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Abstract

Introduction
The aim of this study was to determine the preferences for content, style and format of 

prognostic information of patients after potentially curative esophagectomy for cancer and 

to explore predictors of these preferences. 

Patients and Methods
This multicenter study included a consecutive series of patients who underwent surgical 

resection for cancer in the past two years and who did not have evidence of cancer 

recurrence. A questionnaire was used to elicit patient preferences for the content, style 

and format of prognostic information. Sociodemographic characteristics, clinicopathological 

factors and quality of life (EORTC QLQ-30 and OES18) were explored as predictors for certain 

preferences.

Results
Of the 204 eligible patients, 176 patients (86%) returned the questionnaire. The majority of 

patients desired prognostic information. Information preferences declined when information 

became more specific and more negative. Married patients and higher educated patients 

were more likely to want all prognostic information. The majority of patients wanted their 

specialist to start the discussion about prognosis. However, a significant proportion of these 

patients wanted their specialist to first ask if they want to have prognostic information. 

97% of patients wanted a realistic and individualistic approach. Words and numbers were 

preferred over visual presentations. 

Conclusions
After potentially curative esophagectomy for cancer, the majority of patients wants detailed 

prognostic information and wants their specialist to begin the prognostic discussion. Patients 

prefer their doctor to be realistic; words and numbers are preferred over figures and graphs
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Introduction

Cancer of the esophagus is an aggressive disease. Even after potentially curative 

esophagectomy, the majority develops recurrences1-3 and 5-year survival rates rarely exceed 

30%4-7. Reliable estimation of prognosis is only possible with pathological findings which 

are only available after esophagectomy8. In future, individualized prognostication may 

be improved with use of e.g. nomograms9, artificial neural networks (ANNs)10 or genetic 

profiles11-14. However, it is not only a challenge to accurately estimate individual prognosis, 

but also to inform patients accordingly. In Western countries, cancer patients increasingly 

express a preference for more detailed information15. The majority of patients seek full 

information regarding their diagnosis, treatment options and side effects of treatment. Still, 

evidence for the preferences concerning disclosure of prognosis though, is limited to female 

breast cancer patients and cancer patients with metastatic disease15-20. However, in patients 

who underwent esophagectomy for cancer, often accompanied by substantial morbidity 

and impact on quality of life5,21-24, it may be difficult to discuss ‘poor’ prognosis with 

sensitivity and honesty. Moreover, there are no additional therapeutic treatment options 

for these patients. Information preferences after potentially curative treatment without 

adjuvant treatment options remain unknown17,25. Finally, it is not clear which patients prefer 

detailed or general information. Therefore, the aim of the present study was to determine 

the preferences of cancer patients who underwent potentially curative esophagectomy 

for content, style and format of prognostic information and to explore clinicopathological 

predictors of these preferences.  

Patients and Methods

Patients and study design 
The present study was performed in three high volume centers (Academic Medical Center 

in Amsterdam, Erasmus Medical Center in Rotterdam and University Medical Center in 

Groningen). These hospitals perform over 50% of all esophagectomies in the Netherlands26. 

The study was approved by the medical ethics committees of the three hospitals. The present 

consecutive series of patients underwent potentially curative esophagectomy for cancer, 

were discharged from the hospital and received general information about the malignant 

nature of their disease and disease status (depth of tumor penetration and the presence or 

absence of lymph node metastasis). Questionnaires were sent to the patients 1-24 months 

after surgery. When the patient did not return the questionnaire, he/she was contacted 

by telephone once. Patients who had developed recurrent disease during follow-up were 

excluded.
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Questionnaire
Survey Development: A written survey was used to elicit patient preferences for the 

content, style and format of disclosure of prognostic information. This survey was originally 

developed to assess preferences for prognostic information in patients with metastatic 

cancer in Australia and contains key items that were based on published literature, analysis 

of audiotapes and earlier quantitative studies in breast cancer19. Items regarding end-of-life 

issues were omitted because our patient sample did not have evidence of metastatic disease. 

The survey was translated into Dutch using standard forward-backward translation. Forward 

translation was performed independently by two Dutch native speakers (SL and ES). Two 

native English speakers who understand and speak Dutch and did not have knowledge about 

the content of this study carried out backward translation. The instrument was reviewed by 

a medical psychologist (JCJMdH) and a surgeon (JJBvL) and was subsequently piloted among 

8 patients. Minor revisions were made in response to reviewers̀  and pilot participants̀  

feedback.

Information preference
Desired prognostic information desired: Participants indicated their preferences for 

information from a list of 15 specific information items by ticking `yes̀ , `no preferencè  or 

`no .̀ This list includes six items regarding prognosis (general prognosis, average survival, 

individual chance for survival, 5-, 1-, and ½- year survival). For these six items a preference for 

prognostic information scale was developed (Cronbach s̀ α=0.89).

Preference for initiative of disclosing prognostic information? : Patients also indicated for 

each information item (regarding prognosis)  whether they would like the (1) ‘specialist to 

just tell me’; (2) ‘specialist to check first if I want to know’; (3) ‘specialist to tell me only if I 

ask’; (4) ‘finding out on own, e.g. ìnternet’ or (5) ‘not to discuss at all’. 

Information providing behavior: Thirty-one informational and supportive doctor-behaviors 

when discussing prognosis were listed. Patients rated their response on a 5-point Likert scale 

(agree completely to disagree completely).

Preferred format of survival statistics: To assess in which format patients prefer to be given 

prognostic information, participants were asked to read a short scenario of a patient who 

had recently undergone esophagectomy and received prognostic information. Six formats 

(words, percentage, fraction, 100-person diagram, pie chart, and survival graph) of the same 

prognostic information were presented. Participants indicated on a 5-point Likert scale how 

easy each format was to understand and how much they liked them. 

Predictor variables
Demographic details: Patients reported their age, highest educational level achieved, 

language spoken at home, parents’ country of birth and marital status (see Table 1).

Clinicopathological characteristics: Clinicopathological characteristics were permanently 

collected in prospective databases. The use of (neo-)adjuvant chemoradiation therapy, 

hospital stay, Intensive Care Unit (ICU) stay, tumor stage (according to TNM esophageal 
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staging system27) and grade of complications were analyzed. Complications were categorized 

according to the morbidity scale proposed by Dindo et al28. This classification system is based 

on the therapeutic consequences of the worst complication (see Table 1).

Quality of life: The assessment of quality of life (QoL) was based on a cancer-specific core 

questionnaire, the QLQ-C3029 (version 3.0), and an esophageal cancer-specific module 

QLQ-OES1830, both developed and validated within the EORTC. The QLQ-C30 includes five 

functional scales (physical, role, emotional, cognitive and social), one gobal QoL scale, three 

general symptom scales (fatigue, nausea and vomiting, and pain), and finally six single-item 

general symptom measures of problems (dyspnea, insomnia, appetite, constipation, diarrhea 

and financial difficulties). Each item has four response alternatives: 1) ‘not at all’, 2) ‘a little’, 

3) ‘quite a bit’ and 4) ‘very much’, except for the global QoL scale which ranges from; 1)’very 

poor’ to 7) ‘excellent’. The QLQ-OES1830 assesses symptoms specific to esophageal cancer 

and comprises four symptom scales (eating, reflux, esophageal pain, and dysphagia) and six 

single items (cough, dry mouth, taste, choking, speech and enjoyment). This questionnaire 

has the same four response alternatives as the core questionnaire. Cronbach s̀ alpha’s 

for each of the functioning and symptom scales are given in Table 2. QoL scores, derived 

from the questionnaires have been linearly transformed into a 0 to 100 scale according to 

the EORTC Scoring Manual31, where a high score in the functional and global QoL scales 

represents a higher level of function and better global QoL whereas a high symptom score 

represents more symptoms. 

Statistical methods and data analyses
Informational preferences were analyzed using descriptive statistics. Missing items from multi-

item scales were imputed. If at least half of the items from the scale were answered, missing 

values were assumed to have values equal to the average of those items. Missing values 

from single items were scored as missing and not imputed. Predictors of patient preferences 

were explored, using χ2, Mann-Whitney-U, T-test and logistic regression analyses. These 

predictors included demographic details; age, sex, education level, relationship status and 

clinicopathological parameters; type of cancer, treating hospital, neoadjuvant chemoradiation 

therapy, time since esophagectomy and type of operation, stage of disease according to the 

TNM esophageal staging system27, the presence and grade of complications, the hospital 

stay and ICU stay and QoL. Predictive factors that had a p-value less than 0.1 in univariate 

analysis were entered in multivariate binary logistic regressions. Results of multivariate 

analyses were given as odd ratios with 95% confidence intervals. All data analyses were 

performed by using SPSS® version 12.0 (Statistical Package for the Social Sciences, Chicago, 

IL, USA).
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Table 1: Demographics and clinicopathological parameters of the 176 included patients

parameter N (%)

age (median, range) 63 (30-80)

gender

- male 145 (82%)

- female 31 (18%)

neoadjuvant therapy

- no 128 (73%)

- yes 48 (27%)

time since discharge [months] 11.30 (1-28)

hospital

- AMC (Amsterdam) 93 (53%)

- Erasmus MC (Rotterdam) 57 (32%)

- UMCG (Groningen) 26 (15%)

education level

- < 12 years 90 (51%)

- ≥ 12 years 86 (49%)

partner

- yes 154 (87%)

- no 22 (13%)

relationship status

- married 151 (86%)

- other 25 (14%)

ethnicity

- Dutch 173 (98%)

- other 3 (2%)

language spoken at home

- Dutch 167 (95%)

- other 9 (5%)

tumor type

- adeno carcinoma 131 (74%)

- squamous cell carcinoma 39 (22%)

- other 6 (3%)

stage

- stage I 33 (19%)

- stage IIa 52 (30%)

- stage IIb 16 (9%)

- stage III 58 (30%)

- stage IVa 17 (10%)

grading of complications

- grade 0 53 (30%)

- grade I 12 (7%)

- grade II 43 (24%)

- grade III 34 (19%)

- grade IV 34 (19%)

hospital stay (median days, range) 16 (8-113)

ICU stay (median days, range) 3 (0.5-63)

ICU = Intensive Care Unit

224



Results

Clinicopathological characteristics
A consecutive series of 204 eligible patients was invited to participate. 176 patients (86%) 

returned the questionnaire. Nineteen (10%) patients did not return the questionnaire and 9 

patients (4%) refused to participate. The group of 28 non-responders was not significantly 

different in age, gender, neoadjuvant chemoradiation therapy, hospital, type of tumor, tumor 

stage, time since discharge and the presence of complications. 

Of the 176 included patients, median age was 63 years (range 30-80). 82% was male. 

The mean time since esophagectomy was 12 months. The majority did not receive (neo-) 

adjuvant chemoradiation therapy and most patients had stage III disease. 70% suffered from 

at least one complication (Table 1).

Quality of life
The mean scores on all scales and items of the EORTC QoL 30 and EORTC QoL OES 18 are 

shown in Table 2. Of the functioning scales, ‘role functioning’ had the lowest score (73). 

The mean score of the global health QoL scale was also 73. Among the general symptom 

scales, problems with fatigue were most often reported. Among the general symptom items, 

dyspnea, insomnia and diarrhea were the dominating symptoms. Of the esophageal specific 

symptoms, dysphagia was reported most often. Among symptom items, lack of enjoyment 

of eating and cough were the most frequent symptoms.

Information preference and its prediction
Desired prognostic information

Almost all patients wanted information about treatment options (97%), average prognosis 

(93%) and common complications after esophagectomy (91%)(Table 3). The majority also 

desired specific information about survival duration. However, information preferences 

concerning prognosis declined  when information became more specific and more short-

term; ’average prognosis’ (93%), ‘the chance of recurrence within 5 years’ (82%), ‘the 

chance of recurrence within 1 year’ (73%) to ‘the chance of recurrence within half a year’ 

(71%).  From the six items concerning prognosis (Table 3), a prognostic information scale 

was developed. Patients who wanted information on all items received 100 points, while 

patients who did not want any information received 0 points. Patients who answered half 

of the questions with yes and half with no received 50 points. The mean score was 87 (SD 

= 23) points. Because of a skewed distribution, patients were categorized into those who 

wanted all information (115 patients who received 100 points) and those who needed a 

more delicate approach for at least one of the items (60 patients with less than 100 points). 

Several predictors for maximum prognostic information were found in univariate analysis 

(Table 4). In multivariate analysis married patients and higher educated patients were more 

likely to want all prognostic information. 

225

Patient p
referen

ces fo
r the disclo

sure of p
ro

g
no

sis 
C

 H
 A

 P T E R
   13



Table 2: Cronbach`s Alpha and means (SD) of Quality of Life scales

Scale of questionnaire Items (N) Cronbach`s 
Alpha

Mean Score 
(SD)

Missing values 
number of patients (%)

EORTC-QoL 30

Functioning scales (1)

- physical 5 0.82 83 (18) 2 (1%)

- role 2 0.88 73 (27) 1 (1%)

- emotional 4 0.88 82 (22) 2 (1%)

- cognitive 2 0.66 84 (21) 1 (1%)

- social 2 0.65 83 (22) 2 (1%)

Global health status (1) 2 0.88 73 (19) 1 (1%)

General symptom scales (2)

- fatigue 3 0.90 31 (27) 3 (2%)

- nausea and vomiting 2 0.78 16 (23) 1 (1%)

- pain 2 0.82 13 (21) 1 (1%)

General symptom items(2)

- dyspnoea 1 - 22 (29) 0 (- - - -)

- insomnia 1 - 20 (28) 1 (1%)

- appetite 1 - 18 (29) 3 (2%)

- constipation 1 - 8 (20) 1 (1%)

- diarrhea 1 - 20 (28) 1 (1%)

- financial difficulties 1 - 13 (24) 1 (1%)

EORTC-QoL OES18

General symptom scales (2)

- eating 2 0.61 23 (24) 3 (2%)

- reflux 2 0.85 22 (26) 1 (1%)

- esophageal pain 3 0.67 12 (16) 4 (2%)

- dysphagia 4 0.78 28 (27) 6 (3%)

General symptom items(2)

- cough 1 - 25 (31) 3 (2%)

- dry mouth 1 - 20 (27) 2 (1%)

- taste 1 - 14 (26) 4 (2%)

- choking 1 - 15 (27) 3 (2%)

- speech 1 - 12 (26) 1 (1%)

- enjoyment 1 28 (33) 3 (2%)

(1) = Score range 0 to 100. Higher scores represent a better quality of life or a higher level of 
functioning, (2)  = Score range 0 to 100. Higher scores represent more severe symptoms
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Table 3: Desired information

Type of information Want % of 
patients

Do not want % of 
patients

% Responding

Treatment options 97  3 100

Average prognosis* 93 7 100

Common complications of esophagectomy 89 10 100

Origin and development of esophageal cancer 86 14 100

Factors which influence my individual 
prognosis positively or negatively*

85 15 99

Factors which influence my individual chance 
for developing complications

84 15 100

Chance of recurrence within 5 years* 82 18 99

Average time of survival* 74 24 99

Chance of recurrence within 1 year* 73 21 94

Chance of recurrence within 1/2 year* 71 23 93

Rare complications of esophagectomy 66 34 99

Alternative treatment options (e.g. relaxation) 55 44 99

* These items comprise the ‘Prognostic Information Scale’

Table 4: Factors related to the amount of prognostic information desired. Patients were categorized 
into those who wanted all information (those who received 100 points) and those who needed a 
more delicate approach for at least one of the items (less than 100 points).

Factor Less than 
maximum 
prognostic 
information 

desired
N=60 (34%)

Maximum 
prognostic 
information 

desired
N=115 (66%)

P-value
Univariate

P-value
Multivariate

Odds Ratio 
(95% CI)

age [years] * 66 (37-85) 60 (30-81) 0.070

education level 0.007 0.012 2.48 (1.22-5.02)

- < 12 years 39 (65%) 50 (43%)

- ≥ 12 years 21 (35%) 65 (57%)

relationship status

- married 47 (78%) 103 (90%) 0.044 0.043 2.57 (1.03-6.41)

- other 13 (22%) 12 (10%)

time since discharge [months] § 13 (9) 11 (7) 0.079

dyspnea [EORTC-QoL] § 17 (27) 24 (30) 0.074

- p-values smaller than 0.1 using χ2, students-T, Mann-Whitney-U, and logistic regression analyses 
and are shown, * = median (range), § = mean (SD)
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Preference for initiative of disclosing prognostic information?

When asked who should initiate discussion about prognosis and treatment, most participants 

were willing to leave it up to their specialist (Table 5). However, a significant proportion of 

these patients wanted their specialist to ask first if they want to know their prognosis. A 

minority of patients wanted to have the initiative or did not want to discuss the specific 

prognostic information at all. 

Twenty-six patients (15%) did not want their doctor to start the disclosure of prognostic 

information (one or more of the six items concerning prognosis) or wanted the initiative on 

their side. Several predictors identifying those patients were found in univariate analysis (Table 

6). In multivariate analysis, older age, having a better taste and a worse social functioning 

were independently related with patients preferring the initiative. 

Information providing behavior

Of the 31 listed doctor behaviors, almost all patients wanted the doctor to tell them their 

prognosis first before telling anybody else (99%), give them an opportunity to ask questions 

(98%), be realistic (97%) and acknowledge the patient as an individual (97%). Behaviors 

Table 5: Initiative of discussion about treatment and prognosis. Percentages of patients are given.

Type of Information Aim of treatment Symptoms 
and treatment 

side effects

Complications of 
esophagectomy

Who to initiate discussion?

specialist just to tell me 78.3 80.6 77.2

specialist to check first if I want to know 16.6 13.1 12.3

specialist to tell me only if I ask 4.0 5.7 8.8

not to discuss at all 0.6 0.6 0.6

finding out on my own, e.g. internet 0.6 0 0.6

number of responders 175 175 171

NOTE. Respondents were given the option to select more than one item.

Table 5: continued

Type of Information Average time of 
survival

Chance of 
recurrence 

within 5 years

Chance of 
recurrence within 

1 year

Who to initiate discussion?

specialist  just to tell me 62.8 67.8 68.3

specialist to check first if I want to know 22.1 17.5 16.1

specialist to tell me only if I ask 9.9 9.4 9.9

not to discuss at all 5.2 5.3 5.6

finding out on my own, e.g. internet 0.6 0.6 0.6

number of responders 172 171 161

NOTE. Respondents were given the option to select more than one item.
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that were rated as inappropriate or not important included giving the prognosis over the 

telephone (24%), giving an audiotape of the discussion (24%) and sit next to the patient 

instead of behind the desk (22%) (Table 7). Still, 104 patients (59%) wanted an optimistic 

approach. In multivariate analysis, the wish for the specialist to be optimistic was related to 

having less than 12 years education (p=0.002) and a worse global health (p=0.038).

Preferences for format

Patients found pie charts and 100-person diagrams the easiest to understand. A Kaplan 

Meier graph was most difficult to understand. Words and numbers were preferred over 

visual presentations (Table 8). Ratings of preference for presenting prognostic information 

and ease of understanding the given formats were all positively correlated (all p<0.001), 

words: R=0.57; percentages: R=0.50; fractions R=0.55; 100-person diagram R=0.38, pie 

chart R=0.35, and survival graph R=0.62. Thirty of the 176 patients commented on their 

preference for words e.g.: “Words can explain harsh and clinical numbers”; “Words are 

clearer in combination with numbers”.

General prognosis 
after esophagectomy

Factors that influence 
my individual 

prognosis positively 
or negatively

78.9 68.4

14.0 19.9

5.8 8.8

0.6 2.9

1.2 0.6

171 171

Chance of recurrence 
within 1/2 year

66.1

17.0

9.1

7.9

0.6

165
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Table 6: Initiative of discussion about treatment and prognosis. Patients were divided into A) 
patients who wanted their physician to have the initiative (tell with or without asking the patient 
first), and B) patients who want the initiative on their own side (ask for prognosis themselves or do 
not want to discuss it at all).

Factor Patient takes 
initiative

N=26

Physician takes 
initiative

N=150

P-value
Univariate

P-value
Multivariate

Odds Ratio 
(95% CI)

age [years] * 69.0 (48-80) 61.5 (30-85) 0.005 0.038 1.06 (1.00-1.12)

education level

- < 12 years 18 (69.2%) 72 (48.0%) 0.046

- ≥ 12 years 8 (30.8%) 78 (52.0%)

relationship status

- married 19 (73.1%) 132 (88.0%) 0.044

- other 7 (26.9%) 18 (12.0%)

stage

- stage I 6 (23.1%) 27 (18.0%) 0.047

- stage IIa 12 (46.2%) 42 (28.0%)

- stage IIb 4 (15.4%) 12 (8.0%)

- stage III 2 (7.7%) 53 (35.3%)

- stage IVa 2 (7.7%) 16 (10.7%)

social functioning 
[EORTC-QoL] §

76.3 (28.4) 84.0 (20.9) 0.067 0.010 1.03 (1.00-1.051)

taste [EORTC-QoL] § 5.3 (18.5) 15.0 (26.8) 0.045 0.013 1.04 (1.00-1.07)

- p-values smaller than 0.1 using χ2, students-T, Mann-Whitney-U, and logistic regression analyses 
are shown, * = median (range), § = mean (SD)

Discussion

The present study analyzed the preferences of receiving prognostic information of cancer 

patients who underwent potentially curative esophagectomy. It was shown that the majority 

of patients wanted detailed prognostic information and wanted their specialist to initiate the 

prognostic discussion. When discussing prognosis, most patients desired a realistic approach 

and words and numbers are preferred over figures and graphics.

Esophageal cancer resection is only performed with curative intent. However, even after 

potentially curative surgery, the majority develops recurrent disease. If recurrence is detected, 

therapy is aimed at optimal palliation and average survival is between 3 and 6 months only. 

Currently, estimating prognosis is most accurate when based on postoperative pathological 

findings. In future, estimation of individual prognosis may be improved with use of e.g. 

nomograms9 or genetic profiles11-13. 

Communication of prognosis is demanding for both doctor and patient32,33. The disclosure 

of prognostic information is complex because it requires synthesis of biomedical knowledge 

and communication skills34. In patients with cancer the debate shifted, over the last decades, 
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Table 7: Behavior of doctors when discussing the issue prognosis

I prefer my specialist to % disagree % Neutral % agree % Responding

Tell me my prognosis first before telling 
anybody else

1 0 98 99

Give me an opportunity to ask questions 2 1 97 99

Be realistic about my likely future 2 1 96 99

Acknowledge me as an individual 2 1 96 99

Ensure he/ she tells me personally what my 
results are

1 1 96 98

Summarize what he / she has told me 3 1 95 99

Check with me that I understand what has 
been told

2 2 95 99

Make sure I have someone with me (e.g. a 
relative or a friend)

10 9 80 99

Give me published information about my 
situation

11 14 73 99

Write down what he / she told me 13 19 68 99

Be optimistic about my likely future 13 27 59 99

Give my prognosis with another medical 
person (e.g. nurse) present

23 30 46 99

Give me my prognosis over the telephone 58 17 24 98

Give me an audiotape of our discussion 52 23 24 99

Sit next to me rather than behind the desk 46 31 22 99

Table 8: Format of supplied information: rated ease of understanding and preference in percentage 
of patients

Ease of 
understanding

Words Percentages Fraction 100-person 
diagram

Pie chart Survival-
graph

- easy 49 47 54 56 63 42

- difficult 23 18 18 20 12 32

- neutral 19 27 18 15 17 18

% Responded 92 92 90 92 91 92

Preference

- like 42 45 47 32 32 31

- dislike 32 26 22 39 31 40

- neutral 17 21 21 19 28 20

% Responded 91 91 90 91 91 91
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from whether or not to tell the patient the diagnosis, towards what prognostic information 

to give and how to convey that17,35,36. The present study shows that the vast majority of 

patients with esophageal cancer wants to know their prognosis after resection. Interestingly, 

this preference is comparable with preferences of patients with metastatic disease in the 

palliative setting and patients with early stage breast cancer15-20. Although the preference 

of patients declined when information became more specific and more negative, still around 

70% wanted less positive information also. Patients may wish to prepare themselves for the 

future and this information may help them in decision making and life planning19. However, 

approximately 30% of patients do not want to discuss all prognostic information or do not 

want their physician to start the discussion about prognosis. It was shown that married 

patients and higher educated patients were more likely to want all prognostic information. 

However, these characteristics can not be used exclusively to decide whether or not to tell 

the patient his/her prognosis, because psychological factors (e.g. anxiety and depression) 

may also have an effect on their preferences19. 

A minority of patients wanted to have the initiative or did not want to discuss specific 

prognostic information at all. In fact, one can conclude that if the doctor asks the patient 

first, over 80% of patients want the initiative on the side of the doctor. Again only a few 

factors could be identified, that determine this preference.  Furthermore, almost all patients 

found individualized and realistic doctor’s behavior important, whereas over half of the 

patients wanted an optimistic approach also. This is in line with the conclusion of a study 

in patients with metastatic disease20 and underlines that  physicians have  the difficult task 

of being realistic and optimistic at the same time, although generally a realistic approach 

is preferred over an optimistic approach concerning prognosis. How should an inferior 

prognosis be realistically and optimistically discussed at the same time? Optimism may mean 

being supportive or helping the patient to believe that he/she can be at the”good side of the 

coin”. Still, this issue has to be further explored in a qualitative manner. Interestingly, only a 

minority of patients wanted an audiotape of the prognostic discussion, while a previously 

performed randomized trial indicated that these audiotapes enhanced patient satisfaction 

and recall of information35. 

Altogether, the present study further underlines the importance of a patient-tailored approach 

for disclosing prognosis as is proposed in patients with end-stage disease34,37. This approach 

enables a cancer specialist to figure out what kind of prognostic information to disclose 

with an individual patient. Although this communication method was initially developed 

from evidence in terminally ill patients, the results of the present study suggest that such 

approach can also be used in patients who received potentially curative treatment.

The present study comprises a consecutive series of patients, which was recruited from three 

high volume centers. The preferences of patients were not related to center, suggesting 

that preferences were comparable for different geographical areas and different institutes. 

Along with the high response rate, this accounts for a relatively unbiased set of patients. 

Furthermore, no differences in clinico-pathological parameters were found between 

responders and non-responders, but it is possible that responders were more comfortable 
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with addressing prognostic issues than non-responders. The cross-sectional design of the 

present study causes bias, because answers of patients may be influenced by the fact that 

they already have survived a period between 1-24 months after operation.  This timing was 

chosen deliberately. During this timeframe, the majority of patients may still be anxious about 

receiving prognostic information, because the risk for cancer recurrence is highest in the 

first two years after operation. Preferences of patients were not related to their time since 

operation, suggesting that preferences remain stable within 2 years after operation2,3,38. 

In future, it is not only a challenge to improve pre- and postoperative staging, but it is 

also a challenge to communicate medical uncertainties to patients. Thus far, it is unclear 

what the impact of explicit communication of medical uncertainties is. Evidence is limited 

to two studies with conflicting evidence ranging from reduction of patient confidence to 

better satisfaction39,40. Theoretically, graphical representations are optimal to present this 

uncertainty with for example 95% CIs. However, the results of this study indicate that graphs 

alone, although easy to understand, are not preferred. Probably, a combination of words, 

numbers and graphical forms is most appropriate, although further research is needed.  

Furthermore, the psychological impact and impact on quality of life, when discussing 

prognosis after potentially curative therapy remain unknown. On the one hand individualized 

prognostic information is desired by patients and may even help in coping with threatening 

situations41,42. On the other hand, especially negative prognostic information may sometimes 

be blunt and brutal34 and might have a negative effect on quality of life, anxiety levels 

and fear of recurrence. Only a randomized trial comparing the impact of general versus 

individualized prognostic information may answer this question. 
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