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Chapter 2

‘Doctor, I don’t want to know’: an investigation of denial in lung
cancer patients

Martina S. Vos and Hendrikus H.Berendsen

Published as ‘Clinical Lesson’
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SUMMARY

Three patients with lung cancer, a man aged 68, a woman aged 69 and a man

aged 52, denied the nature or the severity of their disease in three different

ways: temporary denial to evade acute emotional shock, full-blown persistent

denial, and unjustified optimism respectively. The psychological mechanism of

denial may become operational in patients confronted with an overwhelming

disease. A less pronounced denial of medical information provided by physi-

cians can be recognised in many patients. It may also be noticed in how indivi-

duals or groups of people sharing the same unbearable reality face up to the

facts. Denial may be helpful in (temporarily) circumventing a serious problem

but when the disease is serious, it may interfere in relationships with partners,

relatives and friends. Denial must be differentiated from organicity, e.g. ano-

sognosia in cerebral damage, by patient ignorance, or by vague communication

from the medical community. A direct and blunt confrontation of denial may

result in adverse effects due to a defensive mechanism being aggravated. Slowly

providing the patient with pieces of information whilst taking into account his

or her reaction, may provide a clue for gradual conformation to the medical

reality.
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INTRODUCTION

Some patients with a serious disease give the impression that they prefer not to

know how serious their condition is. They appear to hide their head in the

sand; they are in denial. The term ‘denial’ instinctively brings to mind a nega-

tive association. The trend nowadays is to face your problems full on.

However, sometimes these problems are huge and unsolvable. To avoid collap-

sing under the burden of acknowledging that these problems cannot be solved,

people use methods to undo the torment. One such method is denial of the

problem. The intention of denial, be it conscious or unconscious, is to avert

unbearable suffering and nullify threatening information. Denial is found both

within the field of medicine and beyond. In our hospital pulmonologists diag-

nose lung cancer in about 120 patients each year. A few of these patients

strongly deny their disease. Others only deny it in the beginning or try to avoid

the severity of the consequences of their disease by being ‘wrongly optimistic’,

as described by The et al.1,2 Denial can be adaptive, but also harmful. A mild

degree of denial after a serious disease has been diagnosed can be a helpful

form of protection against overwhelming emotions. Some patients, however,

present us with difficult dilemmas as we will demonstrate below. In the case

histories the patients are anonymous. We will start by describing the cases lead-

ing up to the denial, and discuss the further course of events later on.

THE CASES

Patient A, a 68-year-old man, is healthy and fit. Since retiring he spends most

of his time on his yacht. He has crossed the Channel several times, together

with his wife, and is now preparing for a trip to the Mediterranean Sea. As he

has been coughing for a few weeks he asks his family doctor for a course of

antibiotics so that he will be fit to leave. The family doctor listens to his lungs

and, to make certain, orders a chest x-ray. The radiologist sends the patient

straight to the pulmonologist as there is a spot visible on the x-ray which is

highly suggestive of a malignancy. The pulmonologist discusses this with the

patient and his wife and explains which investigations will need to be carried

out the following week to establish the nature of the disease. ‘I don’t want to

know about this’, says the patient, ‘I don’t feel at all sick and now you’re telling

me I have lung cancer’.

Patient B, a 69-year-old woman comes for an interview with the psychiatrist

(M.S.V.), accompanied by her daughter. In preparation for a study into the

association between denial of disease and quality of life in lung cancer patients,

the psychiatrist has asked the pulmonologists to refer patients who were pre-

pared to participate in an open interview. A prerequisite to participation in the

interview was that the patient had been informed of the diagnosis.

The patient explains that there is nothing wrong, as she had thought. There

had really been no need for her to go to hospital, as she isn’t sick. They had
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even checked her liver but not found anything. The patient answers questions

quickly, but with short replies. The daughter agrees, explaining that she had

been worried but now she also feels somewhat reassured. Mother and daughter

leave the office in high spirits, wishing the interviewer a good weekend.

Stunned, the interviewer goes to the pulmonologist’s office, saying a little

indignantly: ‘I thought you were only going to send patients with lung cancer?’

‘That patient does have lung cancer’, replies the pulmonologist. ‘And most

likely with liver metastases, although the pathologist couldn’t find any malig-

nant cells in the puncture fluid. We may have just missed it with the needle. I

explained this to the patient and her daughter’.

Patient C, 52 years of age, is a businessman. He hasn’t always been finan-

cially successful. He is very happily married, has three healthy children in the

prime of their lives. He describes himself as self-taught. He has seen a lot, and

this has taught him to relativise and not to be too quickly impressed by money

or power. He has been found to have small-cell lung carcinoma. Before he

starts his courses of chemotherapy he tells everyone who’s willing to listen that

now he has lung cancer, but that next year he will be running the New York

marathon. As proof that he will be cured, he refers to the horoscope that his

mother had drawn up when he was born which predicts that he will live to be

a 100 years old.

THE BENEFITS AND DISADVANTAGES OF DENIAL

These cases represent three examples of the different disguises in which denial

can present in the consultation room. Doctors also make use of denial, for

example when playing down the situation. With statements such as ‘You have

a little lump, but we’ll irradiate it and you’ll be back to your old self ’, the

anxious patient is seen to heave a sigh of relief. Rightly so, says Wagener:3

‘Denial does not appear to be a problem as long as it does not interfere with

the treatment or appropriate medical planning. A doctor should not rob the

patient of their essential defence mechanisms’.

Denial can have a useful, protective function for everyone in daily life, not

just for our patients. If we were to be constantly aware of all our fears (for

example, what might happen to our loved ones) and dangers (such as plane

crashes, drug package inserts), we would no longer be able to live and work.

If a person’s denial is too strong, the protective effect may be accompanied

by harmful side effects. One well-known example is the postponing behaviour

of a woman who goes around for months with a lump in her breast thinking

‘it will pass’, reducing the chance of successful treatment.

Another negative effect of denial is that it may hamper communication. It is

not easy to discuss a treatment plan with a patient who does not want to

accept that he/she is ill. If the patient refuses an examination or treatment and

this goes against medical norms, the doctor is faced with a dilemma. Should

the doctor respect the denial because the patient seems to feel the need to pro-
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tect him/herself against fears or threatening information, or should he/she try

to break through the denial with the intention of drawing up a treatment plan?

THE CONCEPT OF ‘DENIAL’

The literature describes denial from various different theoretical viewpoints.

Opinions are strongly divided on what does and does not count as denial. The

original psychoanalytical definition of denial by Anna Freud in 19364 referred

to an unconscious psychotic defence mechanism against external influences. In

the decades that followed, the debate focussed on whether denial is only a

defence mechanism against external threats or also one against inner conflicts,

and whether denial is a conscious or unconscious defence mechanism and, in

particular, whether denial is a sign of a pathological disorder or simply a

healthy system of defence.5-8 Many researchers consider denial to be an uncon-

scious defence mechanism and suppression to be either conscious or semi-con-

scious.9-12

The DSM-IV13 provides the following definitions of the three terms below:

– suppression: intentional avoidance of thoughts about disturbing pro-
blems, wishes, feelings or experiences;

– repression: expulsion of disturbing wishes, thoughts or experience from
the consciousness, where the feeling component may remain conscious,
detached from its associated thought content;

– disavowal: refusal to acknowledge a painful aspect of the external reality
or subjective perception, while this aspect is obvious to others.

The commonly-used term ‘denial’ can be considered a collective term for these

definitions; a general term for various ways to avoid painful facts or feelings.

The term ‘denial of illness’ is also used in the literature alongside denial as a

‘neurotic’ defence mechanism. The most well-known researchers in the field of

denial of illness are Hackett et al. who found that, in stable individuals with no

history of psychopathological disorders, denial is the most commonly used

defence mechanism in response to a cardiac infarction.14 Their definition is as

follows: ‘denial is the conscious or unconscious repudiation of part or all of

the total available meaning of an event to allay fear, anxiety or other unpleasant

affects’. On the basis of their research, they conclude that denial in the acute

phase following a cardiac infarction protects against panic and depression, and

their study even found that deniers had a lower mortality rate.

In addition to individual denial, collective denial also exists. Two forms of

collective denial can be identified:15 official denial and cultural denial. Official

denial refers to denial initiated, formed and maintained by governments, for

example to cover up famine or political murders. Cultural denial tends to refer

to the unwritten agreements about what should not be remembered or known

publically or within a certain group, for example the holocaust denial move-

ment. The realisation that denial takes place at many levels helps to view the
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cancer patient’s denial in the consultation room within a broader setting and

generates greater understanding for this context.

PITTFALLS

If a doctor has the impression that a patient is denying his/her disease or the

consequences of this disease, it is advisable to investigate whether the denial

involves a psychological mechanism. Below we discuss three pitfalls whereby

denial may be incorrectly considered a defence mechanism in the patient.

Organicity. In neurological diseases anosognosia can arise. This is an inability

by the patient to recognise a loss of function in part of his/her body due to

brain damage. Patients with memory problems or those who are delirious may

forget what they have been told. Investigation of the cognitive functions is

desirable in this case.

Ignorance. It is important not to diagnose denial on the basis of a general

impression of a patient. It is important to investigate whether the patient has

been well-informed about the disease to rule out denial due to ignorance.

The influence of the medical stronghold. The ability of doctors to induce or

maintain denial should not be underestimated. Using vague language or

switching to a positive topic too quickly after presenting the bad news can

deny the patient the opportunity to realistically assess the severity of his/her

situation. Although it is desirable to offer a patient hope, this should not be at

the cost of the actual facts. Most patients benefit more from openness, so that

they themselves can determine how they are going to deal with it and how

long this is going to take. The patient who incorrectly believes him/herself to

have excellent chances of recovery because the doctor suggested as much, may

be badly disappointed or feel let down if it appears that the ‘promises’ cannot

be fulfilled. In this respect, The points to the tendency of doctors to answer

patients’ questions about the long-term outlook in terms of a short-term

perspective.1

FOLLOW-ON OF CASE HISTORIES

Patient A. In the case of patient A, who was responding mainly to the acute

shock, the pulmonologist suggested postponing further investigations and giv-

ing the couple time to come to terms with the shocking information. Two

weeks later the patient did indeed want further investigations, but he indicated

that he definitely did not want chemotherapy even if it was the only treatment

opinion. When the patient was found to have large-cell lung carcinoma with

no detectable metastases, he decided to undergo surgery. After the operation

the patient remained in pain for months, which he found difficult. One year

after the operation he felt good enough to make the sailing trip to the

Mediterranean Sea after all.
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This patient displayed a short phase of ‘conscious denial’. Once he was able

to organise the threatening information and took the decision making about

potential treatment into his own hands, he was more capable of handling his

disease and his relationship with the doctors.

Patient B did not want to make another appointment with the pulmonolo-

gist and did not want to undergo liver puncture again. The pulmonologist

handed her case over to the family doctor, who made a number of home visits.

He did not confront her with the severity of her disease but when her symp-

toms worsened he tried to tell her that she was suffering from lung cancer

which could no longer be cured. She persisted in her denial. The daughter,

who by this time was well-informed about her mother’s condition, agreed with

the family doctor that they would leave her mother alone as her mother had

never been one to discuss her feelings. Although the daughter found it difficult

not to be able to discuss the imminent death with her mother, she decided to

respect her mother’s position on the matter. The daughter cared for her mother

until the end, and knowing she was supported by the family doctor made it

bearable not to talk about the subject.

In this example denial has both adaptive and harmful sides to it. The patient

has protected herself, but at the cost of not having the opportunity to say

goodbye to her daughter who would have liked to have been able to do so. It

can be difficult for those close to the patient not to have the opportunity to

talk honestly about their sadness or the patient’s imminent death. Weighing up

the different interests of those involved can be a precarious task for the doctor.

Patient C remained cheerful and optimistic up to the end of his chemother-

apy. On the chest x-ray the tumour appeared to shrink further after each

course, so the pulmonologist saw no reason to explain again that the disease

was definitely incurable. There would always be an opportunity for that later

down the line. In this case the denial appears to have manifested itself in the

form of barely realistic optimism which did, however, benefit the patient’s

quality of life. After the chemotherapy courses the patient moved abroad. We

have no further information about the course of his disease.

DISCUSSION AND CONCLUSION

When dealing with a patient who is in denial, a prerequisite is respect for the

protective function of denial. Wagener points out that patients appear to con-

sciously deny the severity of the disease during the treatment phase and that

attempts by care providers to prompt the patient to resign him/herself to his/

her fate understandably earn critiscism.16

If the doctor is of the opinion that it is in the interest of the patient and his/

her relatives to nonetheless discuss the situation about which the patient is in

denial, a well-considered approach tailored to the patient and those close to

him/her is required. Direct confrontation of the denial is generally counterpro-

ductive, and may in fact strengthen the patient’s defence mechanism and result
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in a loss of trust. This does not mean that doctors, nurses or relatives should

simply go along with the denial. A satisfactory compromise is to show under-

standing for the way in which the patient is dealing with his/her disease, but to

continue asking questions in a calm and patient manner and, on the basis of

the patient’s reaction, continue providing information. It is important that

there is agreement on the selected approach within the treatment team and to

inform others involved in the patient’s care at the hand-over about the infor-

mation provided to avoid the patient and his/her family receiving different or

contradictory information.

In this paper we wish to show that ‘denial’ is a wide-ranging term which

describes the various different mechanisms we all use to stave off unbearable

events or emotions. This defence mechanism, particularly when temporary, can

be a useful and protective way to avoid being flooded with overwhelming emo-

tions and to gain some time to become accustomed to unpleasant events. In

the case of rigorous denial, however, there is insufficient acceptance of the rea-

lity and communication can become impaired. This impaired communication

can be detrimental to those involved. It is the doctor’s role to assess whether or

not it is possible to break through the denial. If he or she decides it is in the

interest of the patient and his/her relatives to break through the denial, he/she

should respect the protective function of this defence mechanism and carefully

‘challenge’ the patient to surrender the denial to some degree.
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