answered honestly by whoever is asked 
assuming they have the knowledge to answer and if they can't the patient should be 
referred to someone who can - not fobbed off 

525 the consultant [or] GP who knows the diagnosis and when the patient asks 

page 5 Line B: 10 b 'How should discrimination be effected?' 

CONSULTANTS 

201 variable 

212 mainly by state of mind - e.g. confusion or dementia. Occasionally by 
prognosis if no treatment is available 

214 as outlined in 9(b) [i.e. use words like growth, tumour which would allow 
patients to explore matters further if they wish] 

222 wherever possible patients should be told but where it is clear that patient 
actively "doesn't want to know or ask" or where knowledge has no clinical benefit 
(especially if prognosis is dayslhours at time of presentation) 

SENIOR REGISTRARS NIL responses 

REGISTRARS 

010 I ask them if they want to know what is going on. [If] "no" don't tell them 

017 some patients are too ill by the time a diagnosis is made and may be in the 
rapid terminal stages of an illness 

SENIOR HOUSE OFFICERS 

206 if moribund, rarely if relatives absolutely insist although I try very hard to 
persuade otherwise allowing patient every opportunity to ask 

HOUSE OFFICERS 

027 they may have the RIGHT but not everybody SHOULD be told regardless 

037 those who actively say they do not want to know 

207 each case is different - elderly, isolated people may not benefit their(?) 
knowing diagnosis 

GENERAL PRACTITIONERS 



3 17 a few make it clear that they don't want to talk about it or are not ready. If 
they adopt 'denial' as a coping strategy one should respect this until it breaks down 

324 when one knows and has known the patient for some time there is a "feeling" 
of who to tell and who not to tell. I would however never be dishonest - just leave 
some things untold 

333 told if they ask. Only avoid tell if they do not seem to want to know i.e. don't 
ask and voice reassuring badly pre-sentient 

336 patient's decision 

340 In a few cases I think the GPs knowledge of the person may suggest that no 
useful purpose is served by telling the person; obviously this is a value judgment 

509 each case is different. One cannot give bland, simple replies to this question 

513 by talking to patient and family in some depth 

c: this questionnaire appears to be very 
hospital based and not devised by someone with an intimate knowledge of general 
practice. I suggest you alter your questionnaire to take into account the difficult 
problems of primary care. 
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Appendix G 

Qualitative responses to the second questionnaire (42) 

The number preceding a quatation is the reference number of the respondent in the 
database of the follow-up contacts. The status of the respondent is given for each 
quotation. 

The same notational conventio~ls as were used in Appendix F are used also in this 
Appendix. 

Question 1. There are some indications of differences in view-point between 
Clinicians in respect of the main focus that they adopt in dealing with Patients 
(as defined) 

(a) Symptomltreatmentldisease focus 
as against 

personlknowledge of patientlfamilylsocia1 circumstances of patient focus. 

Please give your personal views in this context. 

Responses 

2031003172 Consultant As a geriatrician the patients are very elderly which 
changes the frame of reference of the discussion somewhat. I tend to start the 
discussion focused on the former set (symptom1 etc.) but the latter set also come in. 
The balance is about equal but on reflection I clearly move from a 'medical' start to 
a 'social' finish. Neither of these aspects do I discuss in particular depth, I tend to 
prefer to answer direct questions. 

2041004173 Consultant Depends on context. If curative then treatment focus. If 
palliative then patientlfamilylsocial etc. more relevant. 

2051005174 Senior Registrar Disease status information must be imparted first; 
following appreciation of that then social factors can be discussed. 

2091009178 Consultant It is difficult to disentangle this one - I would like to think 
that I considered every aspect of the problem - but quite probably I think more 
about hammering the disease than about the other aspects. 

2141014183 Consultant Both approaches must be considered but my way is to to 
(sic) talk about treatment in the light of my knowledge about the patient1 
fainilylsocial circumstances etc. 

2 1610 16185 Senior Registrar Neither one nor the other. Relief of symptoms 
(+cure?) are important aims but the personal + social focus is important in achiev- 
ing these aims especially where cure is not possible. 

2 1810 17186 House Officer Obviously both are important if they can be separated 
as different aspects at all. The main focus must be in permitting easy and 
comfortable communication which will transcend fear, class differences, language 
differences. This must be worked at. Once done, the doctor can then respond to 
the patient-perceived problems whether physical or psychological. 



22210391140 Consultant I can't directly answer this question because of differing 
illnesses and wide variety of treatments applied to different age groups in my spe- 
ciality (haematology). In principal I try to talk to each patient as a unique individ- 
ual and take almost all the above factors - consciously and unconsciously - into our 
discussion. 

22310401141 Consultant I think &l the above are of equal importance. 

22510461 152 Senior Registrar It is more important to focus on the patient and his 
social circumstances when initiating the discussion on cancer. However most 
patients are frightened of being in pain, and re-assurance that adequate anaelgesia 
(sic) is available and will not be witl~held is important as well. 

5011021190 GP Obviously both foci need to be considered. Patients may either 
handle their symptomsldisease with different degrees of ease. Those who find it 
difficult to adjust to the effects their disease has on them will need more attention to 
their person and supporters. Doctors also handle their patients and their patients' 
symptoms with different abilities and confidence in themselves will affect their 
handling of both foci. 

5021022191 GP My priority initially is to provide reassurance to the patient and 
secondarily to the family, that a diagnosis of 'cancer' is not a sentence of suffering 
and hopelessness. My main focus is to provide symptom relief in the widest sense - 
not only relief of physical symptoms: pain, nausea, breathlessness, etc., but also 
emotional and psychological support within the context of the whole family. 

5031023192 GP There is still a tendency to use euphemisms like 'wart', 
'ulcer','tumour' and to use ambiguous statistics which tend to confuse the patient. 
Even surgeons who are considered good communicators by the patient end up 
giving very confusing information to the patient, who inevitable latch on to phrases 
like 'success rate'. I suspect that most hospital clinicians would expect to leave 
consideration of social circumstances to the GP. 

5061026195 GP Symptoms must always be treated in the light of knowledge of 
patient condition and how aware the patient is of the diagnosis and how soon they 
could die. 

5071027196 GP Proper symptom relief is an important role for physicians at least 
in part because narcotics are only available on prescription. Drugs are not the only 
service available through doctors - the General Practitioner is a channel1 (sic) of 
referral to surgeons, physicians, radiotherapists, continuing care specialists, phar- 
macists, occupational therapists, physiotherapists and social security benefits (not 
forgetting home nurses). Family doctors should also be in a position through 
personal relations with patients and carers to give emotional support to families and 
individuals. Sharing and anticipating problems as well as planning solutions and CO- 
ordinating the skills of others is a proper function of GPs - which may get squeezed 
out by the " Wellperson" or "Health Promotion" clinics in future. 

5 14/034/103 GP In (---?)(unreadable) the patient - I find it much more difficult if I 
don't know and already have a personal relationship with the person involved - it is 
the effect on the whole person and his family circumstances - that comes first with 
them hopefully reassurance (sic) we can as part of a team cope with any symptoms 
that get thrown up. 

51710371106 GP I focus on the symptoms and discuss the possible treatments. I 
ensure patient knows about side effects of the treatment. I try to find out how much 
the patient knows about the illness. I support the caring (family if there is one). 



5 1810381107 GP General Practitioners are better placed to have knowledge of the 
patient's family circumstances and to adopt a more 'holistic' approach to 
management. 

51910421142 GP In my view by making any consultation both "patient centred" 
(the patient's - and families if appropriate - agenda addressed and 'prompted' if 
need be) and "doctor centred" (addressing the doctor's agenda) the issues can be 
addressed, sidelined, ignored, or faced 'head on' as tactfully as possible. This may 
take several 'meetings', over time. One check is for the doctor to ask the patient at 
some stage to summarise their own position of 'where they go from here'. 

52310481164 GP I am not sure this is a true conflict. The person social 
circumstances dimension is the context in which one manages the patient's disease. 

Question l (b) Putting the emphasis on curing the patient 
as against 

being more concerned with the patient's emotional condition 

Please give your personal views in this context. 

Responses 

2031003172 Consultant Certainly not the former which is practically never an 
option - discussions have to be honest. Instead of 'curing', 'relief of symptoms' 
would be my predominant emphasis ('keeping comfortable' etc.). Again there is a 
mix because we also discuss where the patient would be happiest. I probably don't 
go further in discussion of 'emotional condition'. 

2041004173 Consultant If the patient is potentially curable then that is the aim. 
Obviously if they have emotional problems one must be sympathetic but the need 
for treatment is overriding. 

2051005174 Senior Registrar We operate a tiered support system; i.e. the 
surgeonlmedical staff impart the initial information to patientslrelatives. The nurses 
become involved afterwards and handle the emotional situation (on the whole). 

2091009178 Consultant as above (in (a)) - I generally take the view that patients 
want treatment that will benefit them and I supply it - I feel this generally helps 
their emotional state but I try not to inflict very toxic treatment unless it had a good 
chance of achieving a cure. Conversely saying or suggesting that 'nothing can be 
done' can cause great distress and despondency. 
* (marked by the word 'emotional' in the question) It is very hard to know how to 
treat this. 

2141014183 Consultant If the patient can be "cured", I would strongly advocate 
the patient to adopt the treatment on offer, almost irrespective of their emotional 
coildition. If the treatment were not curative, I would seek to establish whether the 
treatment would relieve any of the patient's symptoms and what side-effects there 
would be. I would then attempt to balance this information with the patient's 
emotional condition and decide on the best approach. 

2161016185 Senior Registrar Know when cure is unlikely or impossible. 
Whatever you do the patient's emotions are a powerfull(sic) tool either for or 
against the disease and are as important as the physical treatment. 



21 81017186 House Officer Modern medicine puts much too much emphasis on 
"cure", rather than on treating". 

22210391140 Consultant At initial diagnosis where there is a chance of a cure I 
say so to all the patients when it is a realistic aim of therapy. This is especially 
important when prolonged, unpleasant treatment is involved as in some types of 
leukemia ..- patients need both the m and the motivation to help them through the 
treatment. 

22310401 14 1 Consultant Again - equally important. 

22510461152 Senior Registrar It is definitely more important to take note of and 
deal with the patient's emotional condition. Few cancers are curable (a fact that 
most patients are aware) and to emphasise on this aspect would be wrong. 

5011021190 GP There again both are important. It may be possible to abolish 
some symptoms by diagnosing their cause correctly and so cure the patient of them. 
That may be an alternative to simply tackling the patient's emotional reaction to a 
syinptom. Obviously if symptom relief isn't possible then support for the suffering 
patient is essential. 

5021022191 GP The patient's emotional response is paramount. A 'cured' patient 
in remission who exists in daily fear of a recurrence of symptoms is a failure of 
medical treatment! 

5031023192 GP I'm sure this is true. The specialists dealing more with cancer 
(i.e. radiotherapists and oncologists) are much better at this. 

5061026195 GP Where cure is a good possibility every effort should be made in 
this direction but one should always be attentive to emotional needs. 

5071027196 GP When cure is no longer a prospect this may be shared with the 
patient i f s ,  and the anger, resentment and denial which follow, before 
acceptance, must be helped (if you are not prepared to help with these you won't be 
likely to "tell") 

5 1410341 103 GP Only in improving symptoms rather than unfair and unrealistic 
attempts at curing - I think I would be far more interested in that person's needs 
than cures unless within bounds of possibilities. 

51710371106 GP I hesitate to use the term 'cure', with a patient I use "fighting 
your condition. In order to help a patient I endeavour to obtain full knowledge of 
his feelings and fears. 

51810381107 GP I believe we must accept that for many patients with cancer there 
is 'cure' - and one must guide the patient towards this realisation and support 
him in other ways to give him the best quality of life. 

5 1910421143 GP If the patient has a potentially curable condition (at whatever pain 
and cost) the doctor's role is to explain the position clearly, and giving the odds for 
and against treatment (asking 2nd. opinions if needed for doctor or patient). If the 
patient is partially curable or incurable the position should be responded to less 
aggressively, and if incurable but palliation the best option, this should be 
approached at slower tempo. 



52310481164 GP Again not really a conflict in my view. How can one cure a 
patient whilst ignoring their emotional state? 

Question 2. There appears to be a distinction between those Doctors who see 
their cancer patients as cooperative partne rs... 

compared with 
those Doctors who indicate that ..(it).. is wholly or mainly the Doctor's concern 
and the patient's cooperative partnership is incidental, helpful if present but 
not essential. 

Please give your personal views in this context. 

Responses 

2031003172 Consultant Both are extreme views - if active treatment is undertaken 
then the former is essential. If there is no 'treatment' apart from symptomatic the 
patient needs to be told as much as they seem to want to know rather than as much 
as possible! Again this is influenced by my elderly client group. 

2041004173 Consultant I agree that patients need to be part of the decision making 
tree although one does tend to lead them along a particular route. If a real choice 
exists most (80%) can decide what they want - if not make I for them. 

2051005174 Senior Registrar If further treatment or following investigations are 
required, full knowledge of diagnosis etc. is required by the patient. In other 
circumstances I tell the patient at the earliest opportunity. If they ask questions 
further discussion ensues. Many patients don't want to know and further discussion 
is not forced. They are however all told the diagnosis assuming they are compus 
mentis. 

2091009178 Consultant The treatment of cancer is a prolonged and colnplex affair 
often involving very toxic treatment. I consider it essential that patients are well 
informed and well counselled. If patients cannot cooperate fully I would not 
consider them eligible for the more demanding protocols. 

2141014183 Consultant I regard the patient as a partner but would balance the 
amount I told the patient with their emotional condition. 

2161016185 Senior Registrar entirely the first view. 

2181017186 House Officer My basic working rule is speak the truth. And that 
means explaining all things to the patient. Your worries are your patient's worries. 
Only in exceptional circumstances sl~ould information or new developments be 
deliberately withheld. 

22210391140 Consultant While aspects of the second choice can apply throughout 
management, my own view is that the patient is an "essential" cooperative partner. 
I aim to help himlher achieve that which helshe wants (realistically) to achieve.. . 
this usually frequently does necessitate telling as much as possible. 

22210401141 Consultant I support the first of these. 

22510461152 Senior Registrar This depends very much on the personality of the 
person concerned. Some patients want to be involved in discussions on treatment, 



prognosis and planning, and will benefit from 'everything being out in the open'. 
There are others who may wish someone to take over the decision making, the 
patient's co-operation is however important. 

5011021190 GP I'm sure these ends of the spectrumlstereotypes exist and that 
there are intermediate stances that doctors adopt. Not all patients will be 
"cooperative partners" perhaps preferring, or seeming to prefer, a more passive 
role. I'm also aware of patients who appear to regard the doctor as an appendage 
and sometimes an interfering one in their approach to their illness. In this sort of 
situation a doctor would have difficulty with either approach. 

5021022191 GP In general, I would strongly favour the first view - patients are 
introspective when suffering from terminal disease, and need honest discussion and 
involvement in their management, based on realistic expectations of what is 
achievable. There are a small group of patients who cope by denial, and they 
should have their wishes respected. 

5031023192 GP There can be too much information,which floods the patient with 
coilfusing statistics. Some patients do seem to want to leave it to the doctors but it 
is preferable for cooperation to be achieved. 

5061026195 GP It is a partnership but hope is very important to the patients. Full 
and frank communication at all times is the aim. 

5071027196 GP It seems to me to depend on the patient's wishes and the stage of 
the illness.. I am willing to assume aspects of both the models above and the 
second role particularly if the patient is already very dependent. These are con- 
trasted very well in "Diary of a Dying Man" where the surgeon is perceived by the 
patient in the first role and the GP (and worse, the priest) in the second role. 

5 1410341103 GP Absolutely first opinion - I see the patient myself, practice dis- 
trict nurse, MacMillan nurse as a team with all having input and must be sensitive 
to not overload patient with too much information in too short a time - needs repeat- 
ing often. 

51710371106 GP I offer to tell the patient as much as they want to know. 
However many choose the 'ostrich approach' i.e. they only wish to know a little of 
their condition. Where treatment is very intensive e.g. involving major surgery or 
cytotoxis it is often necessary to be a little more detailed about the disease. 

5 1810381107 GP I believe the patient should be involved. I feel quite strongly that 
nowadays there are few circumstances under which one should leave the patient 
igilorant of the diagnosis. 

51910421143 GP A sharing of data, understanding, and as many facets of the 
patient's condition should be the aim, as long as the patient wishes and is able. 

52310481164 GP I see the Doctor($ as cooperative partners in the patient's fight 
against, or acceptance of, their condition. 



Question 3.(a) Respondents frequently commented on the time factor - ... 
please give your personal views in this context, including any ways in which you 
have resolved this apparent conflict over availability and use of your time 

Responses 

2031003172 Consultant I have never found time a constraint. This possibly means 
I am not giving enough time! 

2041004173 Consultant Time spent explaining early saves ages latter! (sic) 

2051005174 Senior Registrar Fortunately the nurses do have time. Patients 
(people) will place roles onto their attendants and in my experience seem to prefer 
to discuss a problem with me unemotionally. Later their emotions will need to be 
expressed. The nurses know that the diagnosis has been relayed(?) to them so there 
are no "secrets" to be avoided. 

2091009178 Consultant Very difficult - I set aside a lot of time at the start to talk 
to patients and relatives - I usually find that subsequent visits take little time - I 
make more time available when deterioration occurs. 

2141014183 Consultant I find it extremely difficult to find time for this problem 
and what I try to do is to identify one member of the team, who appears to relate 
well to the patient, to be the main channel of communication with the patient. 
Hopefully, this means that the patient will be better managed and the workload is 
spread between different members of staff who all meet regularly at case confer- 
ences etc. 

2 1610 16185 Senior Registrar Medicine is not a 9 to 5 job. I don't have any 
problem about this as I feel that the time is their's not mine. If you don't like it, 
become a pathologist. Who could deny a dying patient 10 minutes? 

2 1810 17186 House Officer Time is a fundamental and insurmountable problem 
when doing a 80 - 100 hourlweek job. No way around it other than by involving 
e.g. Mountbatten [MacMillan] nurses etc. 

22210391140 Consultant I try and make time, it simply is a priority - and 
encourage and expect others in my team to do so. In leukemia treatments we must 
have the patient on "our side" from the beginning. We also have long treatments 
which allow repeated exposure and discussion which helps. 

2221040114 1 Consultant Time must be made. 

22510461152 Senior Registrar The realisation that most people with cancer will 
die of it sooner or later, that it is something for which there is no cure, must lead to 
the doctor's willingness to discuss problems in detail with the patient. A palliative 
care ward has been established on the Elderly Health Unit at Portsmouth and the 
staff there have the time to devote with patients and relatives. 

5011021190 GP Over the years I've tended to delegate time consuming activities to 
those with more time to spend e.g. nursing staff. 

5021022191 GP Time is a matter of priorities. Communication with patients and 
families in these circumstances is a top priority. 



5031023192 GP Time is less of a consideration in General practice and I don't feel 
the time factor is the restriction - GPs tend to centre on physical problems and side- 
effects of treatment rather than exploring the patient's feelings too deeply. Conver- 
sations with relatives often have to be snatched at the garden gate out of earshot. 

506/026/95 GP NONSENSE. There is always time. 

5071027196 GP Once more the patient plays a major role on this stage - sometimes 
by being reluctant to be too exposed at once and choosing a busy time to ask certain 
questions. There is a dilemma for clients who do not wish to become patients or at 
least dependents at a stage where they feel some control over events - at least one 
such patient in the last three months insisted on seeing me in morning surgery 
accompanied by his wife and made it clear that he would not accept my offer to 
visit him - visiting time being much more flexible and giving possibility of 
interviewing the professional rather than vice versa. 

51410341103 GP I know it is time consuming but often time(?) here in this context 
is some of my most valued use of time. I have to give it priority - this need is often 
time limited and I know that it will not be an indefinite drain on my resources. 
Often it is your time, interest - positive attitude - that makes people feel better and it 
affects the peace, confidence for patient and family and me - if I've done the caring 
well enough I also can accept their death more easily. 

5171037/106 GP Communication is important - whether GP or Consultant does it. 
For me to communicate effectively I must have as much knowledge as possible - 
hospital letters(?) etc. It is not necessary to give full knowledge to the patient at 
one sitting - I see patients on more than one occasion and ask them to see me after 
they have seen the hospital doctor so that they can keep me in touch and I can 
answer any questions they may have. 

5 l810381 107 GP I think this particular communication skill does come with 
experience. It's also possible to impart the information gradually according to how 
you gauge the patient's need. It's always possible to make time for this sort of 
thing. 

5 1910421143 GP The amount of time should be made available by adjusting to the 
increased needs of these patients. Introducing hospice trained nurses early in the 
terminal and preterminal phases of the illness affords extra time given by these 
nurses for the service of patients. 

52310481164 GP 1 .[Lack ofl Time is frequently used as an excuse to conceal 
ineptitude and its associated unease on the part of the professional. An effective 
doctor will ensure that he or she makes time available for these tasks which deserve 
high priority - if necessary at the expense of those which deserve lower priority. 
2.A lot of time in not always necessary. Accessibility at reasonably short notice to 
provide information or support can ensure optimum use of time - often in quite 
small packages. General Practice is ideally suited to this, but it ought to be possible 
in hospital; especially if clinicians are available by telephone to patients and their 
relatives. Many GPs give their home telephone number to patients with terminal 
illiless. I have done this with increasing frequency over the last six years, and I 
have never known it to be abused. Patients seem to find it very helpful. 



Question 3. (b) The suggestion that . . . Counsellors . . . may play a useful role in 
this was made by several respondents. What would your response be to such a 
suggestion? 

Responses 

2031003172 Consultant A good idea in principal. But is it a 'cop out' for the 
doctors? 

2041004173 Consultant Useful in certain circumstances. Most patients cope well 
and a few would benefit from counsellor acting as interested 3rd parties. 

2051005174 Senior Registrar Our nurses fill this role very well. 

2091009178 Consultant Yes, very much so - I probably do not use them (e.g 
MacMillan Nurses) enough - simply because they were not around during my 
training so I have to make a conscious effort to think about them. 

2141014183 Consultant In theory, I would feel this approach to be worthwhile. In 
practice, I fear that many doctors would feel threatened by this. My personal 
reservation about this would be concerning the ability to do this without fairly 
extensive medical knowledge. 

2161016185 Senior Registrar NO. Medical staff should be properly trained to 
counsel. Counselling by persons who are not in a position to decide on treatment 
options causes misunderstanding, confusion and distrust. 

2181017186 House Officer Definitely. The NHS could do with a new speciality 
called "deathologists"!! People specialised in the art of allowing satisfactory deaths. 
They might be experts in symptom control as well as psychological counselling. 
There is so much potential for improving the process and circumstances of death. 

22210391140 Consultant I am unconvinced mainly because of the wide variety of 
problems both social and medical that cancers produce. Some treatments are very 
complex and rapidly changing so that with the best intentions the counsellors would 
simply not be up to date. 

22210401141 Consultant They could help - but will not be able to take over the 
role of the doctor who is 'managing' the patient. 

225104.61152 Senior Registrar I do not feel that 'counsellors' are necessary. If 
medical students are introduced to counselling and if during junior doctors' training 
it is supervised and encouraged, all doctors should be able to deal with this. 

5011021190 GP Great idea - already in the area I work, specially trained nurses 
like the MacMillan nurses fulfil something of this role. 

5021022191 GP I prefer to be personally responsible. 

5031023192 GP This would be useful in hospitals but less so in General Practice 
where there is more communication and the other agents like practice and District 
nurses often do effective counselling. 

5061026195 GP No I don't think so as there are enough different people involved 
anyway. It would be better to train your existing staff, GPs, District Nurses, etc. 
more fully. 



5071027196 GP I am sure that this works well for some patients especially those 
who find particular difficulty with their own anger, guilt or denial. I am equally 
sure from recent experience that balanced accepting individuals may find 
counsellors (e.g. MacMillan Nurses) unwelcome. 

51410341103 GP I'm sure they can - but like the MacMillan nurses or our District 
Nurses and medical staff do get more experience in terminal care - I hope all they 
will offer extra is more time. 

5 1710371106 GP I enjoy doing this myself, but there are some patients who may 
find it difficult to talk to me, therefore the choice of talking to another counsellor 
could be helpful. 

5 1810381107 GP I agree they might have a limited role. 

51910421143 GP Hospice trained nurses can fulfil the role of Counsellor and 
nurse. Unless the counsellor is 'nurse trained' I am sceptical about their primary 
role other then "as part of the team". 

52310481164 GP I would suggest that it is a reflection of lack of confidence in 
those respondents,together with a desire to avoid situations in which they feel 
uncomfortable. Surely patients want the support of familiar doctors and nurses in 
this situation? 
---------------------------------------------------------------- 

Question 3.(c) Mention was frequently made of other essential but scarce 
resources ... How do you personally handle this dilemma of essential require- 
ments outstripping acceptable resources? 

Responses 

2031003172 Consultant Again, no real problems. The senior nurses are well used 
to these situations given the nature of our work. Privacy and suitable surroundings 
are also available. 

2041004173 Consultant We have created the necessary environment here and 
work on the weak points. In the private sector likewise. 

2051005174 Senior registrar It is difficult to move a patient out of a multibedded 
ward with drips, tubes and catheters into a private room for this discussion. I 
prefer to inform the patient early rather than leave them with a sense of unrelieved 
foreboding that "things are not well" until they are mobile enough to walk etc. to a 
private room. The ideal would be a private room (and nursing) for each patient 
with this sort of news to be told. 

209/009/78 Consultant I always speak to patients in my office or in a side ward 
or if on a general ward with the screens pulled round. I always speak to relatives in 
my office or in Sister's office on the ward. I consider good communication to be 
essential with any severely ill patient and I know from my personal experience how 
depressing and frustrating it is to be told nothing. i.e. I make time to see people. 

2141014183 Consultant When I feel there are difficult problems or insufficient 
time on the part of my staff, I refer the patient to one of the consultants at our local 
hospice. 



2 1610 16185 Senior Registrar You do your best. The major resource problem is 
human - people still ignore patients and talk in hushed tones. Little and often 
prevents patients feeling ignored, also nursing staff can often be someone to talk to 
etc. Nothing in the NHS is perfect but the patients' needs must be met. 

2181017186 House Officer I don't think there are any easy or quick answers to 
this one! 

22210391 140 Consultant Facilities I use at RSH are certainly better than many - 
interview room on ward etc. Privacy can in part be achieved by conducting 
interviews away from clinic time etc. The most important resource for the patients 
is time - I don't pretend to be giving a perfect service but I do try and make time as 
and when needs arise or see that others in my team do so. 

22210401141 Consultant We deal with the situation as a teain - sister's office for 
relatives, usually bedside, with curtains drawn, for patient. 

22510461152 Senior Registrar Privacy is all important, and it is not impossible to 
find a room somewhere to speak to the patient and relatives. 

501102 1190 GP I don't know that I do. 

5021022191 GP I do not find this to be a problem. 

5031023192 GP I regard myself as part of a team including District nurses and 
often Countess Mountbatten's services, as well as including relatives. My 
cotlscience has to be my guide to do the best I can with the available resources. 

5061026195 GP DISTRICT NURSES have plenty of time and are not as hard 
worked as they would sometimes like to believe. 1 think this is part of their role 
(with training). 

5071027196 GP GPs have always had the advantage of making home-visits which 
should provide privacy, suitable surroundings and opportunity to meet and work 
with relatives. I do see this threatened by the opportunity costs (in terms of time) 
by the new contract. Either I buy nurse-practitioner time to substitute for my own 
in this work, or with the other demands, I still have to find time for training and 
supervision until I can delegate to anyone else. If you use MacMillan nurses to help 
here, who is going to do the preparation for the referral(?) - the GP again. 

51410341103 GP I am lucky as a GP I coiltrol a lot of these aspects - i.e. I can call 
them into surgery or see at home, and I have the back up of trained and interested 
staff (District Nurse, Health Visitor, MacMillan Nurse) who can divide up the 
needs but as we all talk(?) together - make it a unanimous effort and I can go back 
which easier than in hospital and again I see it as a priority, (---?)(unreadable) time 
extra demand that I need to rise to. 

5 1710371106 GP I make time particularly in the initial stage (where a diagnosis of 
cancer is first made) to talk to the patient and his relatives. I would not expect 
nursing staff who don't really know the patient to do this. 

5 l810381 107 GP Aim to achieve the best results with the resources we do have. 

5 1910421143 GP Assessing each patient individually and trying to problem solve 
by using the practice team, plus or minus hospice trained staff as indicated. 



52310481164 GP 1 .Establish priorities. 2.Ensure important tasks are done well - 
this may mean making an extra effort at times e.g. working late to provide 'open- 
ended- consultation (It is unusual in my experience for these to exceed 20 minutes - 
the willingness to make time available is what matters). 

Question 4. What.. . is the most problematic aspect of communicating.. . .? 

Responses 

2031003172 Consultant The balance between being honest and being 'positive' (in 
the sense that the outlook should not be made to look horribly bleak). Another big 
problem is getting people to accept that independent life does not end from the 
moment of diagnosis and it is not essential to give up all activities instantly. 

2041004173 Consultant Getting patient, notes, x-rays, pathologies, relatives all 
together. Very important to be seen to have received everything and be giving a 
considered opinion. 

2051005174 Senior Registrar Knowing whether they have understood. 

2091009178 Consultant Trying to find out whether patients really want to know 
the truth - I believe that several (especially older) patients do not - so I speak to 
them in more general terms and give them the opportunity to ask questions. 

2 l41014183 Consultant Insufficient time and lack of privacy. 

2 161016185 Senior Registrar Fear of the patient's response. Unwillingness to be 
the person to devastate their lives. However - they are always grateful for it - they 
usually suspected the worst already. l 
2 1810 17186 House Officer Simple "fear of tears" and reluctance to "getting 
involved" and wanting to make an already demanding job less traumatic. 

22210391140 Consultant Simply that the first contact and communication occur in 
circumstances of anxiety so that much initial information does not "sink in". 
Repeated communication with reassurance and attempts at motivation are very 
important. 

22210401141 Consultant Being as honest as possible but so as to keep hope alive. I 
22510461152 Senior Registrar Not knowing how far to take the discussion when 
the patient seems to 'shut off' and appears disinterested. 

5011021190 GP Going at the right pace with explanation. 

502102219 1 GP Initial communication of the diagnosis and its implications, with 
its inevitable question 'How long?' 

5031023192 GP Preserving hope while getting the message across. 

5061026195 GP It needs more than one session so they can think about things and 
this is sometimes difficult as I prefer to see the family as well if possible. 



5071027196 GP Allowing enough time to communicate slowly and sensitively and 
enough time (may be spread over several consecutive days) to cope with individual 
reactions. And to be seen as available without, if possible, any detriment to the rest 
of the practice. 

5 1410341103 GP The fact that when I say it is a forin of cancer it obliterates all 
other information and you just have to keep reassessing what everyone understands 
as needed. 

51710371106 GP It takes a long time and is emotionally draining. 

5 1810381107 GP The most difficult thing is choosing the right moment to impart 
the information. 

51910421143 GP Relatives who insist the patient must not be told because they 
think "telling" would be too much for the patient, when the doctor thinks differently 
and it may be a bar to effective therapy. 

52310481164 GP The most difficult task is to avoid the feeling of hopelessness 
which so many people in this situation are vulnerable to. One needs to help the 
patient and family to adjust their expectation of life so that they may enjoy what 
remains of the patient's life without the "living death" of fear, which can make life 
not worth living, no matter how long the survival. 


