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Chapter 8

Summary and general discussion



INTRODUCTION

In this chapter the major findings of the study are summarized and discussed.

The structure of the discussion follows the relevant themes that we have dealt

with during the course of the research project: the concept of denial, the scope

of the DCI, methodological issues, denial during the course of the illness, con-

siderations concerning patient-rated outcome, gender differences and the

implications of the results for daily oncology practice.

SUMMARY

In Chapter 1 a general introduction is given and the background and outline of

the thesis are described.

Chapter 2

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 recognized in many patients. It may also be apparent in the way

that individuals or groups of people sharing the same unbearable reality face

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

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

with partners, relatives and friends. Denial must be differentiated from organi-

city, such as anosognosia due to cerebral damage, patient ignorance, or vague

communication from the medical community. A direct and blunt confronta-

tion of denial may result in adverse effects due to aggravation of a defensive

mechanism. Slowly providing the patient with pieces of information whilst

monitoring their reaction may allow gradual conformation to the medical

reality.

Chapter 3

Denial is a clinically relevant concept in cancer patients. It has been extensively

investigated and discussed. The definition of denial, however, has been subject

to different theoretical trends over time. From a psychoanalytical viewpoint,

denial is a pathological, ineffective defence mechanism. On the other hand,

according to the stress and coping model denial can be seen as an adaptive

strategy to protect against overwhelming events and feelings.
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In this chapter the different concepts and the prevalence of denial in cancer

patients are reviewed. The relationship between denial and background charac-

teristics, and the influence of denial on quality of life are also described.

The prevalence of denial of diagnosis in cancer patients varies from 4.3% to

46.7%, while denial of impact occurs in 8% to 70% and denial of affect is

found in 17.9% to 42% of patients. Elderly cancer patients are more likely to

manifest denial. Cultural background seems to play a role in the prevalence of

denial in cancer patients. Neither the type of cancer nor gender seems to be

related to denial. At most, men might be more likely to deny during the term-

inal phase. In a limited number of longitudinal studies, a gradual reduction in

denial was found over the course of the illness.

The effect of denial on psychological functioning seemed to depend on the

concept of denial used. Distractive strategies were found to reduce distress,

whereas passive escape mechanisms turned out to decrease psychological well-

being.

Future research on the prevalence and the (mal)adaptive properties of denial

in cancer patients should be based on a clear concept, longitudinal design and

careful recording of background variables.

Chapter 4

Based on Weissman and Hackett’s comprehensive definition of denial, a semi-

structured interview was developed to measure denial in cancer patients. The

Denial in Cancer Interview (DCI) covers both the patient account of their ill-

ness experience and the expert’s impression of the level of denial in the

patient’s story. This chapter describes the development and first psychometric

analysis of the instrument.

The development of the DCI was based on clinical observation, the expert

opinion of eight specialised psychiatrists, as well as three small pilot studies to

assess feasibility.

The DCI is composed of two parts: a semi-structured interview consisting of

nine specific items to be answered by the patient and two items covering the

interviewer’s clinical impression of the patient’s type and level of denial.

Follow-up interviews were held at 8, 16 and 32 weeks after the baseline assess-

ment (T2-T4).

To measure the inter-rater reliability, interviews were recorded and rated

independently by one interviewer and one of the study’s co-workers.

One hundred and ninety-five consecutive newly-diagnosed lung cancer

patients were interviewed. The internal consistency of the DCI (Cronbach’s �)
was 0.84 at first interview and 0.85, 0.82 and 0.83 at T2-4, respectively. The

inter-rater agreement was good for the DCI and the Patient’s Assessment scale,

and satisfactory for the clinical impression items. The DCI proved to be a fea-

sible and reliable instrument for measuring denial in lung cancer patients.

Whether applicable to other cancer populations remains to be studied.
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The DCI is presented in addendum A. The frequencies of the items of the

Patient Assessment Scale are given in addendum B.

Chapter 5

Denial in cancer patients is a well-known clinical phenomenon, yet few studies

investigate the prevalence of denial over time.

This chapter describes the level of denial in lung cancer patients over time,

and the impact of sociodemographic and illness-related variables on denial in

these patients.

The level of denial was measured by the Denial of Cancer Interview in 195

consecutive newly-diagnosed lung cancer patients. Four assessments were con-

ducted over eight months. Sociodemographic data were collected during the

interviews. Medical data were provided by the chest physicians.

At baseline most patients (86.6%) display a low or moderate level of denial

and a small number of patients (3%) display a high level of denial. The mean

level of denial is the lowest at baseline and increases over time.

Male lung cancer patients deny more than their female counterparts.

Younger patients deny less than elderly patients. Shortly after diagnosis lower-

educated patients deny more than higher-educated patients, but during the

course of the illness both these groups display the same level of denial.

Some level of denial has to be considered a normal phenomenon, part of the

illness process for lung cancer patients. Whether the level of denial is related to

adaptive or maladaptive coping remains to be investigated.

Chapter 6

Although denial in cancer patients is often seen in clinical practice, little is

known about denial over time during the course of the illness. Furthermore,

studies relating denial to physical outcomes are lacking. In this chapter patterns

of denial among lung cancer patients are described and linked to physical out-

comes. Denial was measured longitudinally as described in chapter 4. Patient-

reported physical outcomes were measured with a generic and disease-specific

quality of life measure.

Three patterns of denial over time were identified in lung cancer patients:

patients displayed either low, moderate or increasing denial. Male lung cancer

patients were found to deny at a moderate level more often. A moderate or

increasing level of denial was consistently related to improved patient-rated

physical outcomes. Lung cancer patients displaying greater denial reported a

better overall perception of health and better physical functioning. They com-

plained less about fatigue, nausea and vomiting, appetite loss, dysphagia and

arm and shoulder pain than low deniers. Other symptoms did not differ

among denial classes.

Denial in lung cancer patients may well be an adaptive mechanism and

should be respected in clinical practice.
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Chapter 7

As mentioned in the previous chapters, denial is a well-known phenomenon in

clinical oncology practice. Nonetheless, whether the impact of denial on

patients’ social and emotional wellbeing is beneficial or harmful remains

unknown.

In this chapter the relationship between denial and social and emotional

outcomes in lung cancer patients over an extended time period are described.

The same sample and longitudinal assessment of denial as described in chapter

5 were used. Patient-reported social and emotional outcomes were measured

with the EORTC-QLQ-30 and the Hospital Anxiety and Depression Scale.

Patients with a moderate or increasing level of denial over time reported bet-

ter social outcomes, and less anxiety and depression than patients with a low

level of denial. The overall quality of life was higher among lung cancer

patients who displayed either moderate or increasing levels of denial than those

with low levels of denial.

Based on these findings, it can be concluded that a certain level of denial in

lung cancer patients can have a protective effect on social and emotional out-

comes. Clinicians should take this into account when giving information about

the illness and its prognosis.

DISCUSSION

Denial

The history and the development of the concept of denial in different psycho-

logical schools were presented in chapter 2. How do people view denial nowa-

days? In the course of our research project we encountered many different

points of view from colleagues about the concept. In daily life most people use

the term denial with a pejorative charge, as illustrated in the following citation

from the New York Times1: “In the modern vernacular, to say someone is “in

denial” is to deliver a savage combination punch: one shot to the belly for the

cheating or drinking or bad behaviour, and another slap to the head for the

cowardly self-deception of pretending it’s not a problem.” The author, however,

adds: “The psychological tricks that people use to ignore a festering problem in

their own households are the same ones that they need to live with everyday

human dishonesty and betrayal, their own and others. […] In this emerging

view, social scientists see denial on a broader spectrum — from benign inatten-

tion to passive acknowledgment to full-blown, wilful blindness — on the part

of couples, social groups and organizations, as well as individuals”.

In reaction to this article 55 readers gave their comments. A broad spectrum

of opinions was represented in these comments. At one end of the spectrum lie

sympathizing and alleviating views: “…Perhaps denial is a person’s initial

attempt to minimize blame and reconcile themselves to the community. After

all, the couples that minimize minor infractions seem to be more likely to have
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a good relationship in the long run”, and: “Sometimes what looks like denial to

others, should simply be called hope”. At the other end of the spectrum

strongly disapproving statements were made: “… denialism has become epi-

demic in our society. […] it represents an abnormality, an imbalance, a caustic

force that degrades our collective quality of life’’.

A similar range of opinions can be found in patients’ and doctors’ views on

the definition of denial of illness. Some participants in our study said: “The

doctor tells me everything and I appreciate that, because it is wrong to put

your head in the sand.” and one patient told us: “I do not want to know any-

thing about my disease. I am a member of the ostrich party.” The different

views held by researchers on the concept denial are discussed at length in the

literature2,3,4,5,6,7,8,9.

The problem with denial remains the different and even contradictory views

on the concept. A deep examination of the meaning of denial can feel like

walking in a painting of Escher: following the stairs you gradually realize that

you have become trapped in an unfathomable reality.

As it is impossible to encompass the whole variety of viewpoints on denial

in one definition, any investigator who needs a research tool of the concept has

to make a choice.

We chose Hackett and Cassem’s encompassing definition: “(..) 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”.

The advantage of this definition for research purposes is that it covers the

whole range from minimization to full disavowal, from facts to feelings and

from a little to an extensive level of denial. Besides, the unsolvable question

regarding the difference between conscious and unconscious, can be avoided.

An omission in Hackett and Cassem’s definition is that no distinction is

made between the necessary two sides of denial: the ‘event’ or the reality that

is evident to others, and the denial of this event or its impact by the denier.

The DSM IV definition of denial does comprise these two sides: ‘The indivi-

dual deals with emotional conflict or internal or external stressors by refusing

to acknowledge some painful aspect of external reality or subjective experience

that would be apparent to others’. y

The Denial of Cancer Interview

The DCI, our instrument to measure denial, turned out to be reliable and fea-

sible, yet some remarks should be noted. The concept of denial is multiform.

Different and even contradictory views on its appropriateness can be found in

the literature. Moyer and Levine10 underline the lack of consensus on whether

denial is unconscious or conscious, a trait or a state, indicative of psychological

y This addition is also found in the Wikipedia’s definition: “Denial is a defense mechanism

[...] in which a person is faced with a fact that is too uncomfortable to accept and rejects it

instead, insisting that it is not true despite what may be overwhelming evidence.”
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disturbance or a normal response to serious illness, a broad or a narrow con-

cept. This makes its assessment for research purposes difficult. Given the sub-

stantial amount of literature regarding denial in cancer patients, it is

remarkable that a valid instrument to measure denial in oncology is lacking.

Different attempts have been made, but no instrument was found to survive

critical analyses.10,11,12 Clearly, there are considerable methodological problems

with measuring denial in cancer patients. Connor12 compared ten different

approaches with the aim to measure denial in terminally ill patients: self-report

scales, observational assessments and physiological measurements. Two instru-

ments showed reasonable psychometric properties, but neither had yet been

tested in physically ill patients. Observational and physiological approaches did

not prove to be consistent ways to measure denial. Based on their extensive

review of the measurement of denial, including interviews, clinical ratings, self-

report instruments, behavioural measures and indirect assessments, Moyer and

Levine recommend that future studies explicitly define denial, use multiple

measures assessing different modalities and outcomes, measure denial at several

times over the course of illness, and take into account aspects of the indivi-

dual’s situation to ensure that denial is not identified erroneously. In the devel-

opment of the DCI we followed most of their suggestions. Firstly, we explicitly

chose the definition of denial established by Hackett and Cassem. Secondly,

because the lack of a gold standard makes it difficult to validate a newly-devel-

oped instrument, we measured denial with the DCI as well as with the Brief

Cope.

Thirdly, the DCI is composed of different modalities: the Patient Assessment

Scale and the clinical impression of type and level of denial rated by the inter-

viewer. Fourthly, we measured denial four times over an eight-month period.

And finally, because of the elaborated interviews with the patients, we were

able to identify denial accurately.

As we assumed that the Brief Cope13 subscales of denial and self-distraction

would cover aspects of denial that were also addressed in the DCI, we com-

pared these for validity establishment. The Cope denial subscale, interestingly,

did not show a correlation with the DCI, and the distraction subscale showed a

statistically significant (p=0.02) negative correlation with the DCI. The expla-

nation for this finding by the designer of the Brief Cope, Charles Carver (per-

sonal communication) is that “The difference comes from the content being

assessed. The DCI is after a more subtle, arguably ‘truer’ sort of denial. The

items of the denial subscale of the Brief Cope cover overt denial, with a little

overtone of catastrophizing. (..) self-distraction is working not to think about

it by focusing on something else.” The self-distraction items seem to cover

mild, conscious denial or suppression which is rated in the lower range of the

clinical impression scores of the DCI. Therefore, a high score on the self-dis-

traction scale of the Brief Cope corresponds with a lower score on the DCI,

explaining the negative correlation. These results have to be interpreted with

caution, given the moderate internal consistency of the self-distraction subscale

(� = 0.63 in our study). The conclusion is that our attempt to validate the
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DCI by comparison with the subscales of the Brief Cope was not successful

and underlines the difference in use of the concept of denial.

The DCI was developed in five phases with lung cancer patients: a face-valid-

ity check, three pilot studies and the testing phase. The nine items of the

Patient Assessment Scale focussed on illness-related information needs, think-

ing and speaking about the illness, distraction activities and the impact of the

illness on daily life and future planning.

The question is whether the DCI retains its good psychometric properties

when used in other cancer patient groups. Looking at the items of the Patient

Assessment Scale of the DCI (see addendum A) it seems plausible that they

would be applicable to other cancer patient populations. Item 7, however,

which focuses on treatment expectations, is based on the assumption of a poor

prognosis, especially for non-operable tumours. Lung cancer patients receiving

chemotherapy or radiotherapy who indicate that they expect ‘complete recov-

ery’ are denying the seriousness of their illness. In some other types of cancer,

such as chemotherapy for lymphoma, adjuvant chemotherapy for breast cancer

patients or curative radiotherapy for head and neck cancer, the aim of the

treatment is cure. Thus, to be able to score this item, the patient’s answer has

to be differentiated according to the realistic treatment expectations for the

type of the cancer from which the participant is suffering. Whether the DCI is

applicable to cancer patients with a good prognosis remains to be proven.

METHODOGICAL ISSUES

The main purpose of this study was to investigate the relation between denial

in lung cancer patients and the quality of life over time in the course of the

disease. This means that the relation of two series of longitudinal outcomes

had to be analyzed. In statistical terms the first aim was to identify latent

classes of longitudinal denial measurements. The second objective was to ana-

lyze whether this ‘longitudinal denial’ was related to physical and emotional

outcomes, which in turn were also longitudinally assessed.

Some methodological issues have to be considered. Firstly, to be able to

measure denial we developed the DCI and tested and adapted the instrument

in three pilot studies before the longitudinal study was started. The data of this

study were used to analyze the psychometric properties of the DCI. Thus the

reliability of the DCI was tested in the same study in which the research ques-

tions were investigated.

The second issue concerns the considerable number of drop-outs, inherent

to the poor prognosis of lung cancer. We started at baseline with 195 partici-

pants (115 men, 80 women) and after eight months we finished with 79 parti-

cipants (43 men, 36 women), which signifies a dropout rate of 59%. We

therefore chose a random effects analysis, which yields unbiased results when

observations are missing at random. This means that, in our situation, the
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dropout between successive assessments is not directly related to unobserved

denial.

The third methodological issue is the small number of patients displaying a

high level of denial. It is conceivable that lung cancer patients who strongly

deny their illness or do not want to speak about it, will not be willing to parti-

cipate in a study exploring patients’ perception of facts, feelings and impact of

the disease, thus creating a bias in our results. Indeed these patients seem to be

overrepresented in our non-responding population. Based on their reasons for

refusal (“does not want treatment or study participation” (n=6) “does not

want to talk about the illness” (n=7), “too busy” (n=2), ‘denial of illness’

(n=4)), 19 non-responders (7.8%) could be strong deniers compared to 5

responders (T1, 2.6%).

This is a complicated aspect of our study, because without data concerning

high denial, we are unable to draw conclusions about the relationships between

all the different levels of denial and physical and emotional outcomes.

It is conceivable that an extreme level of denial may cause a delay in diagno-

sis, withdrawal from medical check-ups and therapy non-compliance.14 These

high-denying patients are probably seen more by their family doctors than by

chest physicians. To investigate this patient group, the participation of general

practitioners and relatives will be essential.

THE PATTERNS OF DENIAL OVER TIME

Speaking about denial often elicits a reference to Kuebler Ross’ stage of grief

theory in which denial is supposed to be the first phase.15 This theory is criti-

cized in the literature and has not proven to be very helpful in daily prac-

tice.16,17 The results of our study support these critical views. Denial should

not be considered as a transitory phenomenon. Based on the analysis of four

assessments over eight months in our patient group, an increased level of

denial over time was found. Looking at different classes within our patient

group, we could distinguish three patterns of denial: low, moderate and

increasing. Surprisingly, the level of denial in the low and moderate deniers,

the largest groups, remained stable over eight months. This finding raises the

question whether in most people denial is a trait, a consistent style of coping

in daily life, and only a state, a temporary reaction to a shocking life event, in

a small group. As denial has to be assessed before and after the diagnosis of

lung cancer to provide an answer, this research question goes beyond the scope

of our study.

DENIAL AND PHYSICAL OUTCOME

An important finding in our study is that a moderate or increasing level of

denial was consistently related to improved patient-rated physical outcomes.
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Lung cancer patients displaying greater denial reported a better overall percep-

tion of health and better physical functioning. They also suffered less from dys-

pnea, fatigue, gastrointestinal symptoms, dysphagia and arm pain. Thus, denial

may be adaptive in lung cancer patients. The explanation for these results can

be found in theories of symptom perception and selective attention, of which

an integrated approach is presented by Kolk and colleagues.18 They describe

the perception of physical symptoms as being preceded first by peripheral, phy-

siological changes resulting from bodily processes. Next, changes generate

information about organ systems but only a small proportion of this informa-

tion gives rise to awareness and is consciously processed. Awareness also

depends on the (selective) attention we pay to these sensations. Attention to

the body is likely to heighten the processing of physical, internal information

rather than external information. The more people focus internally, the more

they notice symptoms.19 Using denial as a coping strategy may influence cogni-

tive processing and may lead to reduced internal focussing. A nice illustration

of this theory can be found in the results of the recent clinical study by Mills et

al.20 They concluded that inoperable lung cancer patients who completed a

weekly patient-held QOL diary reported more deterioration in QOL than

patients who received standard care. It is conceivable that each time they fill

out the questionnaire, these patients, who suffer from inoperable lung cancer,

are confronted with feelings of helplessness and powerlessness knowing that

cure is impossible. Not focussing on the painful reality time and again may

make it easier to evade these feelings. Whether denial is less adaptive in cancer

patients with a favourable prognosis needs further study. Focussing on physical

symptoms which are a sign of a curable illness is certainly more to the patient’s

benefit than delay of consulting a doctor based on denial.

DENIAL AND SOCIAL AND EMOTIONAL OUTCOME

The key finding from our study is that patients fare better when they express a

moderate level of denial or increase their level of denial from the moment of

diagnosis over time. Patients showing little denial experience worse social and

emotional outcomes and reduced overall quality of life.

In terms of social outcomes, it is conceivable that patients who deny having

lung cancer or who deny its impact are less limited in working or pursuing lei-

sure activities. Moreover, as lung cancer often raises stigmatizing and guilt-

inducing reactions,21,22 denial may protect these patients from losing self-

esteem and from harm through social interactions caused by negative responses

from their environment.

Patient-rated emotional outcomes were strongly related to the level of denial.

Patients denying moderately or increasingly over time show less anxiety and

depression than low denying patients. This finding is consistent with Taylor

and Brown’s23 theory in which they propose that positive illusions are benefi-

cial to mental health. They used a dictionary’s definition of illusion: “a percep-
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tion that represents what is perceived in a way different from the way it is in

reality. An illusion is a false mental image or conception which may be a misin-

terpretation of a real appearance or may be something imagined. It may be

pleasing, harmless, or even useful”. In their extensive literature review the

authors challenge the common view that the mentally healthy person perceives

reality accurately. Taylor and Brown conclude that the association between illu-

sions and a positive mood appears to be a consistent one. Happy people are

more likely to have positive conceptions of themselves, a belief in their ability

to control what goes on around them and a high self esteem. Furthermore, the

ability to care for others and social bonding appear to be associated with posi-

tive illusions, which is again consistent with our results on the relation between

denial and social outcome in lung cancer patients.

From our explorative literature review we concluded that the effect of denial

in cancer patients on psychological functioning depends on the concept of

denial used2. Studies in which denial of the disease impact was related to

improved psychological functioning represented active strategies such as not

letting the illness control life, brushing the illness aside and instead adopting a

positive outlook in spite of having cancer. In studies in which denial was

related to poorer psychological functioning, the concepts used were: refusing to

believe ‘it’ happened, feelings that time would not make any difference, realiz-

ing that one did not have any control, thinking that the outcome would be

determined by fate, avoiding being with others and making oneself feel better

by drinking, eating and smoking. Thus, distractive strategies seem to be related

to lower distress, whereas passive escape mechanisms seem to decrease psycho-

logical well-being.

In the light of the above, the question arises whether the concept of denial

used in our study is one of these distractive strategies, namely creating a posi-

tive outlook. Our basic assumption was to use a broad denial concept rather

than one which defined denial as an adaptive mechanism from the outset.

Looking at the items of the Patient Assessment Scale of the DCI, the rating was

based on (rejection of) information provided, (not) thinking and speaking

about the illness, making (un)realistic plans for the future, (unrealistic) treat-

ment expectations and (rejecting) the impact of the illness in daily life. These

items seem to cover distractive strategies as well as passive escape mechanisms.

To find out more about the relation between denial and outlook on life it

would be interesting to investigate the relationship of denial with individual

items, as well as to compare the PAS with instruments measuring optimism

and demoralization in further research.

GENDER DIFFERENCES

The current study shows that male lung cancer patients consistently deny more

than female patients. Moreover, the protective effect of denial on patient-rated

social and emotional outcomes is stronger for males than for females. The
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effects of denial remain significant after correction for gender as a possible con-

founder. These gender differences in denial and its effects can be explained by

results and theories from previous studies.24,25 Traditionally, men are found to

be more focussed on work-related issues and women on family and health-

related matters. This may explain why men are less attentive to health problems

and, thus, move into denial more easily. Moreover, the masculine view that

being ill is a sign of weakness, paves the way for their denial.26,27 Women with

lung cancer report concerns regarding psychosocial issues, illness-related symp-

toms, the future and their family significantly more frequently than men,28

which makes them vulnerable to developing anxiety and/or depression. Sarna29

suggests that the quality of life and demands of illness experienced by women

with lung cancer may be different than those experienced by men because of

competing household, childcare and other role-related demands. While this

may be true, men can have work-related worries and responsibilities as the

breadwinner for their family. Thus, in our opinion the different demands

facing men and women cannot fully explain the differences in quality of life or

mood. We believe that women are less able to protect themselves against wor-

ries and negative feelings through denial than men.

The phenomenon of denial is complex and covers emotional, cognitive and

behavioural responses to shocking events. Historically, coping and defence

mechanisms are considered to be based on social and psychological learning

effects and cultural influences.30,31 Recent studies in the field of psychoneur-

oendocrinology focus on sex differences in stress responses and social beha-

viour.32,33 The hypothalamic-pituitary-adrenal axis (HPA) and gonadal steroids

and differences in brain structure play a role in psychological reactions and

social behaviour. The question whether a neurobiological substrate is responsi-

ble for the differences in the use of denial between men and women is challen-

ging and requires further research.

CLINICAL IMPLICATIONS

The current investigation is primarily a descriptive study. Yet, based on the

findings some considerations for clinical practice can be discussed.

Firstly, since a certain level of denial seems to be beneficial for lung cancer

patients, doctors should take into account the protective role of denial for their

patients. This does not discharge clinicians from their duty to inform patients

about diagnosis, treatment and prognosis. The process of providing informa-

tion has to be guided by the patient’s verbal and non-verbal responses, to pre-

vent reinforcement of denial strategies.34,35 It would be helpful if the doctor

were to explicitly mention that they understand the patient’s denial and their

need to control the underlying fears and worries. To diminish the tension

caused by the bad news, the doctor can ask the patient how much information

they want and feel they can handle. In this way, doctor and patient create a
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close collaboration to help the patient cope with the bad news and the difficult

facts and feelings related to the illness.

Secondly, the moderately and increasingly denying patients in our present

study were less likely to report that the illness or medical treatment interfered

with family life and social activities. The question arises whether the family

members agree with the patient’s opinion. It is conceivable that family and

friends want to share feelings and concerns with the patient about the impact

of the illness and maybe prepare for the care the patient will need when the ill-

ness gets worse. Such communication can be hampered by the patient’s

denial.36 Thus, the benefit of denial for the patient may have an adverse effect

on their relatives. On the other hand, relatives can also be in denial and may

join the patient’s disavowal of the threatening facts and feelings. This ‘conspi-

racy of silence’ is a well-known phenomenon, originally described by Glaser

and Strauss37 in dying patients. When exploring the context of potential

patient denial, clinicians should pay attention to the role of family members

and, if necessary, support them in their coping process with the patient’s illness

and denial.

Thirdly, our study shows clearly that a certain level of denial is a common

phenomenon in lung cancer patients. The question is, what about doctors?

Cousins6, who makes a plea for the introduction of the concept of ‘healthy

denial’, states: “In a sense, the physician who treats a terminally ill patient is

himself practicing a form of denial”. Indeed, Lamont and Christakis38 showed

that physicians communicate more optimistic survival estimates than they for-

mulate, and that the latter are even more optimistic than patients’ actual survi-

val. It is conceivable that clinicians have to protect themselves against the

tragedies of their patients. Being too empathetic can interfere with acting pro-

fessionally or with their own coping ability. But the opposite behaviour, for

example being too aloof, can hamper a doctor-patient relationship based on

trust. As a compromise doctors can collude with the patient’s denial. The et

al39 describe collusion in false hope about recovery: “The doctor did and did

not want to pronounce a ‘death sentence’ and the patient did and did not

want to hear it”. This paper elicited different letters to the editor. In two letters

“not knowing” and “false hope” were mentioned as helpful coping strategies to

allow patients to lead their lives as fully as possible.40,41 The two other letters

supported the advice of the authors to break such a cycle of collusion.42,43 In

our opinion management of denial in cancer patients primarily needs a

respectful attitude with regard to the protective effect of the denial. Clinicians

should be aware of their own role in the communication with the denying

patient. If important medical decisions cannot be made because of the denial,

the clinician needs tools to find a middle road between confrontation and sup-

port. Careful exploration of the denial, its context, impact and function can

help the clinician tailor the provision of information.

To summarize, this study convincingly shows that denial in lung cancer

patients is an important phenomenon that deserves attention in clinical prac-
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tice. In our era of self-disclosure and nearly boundless openness, we have to

realize that some patients need protection against unbearable facts and feelings.

A certain level of denial can offer this protection and improve physical, social

and emotional outcomes. Clinicians can support these patients by respecting

their denial.
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