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INTRODUCTION

We live in an era of communication. Speaking about one’s actions, opinions,

and feelings has become a daily standard for many people. This is reflected in

the rapid expansion of internet, the mobile phone and considerable number of

talk shows, for example.

Communication has also become an important issue in modern healthcare.

Doctor-patient communication is one of the competencies in which medical

trainees have to qualify.1,2 By law doctors have to inform their patients about

diagnosis, treatment options and prognosis. Most cancer patients appreciate

such disclosure and want to be fully informed.3

The question arises whether this provision of information improves patient

outcomes. In a recent paper, 90% of the investigated lung cancer patients cor-

rectly recalled their physician’s information about the diagnosis, but only 49%

was able to recall the information regarding the goal of treatment, even when

this goal was curative. Patient satisfaction was higher with information about

diagnosis and treatment procedures than with information concerning the

treatment goal (�73% vs. �41%, respectively).4

Could it be possible that some patients do not want to be fully informed?

Lagarde et al.5 found that following esophagectomy, 30% of patients did not

want their physician to initiate the discussion about prognosis. Information

preferences declined as information became more specific and more negative.

After the information has been given, can patients still deny what they have

been told about diagnosis, treatment and prognosis? And if they do so, how

many patients cope through denial? Does denial change over time and do these

patients feel and function better or worse as time goes by? These questions are

at the centre of this thesis and will be addressed in the different chapters.

Denial

“Denial is, and always has been, a fuzzy and complex concept which has

acquired many meanings and connotations, depending upon the context in

which it has been invoked as an explanation. In trying to propose an all-pur-

pose definition, one is immediately confronted with a multiplicity of theoreti-

cal issues that relate to the underlying processes”.

This characterization of denial by Goldberger6 refers to the comprehensive-

ness of the concept of denial. For the purpose of our study, the context was

limited to cancer patients, and we could fall back on the term ‘denial of illness’,

which has been well-known in the literature since 1953.7 In 1998 Muskin et al.8

even proposed to define “Maladaptive Denial of Physical Illness” as a new diag-

nosis in the DSM IV. In reaction to this suggestion, Appelbaum9 argued that

denial is a ubiquitous phenomenon that is usually beyond the range of psy-

chiatry. Whether denial in cancer patients is a normal phenomenon or a sign

of psychopathology will be discussed in this thesis.
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To do justice to the different ways in which cancer patients try to escape

from the burden of the facts and feelings related to their illness, an encompass-

ing concept of denial, such that the different underlying processes of denial

could be classified, was needed. The definition according to Hackett and

Cassem10,11 met these requirements: “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 is that it covers

related denial-like mechanisms such as avoidance, disavowal, suppression, self-

distraction, etc. In addition, this definition covers conscious as well as uncon-

scious denial, making it highly suitable for our purposes since the measure-

ment of unconscious processes is a disputable matter.12,13,14

Lazarus15 emphasises that denial is a process, saying that “we are dealing

with flux” and that “denial is not a single act but a highly diverse set of pro-

cesses that respond to different external and internal conditions”. Denial can

change in one person over shorter or longer times and in different contexts,

and the level of denial can move on a continuum from no denial to extreme

denial. This challenges any investigator wanting to assess denial. The evolution

of denial over time and the possible changing level of denial are discussed in

this thesis.

Lung cancer

Lung cancer is the second most common cancer and accounts for the most

cancer-related deaths in both men and women worldwide. Since 1987, more

women have died each year from lung cancer than from breast cancer. Death

rates among men decreased by 1.3% per year between 1994 and 2004. Female

lung cancer death rates are approaching a plateau after continuously increasing

for several decades.16 The 1-year relative survival for lung cancer has increased

slightly from 35% during 1975-1979 to 41% during 2000-2003, largely due to

improvements in surgical techniques and combined therapies. However, the 5-

year survival rate for all stages combined is only 15%. The survival rate is 29%

for cases detected when the disease is still localized, but only 16% of lung can-

cers are diagnosed at this early stage.

This well-known poor prognosis possibly explains the shock that accompa-

nies the sudden change in life perspective for most men and women when lung

cancer is diagnosed. They become the ‘lung cancer patients’ in our hospitals.

They have to trust and build up relationships with strangers such as chest phy-

sicians, surgeons, radiotherapists and oncology nurses. Involuntarily, they have

to make major decisions about treatment options and adapt their daily agenda

because of hospital visits. How do they cope?

Our decision to investigate denial in lung cancer patients is based on a num-

ber of considerations. Firstly, psychosocial studies in lung cancer patients are

limited. Compared to breast cancer, for example, considerably less attention

has been paid to the psychosocial aspects of lung cancer. This might be due to

the poor prognosis and the taboo surrounding lung cancer due the patient’s
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own role as a smoker. To be able to support lung cancer patients during their

disease process we need greater insight into their ways of coping. Secondly, we

assumed that lung cancer patients might have more reason to deny than other

cancer patients because of 1) the poor prognosis which leaves them limited

time to adapt; 2) the dyspnoea, which limits functioning and may be frighten-

ing; and, possibly, 3) shame and stigma which may create the need to hide the

painful reality.

Research questions and study design

Based on the considerations concerning denial and lung cancer described

above, the objective of this study was to investigate:

1. the prevalence of denial in lung cancer patients
2. the influence of background characteristics on the prevalence of denial
3. the existence of recognizable patterns of denial in the course of the dis-

ease in this patient group
4. the relation between the observed patterns of denial and the quality of

life in lung cancer patients.
These items were analysed empirically using data collected from a group of 195

newly-diagnosed lung cancer patients over time.

The collected data of the patient group were used to test the psychometric

properties of the Denial of Cancer Interview (DCI) and to find answers to the

research questions.

Outline of the thesis

This thesis comprises eight chapters. The order of the chapters reflects the

chronology of the research project.

In the pilot phase of the study we interviewed a number of lung cancer

patients to explore their thoughts and feelings and to find out whether they

were willing to cooperate. Three of these patients are described in Chapter 2.

These case reports illustrate the patients we have in mind when describing the

phenomena of denial.

In Chapter 3 the research literature concerning denial in cancer patients is

reviewed. This explorative review represents the different concepts and the pre-

valence of denial in cancer patients. The relationship between denial and back-

ground characteristics and the influence of denial on quality of life is also

discussed.

In the absence of a well-accepted instrument, we have developed the Denial

of Cancer Interview (DCI) to investigate denial of illness in lung cancer

patients, with the intention of measuring denial according to the comprehen-

sive definition given by Weisman and Hackett. In the DCI, the patients’ reports

of their illness situation as well as the expert’s clinical impression are addressed.

In Chapter 4 the development and the first psychometric analyses of the
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instrument are described. The DCI is presented in Addendum A. The frequen-

cies of the items of the Patient Assessment Scale are given in Addendum B.

Based on the assessment of denial using the DCI, the mean level of denial of

lung cancer patients at four time points is described in Chapter 5. The impact

of sociodemographic characteristics and illness-related variables on denial are

also presented in this chapter.

Patterns of denial over time and how these relate to patient-rated physical

outcome is presented in Chapter 6. The effect of denial on patient-rated social

and emotional outcomes is described in Chapter 7.

Finally, a summary of the different chapters followed by a general discussion

is presented in Chapter 8.

In the Appendix, the statistical method of joint analysis of multiple longitu-

dinal outcomes as used in this study is described in detail.
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