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Chapter 4

The Denial of Cancer Interview: development and first assessment of
psychometric properties in lung cancer patients

Martina S. Vos, Hein Putter, Amber Leurs, Harry G.M. Rooijmans,
Hanneke C.J.M. de Haes, Hans C. van Houwelingen

Patient Education and Counseling 2007; 67: 224-234



SUMMARY

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 patients’ recount of their ill-

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

story. This paper describes the development and first psychometric analyses 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 inter-

view 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 assessment (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 overall and the Patient’s

Assessment scale, and satisfactory for the clinical impression items. Content

validity was supported by clinical observation, in depth open interviewing and

expert opinion.

The DCI proved to be a feasible and reliable instrument for measuring

denial in lung cancer patients. Further testing in other oncology settings will

provide insight in wider applicability

50 The Denial of Cancer Interview



INTRODUCTION

Denial in cancer patients has long been a topic of discussion. There is general

agreement on the clinical relevance of the concept of denial as reflected in the

numerous publications on the subject. On the one hand, denial may protect a

cancer patient against overwhelming feelings of anxiety and despair. If so,

denial can be seen as an adaptive coping strategy. The disadvantage of denial,

however, may be that communication problems between the patient and family

members or caregivers result when those prefer to talk about the illness and its

consequences. For instance, physicians may face difficulties when speaking with

the denying cancer patient about the planning of treatment. Denial can cause

misunderstandings between doctor and patient, e.g. about the seriousness of

the illness and the prognosis. Some authors1 have even suggested that ‘mala-

daptive denial of physical illness’ should be included as a new diagnosis in the

DSM IV. Therefore, it is important to gain further insight in the phenomenon

of denial and better understand the mechanism behind denial in cancer

patients.

However, an investigator intending to assess denial in cancer patients is con-

fronted with the multiple interpretations of the concept.2,3 Over the years the

concept of denial has been defined based on different theoretical, clinical and

practical assumptions.4 In their review of the assessment of denial in cancer

Moyer and Levine5 conclude that ‘the theoretical and operational definitions

that have described denial reveal a lack of consensus as to whether denial is

unconscious versus conscious, a trait versus a state, indicative of psychological

disturbance versus a normal response to serious illness, or a broad versus a

narrow concept’. In the defensive functioning scale of the DSM-IV denial is

defined within the disavowal level, meaning that the unpleasant or unaccepta-

ble stressors are kept out of awareness: ‘The individual deals with emotional

conflict or internal or external stressors by refusing to acknowledge some pain-

ful aspects of external reality or subjective experience that would be apparent

to others’.6 The initial definition of Weissman and Hackett contains the multi-

formity of the concept of denial in a pragmatic and comprehensive way.7,8

They describe denial as covering different elements ’the conscious or uncon-

scious repudiation of part or all of the total available meaning of an event to

allay fear, anxiety or other unpleasant affects’. Moyer and Levine5 present a

review of instruments to measure denial in oncology. These include interviews,

clinical ratings, self-report instruments, behavioural measures and indirect

assessments. The authors underline that interviews, clinical ratings, behavioural

measures and indirect measures tend to rely on what individuals do not admit

or do not do. On the other hand, self-report checklists rely on and accept at

face value what individuals are aware of or are willing to acknowledge them-

selves. In other words, if wanting to measure denial in a comprehensive man-

ner, as suggested for example in the definition mentioned above, observation

and interpretation are needed.
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We chose to follow up on the definition of Weissman and Hackett but found

no suitable instrument. The Hackett and Cassem Denial Scale,7,9,10 based on

this definition focuses specifically on hospitalised patients with coronary heart

disease. A myocardial infarction is an acute event, in contrast to cancer which

tends to develop slowly. Furthermore, the prognosis of some cancer types such

as lung cancer is worse than that of a myocardial infarction and cancer treat-

ment is likely to be more physically and emotionally invasive. The same objec-

tions rise when considering the Levine Denial of Illness Scale,11 and the Havik

and Mæland Questionnaire12,13 for assessing denial in oncology patients. Also,

several of the instruments available to measure denial in cancer patients are

either based on a limited concept of denial,14,15 or non-validated16-18 or

employ a single-item measure only.19 Finally, some measurement instruments

are based on coping questionnaires in which one or more denial or avoidance

subscales are incorporated, such as the Ways of Coping Inventory,20,21 the

Ways of Coping – Cancer version with the subscales distraction, cognitive and

behavioural escape-avoidance,22 and the COPE23 with the denial and self-dis-

traction subscales. These instruments are self-report scales, in which denial is

one aspect of a coping repertoire. As mentioned above, self-report checklists

tend to accept at face value what individuals are aware of or are willing to

acknowledge.5 Since by definition there are two sides to denial, namely the per-

ception of the denier on the one hand and the external reality apparent to

others on the other, the limitations of self-report checklists in assessing denial

are evident.

We have assessed denial in lung cancer patients. It seems likely that lung

cancer patients have more reasons to deny than other cancer patients because:

a) patients may be aware of the role of their smoking behaviour in the develop-

ment of the disease; Silberfarb et al.24 indeed suggested that lung cancer

patients might deny more because of the self-induced character of the illness;

b) lung cancer patients often suffer from dyspnoea, which severely limits func-

tioning and may be extremely burdensome and frightening25,26 and, c) the 5-

year survival rate is relatively low, implying that lung cancer patients have lim-

ited time to adapt to the impact of their illness. Whether the level of denial is

influenced by these differences is unknown.

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 following the comprehensive

definition given by Weisman and Hackett7,8,10 In the DCI, the patients’

recounts of their illness situation as well as the expert’s clinical impression

thereof are addressed. The aim of this paper is to describe the development

and the first psychometric analyses of the instrument.
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PATIENTS AND METHODS

Instrument development y

To develop the instrument patient questions were generated by clinical obser-

vation in lung cancer consultations as well as 10 open interviews with lung

cancer patients. The questions were formulated indicating, at face, the patient’s

denial of facts, feelings or impact of their illness.

Content validity is ensured by representing in the instrument the elements

covered in the definition of the concept to be measured.27 It was established by

asking the experts’ opinion of eight psychiatrists actively involved in oncology

to judge the content and the formulation of the items. As stated by Rubinowitz

and Peirson28 denial most often is diagnosed based upon findings of a clinical

examination and none of the assessment methods is foolproof. Due to the lack

of a gold standard we asked thus the expertise of clinical professionals to estab-

lish the content validity of our instrument. The agreement of these psychiatrists

about the items’ relevance for denial was 78% and 86% concerning the word-

ing of the items. Based on these judgements, nine specific items were selected

for the first pilot study.

Since, by definition, denial involves a difference between reality and the

patient’s perception of reality, a third party’s assessment of the patient’s views

and feelings relative to the real situation is needed when rating denial.

Therefore, a question covering the interviewer’s clinical impression of the type

as well as the overall level of denial was involved in the instrument.

The revised list comprising nine specific items to be answered by the patient

and two clinical impression expert ratings was tested in three pilot studies with

9, 16 and 14 lung cancer patients, respectively. The feasibility of the instrument

proved to be good. The participants did not show any difficulty in answering

the questions. In fact, several participants expressed their appreciation of hav-

ing the possibility to speak extensively about their illness experience. Based on

these pilot studies, the nine specific items were adapted if they showed poorer

differentiation, lower correlation with the other items or lower inter-rater

agreement.

The final composite of items, the Denial of Cancer Interview (DCI), includ-

ing the questions to be answered by the patient and the interviewer judgement

items, is presented in appendix A.

Reliability study

The reliability study was part of a larger study investigating the effect of denial

on quality of life in lung cancer.

y Data not extensively described. Complete dataset available on request
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Design and procedures
Consecutive lung cancer patients were recruited from two pulmonary disease

out-patient clinics in The Hague, the Netherlands. Inclusion criteria were: 1)

newly-diagnosed primary lung cancer, irrespective of histological type, stage or

treatment, 2) age > 18 years, 3) knowledge of the Dutch language and 4) writ-

ten informed consent. The exclusion criterion was the presence of a serious

cognitive disorder.

In the Netherlands doctors are legally obliged to inform their patients about

the diagnosis. Still, to further ensure adequate information giving, the chest

physicians agreed to explicitly mention the words “cancer” or “malignant

tumour” when breaking the bad news. The chest physician or the oncology

nurse invited the patient to participate in the study. If the patient consented,

the research assistant made an appointment for the interview and sent written

information. The patient was asked to sign the informed consent form before

the first interview took place.

Four interviews were planned with each patient: within 8 weeks after diag-

nosis (T1) and at 8, 16, and 32 weeks after the first interview (T2-T4). Three

interviewers were involved: the primary investigator (MV, psychiatrist, 98 inter-

views), a research psychologist (AL, 75 interviews), and a psychosocial therapist

(CvdW, 22 interviews).

The instrument: The Denial of Cancer Interview
As described, the DCI is a semi-structured interview consisting of three parts

(see Appendix A). The nine specific items to be answered by the patient cover

knowledge of diagnosis and prognosis, talking to others, expectations about

the effect of treatments, and facts and feelings about the impact of the illness.

These items form the ‘patient assessment scale’ (PAS). The interviewer scored

the answers on three point scales. Sometimes the answers turned out to be

unclear at hindsight, explaining the presence of some missing data. Missing

data of at most 3 items are imputed by replacing them with the average of the

non-missing items. The PAS is scored as the sum-score of these nine items and

transformed into a six-point scale (1-6) to make it comparable to the scores of

the interviewers’ clinical impression of the patient’s type (CIT) and clinical

impression of the overall level of denial (CIL). The interviewer’s clinical impres-

sion of type of denial (CIT) has 6 ordered categories scored as 1-6, running

from ‘No denial’ to ‘Unconscious denial’. The interviewer’s clinical impression

of the level of denial (CIL) ranges from 1 (= no denial) to 7 (= maximum

denial). The three scales are combined to provide the overall DCI score by

summing the scores of the three separate scales, resulting in a final scale run-

ning from 3-19.

Analysis
The semi-structured interviews were recorded on videotape or audiotape, in

case of refusal of the patient to be filmed. During a training phase, the first 44

interviews were rated by all three interviewers and the ratings were compared
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and discussed regularly. Consensus guidelines were established regarding the

interpretation of patient answers. The scores gathered during this training

phase are included in the assessment of consistency and frequency distribu-

tions, but have not been used to establish inter-rater reliability.

Simple descriptive statistics are given of all items and (derived) scales.

The structure of the instrument was assessed using the scoring of the inter-

viewer. The consistency of the patient’s assessment scale was evaluated 1) by

using exploratory factor analysis, 2) by computing Cronbach’s � and inspecting

the correlation between each item and the sum of the remaining items and 3)

by visually checking the ordinal relation between each individual item and the

other items. The consistency of the total DCI scale was checked by computing

the correlations between the three subscales and by computing Cronbach’s �.
The interrater reliability was determined by comparing the scores of the

actual interviewer and the control scores of one of the other interviewers.

Cohen’s kappa was used for the individual items of the PAS and correlations

between interviewer and non-interviewer for the DCI and its three compo-

nents: PAS, CIT and CIL.

RESULTS

Patient characteristics and interviews

Of 244 eligible patients 195 (response = 80%) were interviewed. The interviews

lasted 30- 45 minutes. Patient characteristics of these 195 patients are given in

Table 1. They did not differ significantly from the 49 patients that refused

(data not shown). The numbers of participants at T2 – T4 were 151, 114 and

79, respectively. The overriding reasons for drop-out were death or being too

ill.

Table 1 Patient Characteristics (N=195)

Characteristic

Gender Male 115 (59%)

Age Mean (SD) 65.5 (11.6)

Type of tumour NSCLC 139 (75%)

SCLC

Other

35 (19%)

12 (6%)

Unknown 9

Performance Status 0 58 (30%)

(Zubrod Index) I 96 (50%)

II 26 (13%)

III/IV 14 (7%)

Unknown 2

Of the 195 interviews at T1, 44 were rated and discussed by the three inter-

viewers. Of the remaining interviews (n=151) 111 (74%) were rated indepen-
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Figure 1 a. Frequency distribution of the sum score for the 159 patients without missing items.

b. Frequency distribution, for all 195 patients, of the categorized sum score (Patient’s

Assessment Scale); dark shading represents the 159 patients without missing items,

light shading represents the 36 remaining categorized sum scores obtained by

imputing missing items.
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dently by another interviewer. In the remaining 40 cases recordings had failed

because of patient refusal, equipment failure, and errors such as forgetting to

push the recording button.

Frequency distribution

The results in this subsection concern all 195 interviews at T1 scored by the

interviewer, unless indicated otherwise.

The frequency distribution, number of missing data, mean and standard

deviation of the nine items of the PAS are given in Table 2.

One or more items could not be scored in the interviews of 36 patients. Bar

charts of the sum score of the other first interviews (n=159) are given in

Figure 1a. None of the patients had more than 3 missing items. Figure 1b

shows the bar chart of the categorized PAS after imputation of the missing

values.

Table 2 Descriptive statistics (n=195) for the nine items of the Patient’s Assessment scale

(PAS); frequency (percentage) of 0, 1, and 2 scores.

Item Frequency (percentage) Number
missing

Mean SD

0 1 2

1 179 (92%) 15 (8%) 0 (0%) 1 0.08 0.27
2 163 (84%) 19 (10%) 11 (6%) 2 0.21 0.53
3 58 (30%) 111 (57%) 26 (13%) 0 0.84 0.64
4 23 (12%) 44 (23%) 128 (66%) 0 1.54 0.70
5 131 (67%) 54 (28%) 10 (5%) 0 0.38 0.58
6 145 (78%) 246 (13%) 16 (9%) 10 0.30 0.62
7 124 (72%) 23 (13%) 25 (15%) 23 0.42 0.73
8 86 (44%) 59 (30%) 50 (26%) 0 0.82 0.82
9 70 (37%) 25 (13%) 95 (50%) 5 1.13 0.92

The frequency distributions of the CIT and the CIL as well as the total DCI

score are given in Figure 2.

Descriptive statistics of the three elements of the DCI are given in Table 3.

Table 3 Descriptive statistics of all DCI scales (n=195)

Scale Mean SD

Patient Assessment Scale (PAS) 5.79 3.00
Categorized PAS 2.75 1.19
Clinical Impression of Type of Denial (CIT) 1.86 1.24
Clinical Impression of Level of Denial (CIL) 1.96 1.01
DCI 6.57 3.01
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Internal consistency

The results in this subsection concern all 195 interviews at T1 scored by the

interviewer, unless indicated otherwise.

Patient Assessment Scale
A minimum condition for internal consistency is the ordinality of the relation

between the items and the sum score. This was checked by plotting the average

Figure 2 Frequency distributions of a. the clinical impression of type of denial (CIT), and b.

the level of denial (CIL), and c. the DCI (n=195)
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of the sum of the remaining items against the item values for each item sepa-

rately. These graphs (not shown) showed monotonic relations and confirmed

the conjectured ordinality.

Cronbach’s � for the PAS and item-rest correlations are shown in Table 4.

The correlations between each of the items and the rest are moderate. When

an item is deleted, the values for Cronbach’s � remain quite stable and do not

differ from the �-value for all items in the sum score. An explanatory factor

analysis (not shown) also showed that the correlations between the items are

not very high but that no clear subgroups of items could be distinguished. The

� = 0.58 at T1 justifies the inclusion of the subscale in the DCI.

Clinical impression of Type of Denial (CIT), Clinical Impression of Level of Denial
(CIL) and Denial of Cancer Interview (DCI)
Visual inspection (not shown) showed no violation of monotonicity in the

relation between CIT and CIL. Correlations of the elements and the final DCI

scale are shown in Table 5a and the reliability analysis in Table 5b. Reliability

for the DCI was good, with a Cronbach’s � value of 0.84 at T1. At T2-4

Cronbach’s � was 0.85 (n=151), 0.82 (n=114) and 0.83 (n=79), respectively,

indicating good consistency also at follow-up visits.

Table 5a Correlations of the subscales and DCI (n=195)

Type of denial
(CIT)

Level of denial
(CIL)

Patient’s
Assessment scale
(PAS)

DCI

CIT - - - -
CIL 0.76 - - -
PAS 0.57 0.61 - -
DCI 0.89 0.89 0.84 -

Table 4 Item-rest correlations and Cronbach’s � with item deleted for each of the items

in the PAS (n=195).

Item Item-rest correlation � with item deleted

1 0.18 0.57

2 0.33 0.53

3 0.37 0.52

4 0.22 0.56

5 0.14 0.58

6 0.45 0.50

7 0.25 0.55

8 0.21 0.57

9 0.33 0.53

Overall alpha was 0.58
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Table 5b Item-rest correlations and Cronbach’s � with element deleted for each of the

items in the DCI

Instrument element Correlation � with element deleted

CIT 0.73 0.75
CIL 0.78 0.73

PAS 0.63 0.85
Overall � = 0.84

Inter-rater reliability

The results of this subsection are based on 111 interviews at T1, scored both

by the interviewer and independently by another rater (non-interviewer).

PAS
The agreement between the interviewer and the other scorer for the PAS is

shown in table 6. The agreement is satisfactory, with the rater having little

effect on the rating.

Table 6 Agreement between interviewer and non-interviewer for the items in the PAS.

Ratings of the interviewer are in the rows, those of the non-interviewer in the col-

umns. Based on 111 interviews at T1 after the initial training phase

Item 1 (kappa=0.85) Item 2 (kappa=0.67) Item 3 (kappa=0.87)

0 1 2 0 1 2 0 1 2
0 12 1 0 0 96 2 0 0 29 2 0
1 1 16 0 1 3 4 0 1 2 60 2
2 0 2 78 2 0 2 3 2 0 2 14

Item 4 (kappa=0.92) Item 5 (kappa=0.93) Item 6 (kappa=0.65)
0 1 2 0 1 2 0 1 2

0 12 1 0 0 81 1 0 0 75 4 0
1 1 16 0 1 0 24 1 1 2 6 6
2 0 2 78 2 0 1 3 2 1 1 8

Item 7 (kappa=0.59) Item 8 (kappa=0.88) Item 9 (kappa=0.89)
0 1 2 0 1 2 0 1 2

0 57 10 2 0 36 1 0 0 43 0 0
1 3 10 1 1 3 33 2 1 1 8 1
2 2 2 11 2 1 2 32 2 2 3 50

DCI
The correlation between interviewer and non-interviewer for the subscales and

the total DCI are given in Table 7. Table 7 also compares the means between

interviewer and non-interviewer. As shown a relatively high inter-rater agree-

ment was found for the PAS. The correlation for CIT and CIL is slightly lower,

but remains satisfactory.
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Table 7 Means (SD) of scales and DCI for interviewer and non-interviewer, and correla-

tion between interviewer and non-interviewer. Based on 111 interviews at T1 after

the initial training phase.

Scale Mean (SD)

interviewer

Mean (SD)

non-interviewer

Correlation between

interviewer and

non-interviewer

CIT 1.87 (1.28) 1.95 (1.40) 0.61

CIL 1.96 (1.02) 2.17 (1.14) 0.68

PAS 2.76 (1.14) 2.79 (1.15) 0.89

DCI 6.52 (2.91) 6.84 (3.10) 0.81

CONCLUSIONS AND DISCUSSION

Conceptual approach

Although denial is generally accepted to be a relevant clinical concept, its mea-

surement is fraught with difficulties. Still, if the effects and/or background of

denial are to be studied, a reliable instrument is needed. By its very nature,

patient’s own report is unable to catch the elements of denial that a patient

prefers not to acknowledge. We therefore developed an instrument, the Denial

of Cancer Interview, DCI, combining patient assessment with the interviewer’s

clinical impression. The DCI is based on the definition of denial of Weisman

and Hackett10 ‘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 such comprehensive definition is, that it prevents

insolvable discussions concerning the boundaries of the concept of denial. As

by definition a denier does not perceive something that others do perceive, a

combination of the patient’s judgements with an external observation is neces-

sary. Therefore, in the first place, the DCI includes semi-structured items cov-

ering patient reports of information, the impact of the illness on daily life or

the future and treatment expectations on the one hand. On the other hand, the

expert’s opinion on the type and level of denial displayed by the patient is

asked for.

The development of the DCI was carried out in three phases: a preliminary

stage to formulate the items and to find a first basis for (content-) validity, a

triple-pilot phase to investigate and improve the feasibility and reliability of the

instrument, and finally the testing of the reliability in a large lung cancer

patient sample. The instrument turned out to be acceptable to patients, have

adequate content validity and showed to be reliable over time.

Feasibility

Patients did not have any problem answering the DCI questions, nor did they

object to their answers being recorded. The interviewers made the conditions

as comfortable as possible for the patients, e.g., by interviewing them at home
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or during chemotherapy in the hospital, depending on their preferences.

Although this mode of assessment was fairly time-consuming for the inter-

viewer, it avoided the dropout of patients who may have been only moderately

motivated. As the interview largely covers the patients’ illness experience, the

interview may also be regarded as a general introduction to establishing a

counselling relationship if necessary.

Reliability

The reliability of the DCI was tested by measuring the internal consistency and

the inter-rater reliability.

All nine specific items contributed more or less equally to the Patient’s

Assessment Scale (PAS). The final DCI, consisting of three subscales [PAS,

Clinical Impression of Type and Clinical Impression of Level of Denial (CIT &

CIL respectively)], shows good internal consistency at the four measurement

points (T1-T4: � = 0.84, 0.85, 0.82, and 0.83 respectively). The PAS has a

slightly lower correlation with the total score than the two other subscales (see

table 5a). Nevertheless, we believe it is an essential element of the final scale

since it elucidates the patient’s perspective which is required for the clinical

impression to be scored by the interviewer in the two other scales. The inter-

rater reliability of the subscales and the total scale was found to range from

good (PAS) to reasonable (CIT and CIL). Overall, these results show the DCI

to be a reliable instrument for measuring denial in lung cancer patients.

In fact, The DCI was tested based on assessments carried out shortly after

diagnosis and 8, 16 and 32 weeks later. Given that selective non-response may

occur over time, internal consistencies might have been different for different

measurement points. However, in our study the Cronbach’s � remained very

good over time.

Content validity

The content validity of the DCI was established in the early phases of its devel-

opment: first, by clinical observation and patient interviews, secondly, by invit-

ing the expert opinion of psychiatrists working in oncology. While doing the

interviews with 195 lung cancer patients over time, the interviewers trained

have indeed been able to establish a level of denial in these patients.

It is interesting to note that the type and level of denial turned out to be

highly related. The scale addressing the type of denial (see appendix) covers

displaying ‘No denial, Conscious denial of illness, Denial of affect, Denial of

impact, Denial of impact and affect, Unconscious denial’. In other words, this

typology represents an order which also seems to indicate an increasing level

of denial. This may obviously be due to the interviewers bias but also seems to

be clinically understandable.
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Limitations of the study

Even though we developed a feasible and reliable instrument to measure denial

in lung cancer patients, some study limitations should be mentioned. First, we

were unable to ultimately validate the instrument due to the lack of a gold

standard for the measurement of denial. As stated by Rabinowitz and Peirson29

denial most often is diagnosed based upon the findings of a clinical examina-

tion and none of the assessments methods is foolproof. Our only reference

available was the judgement of relevance of the specific items by the psychia-

trists working actively with cancer patients.

Second, given the necessity to select the sample in a clinical situation, it is

obviously impossible to interview patients who are unwilling to visit their doc-

tor because they ultimately deny having cancer. This may have caused under

representation of severe denial in the eventual patient sample and, as a conse-

quence, some bias in the results.

Further research

The DCI was tested in a sample of lung cancer patients. Compared with other

types of cancer, lung cancer is associated with special features: a) the awareness

of patients of their own role in the development of the disease; b) patients suf-

fer from increasing dyspnoea, and are therefore likely to be severely limited in

their functioning,25,26 and c) the prognosis is poor.30 Whether these differences

will influence the nature and prevalence of denial and the reliability of the DCI

when used in other cancer patient groups requires further investigation. When

the individual items are examined, it seems plausible that they would be

applicable to other cancer patients (see appendix). Item 9, however, which

focuses on treatment expectation, is based on the assumption of a poor prog-

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

motherapy or radiotherapy who answer that they expect ‘complete recovery’

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 complete recovery. Item 9 may therefore not be applicable in can-

cer patients with a good prognosis, although this remains to be proven.

The DCI was tested in a sample of patients just after been diagnosed. Patient

delay is likely to be more prevalent in those patients showing significant denial.

Ideally, therefore, one would like to study patients prospectively, from the

moment they first present with symptoms at the doctor’s office, for example in

general practice.

The ultimate aim of developing the DCI was to meet the need for a reliable

instrument to measure denial, so as to facilitate investigation of the impact of

denial on the quality of life in cancer patients. Whether the DCI is also suitable

in clinical research, i.e. case finding, also requires further investigation.
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Practice implications

The DCI can be used in future studies concerning denial in cancer patients.

Particularly, the influence of denial on quality of life in cancer patients has to

be investigated in more detail.

Besides, as Lazarus31 emphasizes: “denial is not a single act but a highly

diverse set of processes that respond to different external and internal condi-

tions” it is important to look at denial at different times in the course of the

illness. The results of such investigations will eventually provide insight in

denial and its background. They will then help us to adequately address denial

in patients and communicate with them.
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ADDENDUM A

DENIAL OF CANCER INTERVIEW (DCI)

Items in the semi-structured interview to support the clinical assessment of

denial.

DURING THE INTERVIEW: Items 1-9 are part op the PATIENT

ASSESSMENT SCALE.

Items a-f serve tot facilitate the interview and to support the clinical impres-

sion of the interviewer.

1.

What results did the pulmonologist give you with respect to the tests carried out?

Or: What did the pulmonologist tell you?

Score: a. accurate diagnosis : 0

b. euphemism : 1

c. not informed : 2

a.

What do these results mean for you? Note answer

2.

What have you told others about your illness?

Score a. correct diagnosis and treatment : 0

b. minimising situation : 1

c. nothing : 2

Note the expressions used by the patient to describe his/her illness.

b.

Who do you talk to about your illness?Note any answer that is given

3.

Are there times when you do not think about your illness?

Or: Some people think about their illness all day, and others do not; what about you?

Score a. continuously or large parts of day/night : 0

b. don’t think about it for large parts of the day : 1

c. rarely, hardly ever : 2

c.

Do you think about the cause of your illness? Note answer

4.

Are you able to concentrate on other things without thinking about your illness?

Score: a. no : 0

b. reasonably well : 1

c. well : 2
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5.

Do you want to know all the details about what is wrong with you?

Score: a. yes : 0

b. not exactly, just roughly : 1

c. no or only a little : 2

d.

Clarify the response by asking what ‘all the details’ or ‘not exactly’ means.

6.

What are your plans for the next few months?

Score: a. future expectation based on understanding of illness : 0

b. future expectation based on ‘minimising’

the illness as much as possible : 1

c. future expectation in which the illness has no place : 2

7.

Are you receiving treatment at present? If yes, which treatment?

score: a. no treatment

b. radiotherapy

c. chemotherapy

d. waiting for an operation

e. other (specify)

What do you expect from the effect of this treatment?

Score: a. realistic expectations : 0

b. more positive expectations than those based on

the facts, but not complete recovery : 1

c. complete recovery : 2

e.

How do those around you respond to your illness? Describe answer.

f.

And how would you describe your own response? Describe answer.

8.

Does your illness affect your daily life? Please explain.

Score: a. a lot : 0

b. moderately/somewhat : 1

c. scarcely/not at all : 2
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9.

Some people say that it is better to think about your illness as little as possible.

Do you agree?

Score a. no : 0

b. somewhat/more or less : 1

c. yes : 2

The sumscore is the sum of the scores 1-9. (Missing items are replaced by the

mean score of the non-missing items, with a maxiumum of three missing items.

Alternatively, the sumscore is 9 times the mean of the non-missing items.) The

resulting score is transformed into a 6 point scale according to the following

table.

Sumscore (sum) Patient’s
assessment
scale

0 � sum � 2.5 1
2.5 < sum � 5 2
5 < sum � 7.5 3
7.5 < sum � 10 4
10 < sum � 12.5 5
Sum > 12.5 6

AFTER THE INTERVIEW: to be assessed by the interviewer

Clinical impression of TYPE OF DENIAL:

1. No denial
2. Conscious denial of illness
3. Denial of affect
4. Denial of impact
5. Denial of impact and affect
6. Unconscious denial

Clinicial impression of overall LEVEL OF DENIAL on a scale of 1-7

(1 = no denial, 7 = maximum denial)
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ADDENDUM B

PREVALENCES OF THE ITEMS OF THE PATIENT ASSESSMENT SCALE OF THE
DENIAL OF CANCER INTERVIEW (DCI)

1. What results did the pulmonologist give you with respect to the tests car-
ried out?
Or: What did the pulmonologist tell you?

T1
n (%)

T2
n (%)

T3
n (%)

T4
n (%)

a. accurate diagnosis 0 179 (93.2) 128 (88.3) 97 (89.0) 61 (83.6)
b. euphemism 1 15 (7.7) 16 (11.0) 12 (11.0) 11 (15.1)
c. not informed 2 – 1 (0.7) – 1 (1.4)

2. What have you told others about your illness?

a. correct diagnosis and treatment 0 163 (84.5) 122 (80.8) 85 (74.6) 54 (70.1)
b. minimising situation 1 29 (9.8) 17 (11.3) 16 (14.0) 14 (18.2)
c. nothing 2 11 (5.7) 12 (7.9) 13 (11.4) 9 (11.7)

3. Are there times when you do not think about your illness? Or: Some
people think about their illness all day, and others do not; what about
you?

a. continuously or large parts
of day/night

0 58 (29.7) 26 (17.2) 22 (19) 14 (17.5)

b. don’t think about it for large
parts of the day

1 111 (56.9) 80 (53) 54 (46.6) 39 (48.8)

c. rarely, hardly ever 2 26 (13.3.) 45 (29.8) 40 (34.5) 27 (33.8)

4. Are you able to concentrate on other things without thinking about your
illness?

a. no 0 23 (11.8) 12 (7.9) 9 (7.8) 5 (6.2)
b. reasonably well 1 44 (22.6) 27 (17.9) 29 (25) 11 (13.8)
c. well 2 128 (65.6) 112 ( 74.2) 78 (67.2) 64 (80)
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5. Do you want to know all the details about what is wrong with you?

T1
n (%)

T2
n (%)

T3
n (%)

T4
n (%)

a. yes 0 131 (67.2) 108 (73) 85 (74.6) 62 (77.5)
b. not exactly, just roughly 1 54 (27.7) 38 (25.7) 25 (21.9) 16 (20)
c. no or only a little 2 10 (5.1) 2 (1.4) 4 (3.5) 2 (2.5)

6. What are your plans for the next few months?

a. future expectation based on
understanding of illness

0 145 (78.4) 101 (69.7) 62 (56.9) 54 (71.1)

b. future expectation based on
‘minimising’ the illness as much
as possible

1 24 (13) 26 ( 17.9) 28 (25.7) 7 (9,2)

c. future expectation in which the
illness has no place

2 16 (8.6) 18 (12.4) 19 (17.4) 15 (19.7)

7. Are you receiving treatment at present? If yes, which treatment? a. no
treatment. b. radiotherapy c. chemotherapy d. waiting for an operation
e. other (specify).
What do you expect from the effect of this treatment?

a. realistic expectations 0 124 (72.1) 91 (65.5) 65 (66.7) 51 (73.9)
b. more positive expectations

than those based on the facts,
but not complete recovery

1 23 (13.4) 27 (19.4) 15 (14.7) 5 (7.2)

c. complete recovery 2 25 (14.5) 21 (15.1) 19 (15.1) 13 (18.8)

8. Does your illness affect your daily life? Please explain.

a. a lot 0 86 (44.1) 68 (45.0) 34 (29.3) 24 (30.0)
b. moderate / somewhat 1 59 (30.3) 52 (34.4) 47 (40.5) 33 (41.2)
c. scarcely / not at all 2 50 (25.6) 31 (20.5) 35 (30.2) 23 (28.8)

9. Some people say that it is better to think about your illness as little as
possible.

a. no 0 70 (36.8) 46 (30.5) 33 (29.2) 24 (30.8)
b. somewhat / more or less 1 25 (13.2) 23 (15.2) 20 (17.7) 13 (16.7)
c. yes 2 95 (50.0) 82 (54.3) 60 (53.1) 41 (52.6)
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