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Abstract t 
Purpose e 

Iff there is no single best treatment option and decisions have to be made, information as 

welll as patients' values and preferences become important. Patients however, may have 

aa treatment preference before they have even met their medical oncologist. Insight in the 

patient'ss decision-making process can support clinicians having to inform their patients. 

Patientss and Methods 

Patientss with metastatic cancer, aged 18 years or older, able to speak Dutch, for whom 

palliativee chemotherapy was a treatment option, were eligible for the study. We assessed 

beforee they consulted their medical oncologist: 1) socio-demographic characteristics, 2) 

disease-relatedd variables, 3) quality of life indices, 4) attitudes and 5) preferences for 

treatment,, information and participation in decision making. The actual treatment decision, 

assessedd after it had been made, was the main study outcome. 

Results s 

Off 207 eligible patients, 140 patients (68%) participated in the study. At baseline, 68% 

preferredd to undergo chemotherapy rather than wait watchfully. Eventually, 78% chose 

chemotherapy.. Treatment preference (odds ratio [OR]=10.3, CI 2.8-38.0) and a deferring 

stylee of decision making (OR=4.9, CI 1.4-17.2) best predicted the actual treatment choice. 

Treatmentt preference (total explained variance=38.2%) was predicted, in turn, by patient's 

strivingg for length of life (29.5%), less striving for quality of life (6.1%) and experienced 

controll over the cause of disease (2.6%). 

Conclusion n 

Patients'' actual treatment choice was most strongly predicted by their pre-consultation 

treatmentt preference. Since treatment preference is positively explained by striving for 

lengthh of life, and negatively by striving for quality of life, it is questionable whether the 

purposee of palliative treatment is made clear. This, paradoxically, emphasizes the need for 

furtherr attention to the process of information giving and shared decision making. 
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Introduction n 
Eventually,, almost 50% of cancer patients will have metastatic disease1. Still, making treatment 

decisionss in palliative cancer treatment is a complex task for patients as well as physicians. 

Thiss is particularly true because there is no evident 'best' option. This paper reports a prospective 

studyy on patients having to make a choice between palliative chemotherapy and watchful 

waiting.. Palliative chemotherapy aims at the alleviation of symptoms or postponing future 

symptomss of the disease and thus maintaining or enhancing quality of life. Survival gains, if 

present,, are modest. For an individual patient, it is unsure if symptom alleviation or survival 

gainn can be achieved while side effects are likely to occur. Watchful waiting, or best supportive 

care,, is the alternative option and aims at enhancing quality of life by the relief of symptoms 

oncee they occur. 

Whetherr a patient with metastatic cancer should be treated with palliative chemotherapy 

orr choose watchful waiting is not always evident. Therefore, values of patients become more 

important.. Knowledge of the factors upon which patients' preferences or the patients' actual 

choicee are based, are necessary in guiding the patient through the decision making process. 

Fourr factors influencing cancer patients' treatment choice have been distinguished by 

Richardss and colleagues2: patients' attitudes and beliefs, doctors' attitudes, the way information 

iss presented, and the nature of the risk and benefit involved in the different treatment options. 

Patients'' attitudes and beliefs are thought to be based on previous experience, family, friends, 

mediaa and other health care professionals2'3. Doctors' attitudes are influenced by what they 

thinkk is the aim of the therapy; relief of symptoms, extending life and giving hope4. Several 

studiess have looked at the influence of the way information is presented to patients5"9. It was 

foundd that the framing of information affects patients' choices5'7"10. The nature of risk and 

benefitt of the different treatment options can indeed influence the patient's treatment choice, 

ass shown in several studies concerning early disease2. However, the relative value attached to 

treatmentt options in palliative care, such as chemotherapy and supportive care, is less well 

documented2. . 

InIn contrast to the lack of studies on treatment choice, several studies have been performed 

onn the nature and background of treatment preference7'8'11"18. In the literature the patient's 

preferencee for treatment is seen and used as an indication for their actual treatment choice. 

However,, patients' actual treatment choice and their intended choice or treatment preference 

aree not necessarily the same, since treatment preference is usually assessed in patients or 

subjectss who are not actually facing the choice investigated. 

Severall factors are found to affect treatment preference. Firstly, framing influences treatment 

preferences,, i.e. whether outcomes are presented in terms of survival or in terms of death, 

andd whether or not medical uncertainties are explicitly ment ioned5 7 9 . Secondly, disease 
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experiencee seems to be of influence: patients are more willing than the general public or 

medicall staff to accept toxic treatment1419 '20. Thirdly, various demographic variables such as 

age,, living with others, and having children, may also have an impact on treatment preferences 

off patients21 '22. 

Itt is generally assumed that patients form preferences and make decisions after they have 

beenn informed by their physician. Preferences for treatment are thus usually assessed after 

patientss have received information concerning their treatment options7 '9 '11 '15 '16. However, 

thee patient, being a modern consumer of health care, is not a tabula rasa. The notion that 

medicall professionals are the first to discuss certain topics and that patients depend fully on 

theirr information and advice, is no longer necessarily true. Patients have information from 

family,, friends, media, or the internet. Based on these sources of information, most patients 

mayy already have an idea about chemotherapy and whether they want it for themselves or 

not.. To what extent these preferences translate into a treatment decision is unknown. 

Too understand the decision making process in palliative chemotherapy we investigated the 

actuall treatment choice of patients with metastatic cancer. Because of its indicative value we 

prospectivelyy studied their strength of preference for palliative chemotherapy or watchful 

waitingg patients before they consulted their medical oncologist. Finally we investigated whether 

thiss treatment preference, patient or disease characteristics, quality of life, attitudes or 

preferencee for information and participation in the decision making were predictive of the 

actuall treatment choice. 

Ourr conceptual model is presented in figure 1. 

Figuree 1 Conceptual model 

explanatoryy variables 

 demographic 
characteristics s 
diseasee related 
variables s 

-- quality of life 
variables s 
 attitudes 

intermediatee variable outcomee variable 

Patientss and Methods 
Thiss prospective study took place between June 1998 and April 2000. Patients with various 

typess of metastatic cancer, aged above 18 years, able to understand and speak Dutch, referred 

becausee palliative chemotherapy had become a treatment option, were eligible for the study. 
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Thee patients were approached as soon as an appointment with their medical oncologist was 

scheduled.. After informed consent was given, an appointment was made for an interview 

priorr to the first consultation with their medical oncologist. After the decision concerning 

palliativee chemotherapy or watchful waiting had been made, the treatment choice was checked. 

Too facilitate participation, the interview was held at the patient's home. 

Medicall oncologists (n=36) from three academic and seven non-academic hospitals participated 

inn the study. They completed a disease related checklist for each patient after they had seen the 

patientt during consultation. The oncologist informed the researchers about the treatment decision 

ass soon as it was made. This was checked with the patient within three weeks. Ethical approval 

wass obtained from the ethics committee of each participating hospital. 

Measures s 

DependentDependent variables 

Forr ethical reasons, we did not want to interfere with the expectations or knowledge of 

patientss before the consultation took place. Therefore, we first asked them in an open ended 

questionn what treatment they expected their physician would propose in the upcoming 

consultation.. Next, strength of preference for chemotherapy was assessed in those patients 

whoo expected their medical oncologist to propose chemotherapy with a single question on a 

7-pointt Likert scale ('strong aversion to chemotherapy' to 'strong preference for 

chemotherapy').. If a patient did not mention chemotherapy, the part of the questionnaire 

concerningg chemotherapy was skipped. Patients' choices were assessed, as described, after 

thee actual decision was made. 

PredictorPredictor variables 

Thee independent variables, i.e.: 1) socio-demographic patient characteristics, 2) disease-related 

variables,, 3) quality of life indices, and 4) attitudes were assessed at baseline (1,3,4) or obtained 

fromm the oncologist (2). 

Demographicc variables included sex, age, marital status, having children and educational 

level.. Disease-related variables comprised type of cancer and performance status, the Karnofsky 

index23. . 

Qualityy of life was measured with the Rotterdam Symptom Checklist (RSCL)24. The RSCL is 

aa validated, cancer specific questionnaire and covers physical distress (22 items, Cronbach's 

a=.800 in the present study), psychological distress (8 items, a=.89)) and the daily activity level 

(88 items, ADL; a=.86). The item-scores range from 1 to 4. Sum scores were transformed to 

thee same scale. Low scores on the physical and psychological distress scale reflect a better 

qualityy of life, whereas low scores on the activity level scale indicate a worse quality of life. 



66 66 ChapterChapter 4 

Severall attitudes were assessed. The Cancer Locus of Control Scale (CLOC) covers the 

attitudee of patients towards the origin and the course of their illness2526. It consists of three 

subscales:: internal control over the disease process (a=.74), internal control over the cause of 

thee disease (a=.64) and religious control (a=.88). Item scores range from 1-4, a higher score 

indicatingg a higher level of control. 

Thee patient's decision style was assessed with The Michigan Assessment of Decision Style27. 

Thee MADS is developed for decision making in early stage breast cancer, and validated. It was 

translatedd into Dutch for the current study by two bilingual individuals, using a forward-

backwardd translation procedure. It covers: 1) avoidance (4 items, e.g. 'I prefer not knowing 

thee possibility that unexpected things could happen to me', a=0.55); 2) deferring responsibility 

(33 items, e.g. 'I would follow the recommendations of my physician', a=0.66); 3) information 

seekingg (4 items, e.g. 'I would spend as much time as I could gathering information', a=0.83); 

andd 4) deliberation (5 items, e.g. 'I would carefully consider the risks of each option as I was 

makingg a choice', ct=0.73). The scales scores were linearly converted to a 0-100 scale with 

higherr scores indicating a higher level of avoidance, deferring of responsibility, information 

seekingg and deliberation. 

Patients'' attitudes towards striving for length (quantity) (4 items, a=.75) or quality of life (4 

items,, a=.69), was assessed by the 'QQ-Questionnaire' (QQQ)28. High scores on the quantity 

orr quality scale indicate the importance of length and quality of life, respectively. 

Preferencee for information was measured using a 10-point rating scale, ranging from score 

11 (wanting as little information as possible) to score 10 (wanting all the information there 

is)29.. Patients' preference for participation in decision-making was assessed on a B-point rating 

scalee ranging from giving the physician full responsibility for decision making (score 1), to the 

patientt wanting to take this role (score 5)20 '30. 

Statisticall analyses 
Univariatee associations between baseline preference for treatment and demographic 

characteristics,, disease-related factors, quality of life, and attitudes, were established with 

Pearsonn product moment correlations and point biserial correlation coefficients. 

Significantt predictors of treatment preference (with p set at < 0.25) identified from the 

univariatee analyses were then entered into a multiple linear regression analysis, with a forward 

selectionn strategy, using the F-statistic with p=0.05 as the criterion level for selection in the 

multivariatee analyses. 

Possiblee predictors of treatment choice were analyzed with the chi-square statistic and 

expressedd in crude relative risks estimates (RR) with their 95% confidence intervals (Ci). 

Continuouss variables were dichotomized by using the median split method. For baseline 
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treatmentt preference, however, a content related split was made (either having or not having 

aa preference for chemotherapy). Due to skewness, the preference for information scale scores 

weree recoded as 'do not prefer as many details as possible' (1-9), and 'prefer as many details 

ass possible' (10). Additionally, all variables univariately associated with treatment choice (p-

valuee set at < 0.25) were entered in a logistic regression model to assess their independent 

prognosticc value for treatment choice. Effect sizes were expressed in odds ratios (with their 

95%% CI). Calibration of the regression model was assessed with the Hosmer-Lemeshow 

goodness-of-fitt test. In this test a high p-value indicates that the model is acceptable. All 

analysess were performed in SPSS (version 10.0.7). 

Results s 
Patients s 

Off 242 patients, recruited over a two year period, 35 patients were not eligible because they 

weree treated with curative intent or were not offered the choice of palliative chemotherapy. 

Off the remaining 207 patients, 140 patients were interviewed (68% response). Reasons for 

non-responsee at baseline were: poor physical condition (n=39), reported psychological distress 

(n=2),, time constraints (n=10) or unspecified (n=16). The actual treatment decision could be 

confirmedd by 131 patients. Non-response was due to being too ill (n=6) or having died (n=3). 

Patientt characteristics are presented in table 1. More than half of the sample was male (61 %), 

thee mean age was 60 years (s.d. 11.6). 

Treatmentt preference and actual choice 

Mostt patients (n=114; 81%) expected that their medical oncologist would propose 

chemotherapy.. Subsequently their preference for chemotherapy could be assessed. Patients 

whoo did not answer that they expected the physician to propose chemotherapy (N=26) were 

olderr (p<0.01). 

Thee distribution of the baseline treatment preference is presented in figure 2. Most patients 

(68%)) favored chemotherapy at baseline. The majority of these had a very strong preference 

forr chemotherapy. Eventually 78% chose to undergo chemotherapy. In figure 2 the actual 

choicee is shown, per treatment preference category. The original treatment preference and 

thee eventual treatment choice turn out to be related. Almost all patients who preferred 

chemotherapyy before they visited their medical oncologist choose chemotherapy after they 

hadd discussed their treatment. Approximately half of the patients (56%) who had no clear 

treatmentt preference before they met with their oncologist chose chemotherapy. Of those 

whoo had an aversion towards chemotherapy (7%) almost all chose watchful waiting, eventually. 
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Tablee 1 Patient characteristics (n=140)' 

% % 

Socio-demographic Socio-demographic 
Gender r 

Age e 

Children n 

Education n 

Disease-related Disease-related 
Typee of cancer 

Performancee status 

QualityQuality of life 
Physicall distress 
Psychologicall distress 
ADLL activity level 
Attitudes Attitudes 
Locuss of control 

-- disease process 
-- cause of the disease 
-- religious 

Decisionn making style 
-- information seeking 
-- deliberation 
-- avoidance 
-- deferring 

Strivingg for length of life 
Strivingg for quality of life 
Preferencee for information 
Preferencee for participation 

Male e 
Female e 
26-50 0 
51-60 0 
61-70 0 
71-82 2 
Yes s 
No o 
primaryy school 
highh school 
collegee or higher 

breastt cancer 
headd and neck cancer 
gastric-intestinall cancer 
lungg cancer 
other r 
100 0 
90 0 
<80 0 

85 5 
55 5 
27 7 
40 0 
45 5 
28 8 

119 9 
21 1 
30 0 
81 1 
28 8 

14 4 
22 2 
68 8 

9 9 
27 7 
53 3 
48 8 
35 5 

61 1 
39 9 
19 9 
29 9 
32 2 
20 0 
85 5 
15 5 
22 2 
58 8 
20 0 

10 0 
16 6 
49 9 

6 6 
19 9 
39 9 
35 5 
26 6 

M=1.50;; sd=0.34 
M=1.74;; sd=0.64 
M=3.70;; sd=0.52 

M=3.18;; sd=0.60 
M=1.80;; sd=0.54 
M=2.13;; sd-1.16 

M=2.66; ; 
M=3.98; ; 
M=2.43; ; 
M=3.98; ; 
M=3.35; ; 
M=3.74, , 
M=8.91; ; 
M=3.07; ; 

sd=0.93 3 
sd=0.56 6 
sd=0.65 5 
sd=0.58 8 
sd=1.13 3 
sd=0.99 9 
sd=1.99 9 
sd=0.79 9 

1Duee to missing values the numbers do not always add to 140 
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50 0 

40 0 

30 0 

20 0 

D %% choosing watchful waiting 
D %% choosing chemotherapy 

-ca_ _ £1 1 

Figuree 2 Preferences for either 
palliativee chemotherapy or 
watchfull waiting and the patients' 
actuall treatment choice (n=114) 

Explainingg treatment preference at baseline 

Inn table 2 the relation between preference for chemotherapy and the explanatory variables, is 

presented. . 

Youngerr patients had a stronger preference for chemotherapy. Neither other demographic 

variables,, nor disease-related or quality of life related variables were significantly related to 

thee patients' preference for palliative chemotherapy. Some attitudes were though. High levels 

off internal control concerning the disease process, having a stronger deferring decision style, 

strivingg for length of life, and having a low preference for participating in the decision making 

weree associated with a stronger preference for chemotherapy. Striving for quality of life was 

negativelyy related to the strength of preference for chemotherapy. 

Multivariatee analyses indicated that patients' preferences for chemotherapy were best 

explainedd by striving for length of life (p=0.38, partial R2=29.5%) whereas less striving for 

qualityy of life added 6 . 1 % ((3= -0.29) to the explained variance. Feeling internal control 

concerningg the cause of the disease added an additional percentage of 2.6% (P=0.16). 

Explainingg treatment choice 

Inn table 3 the univariate relations between explanatory factors and treatment choice are 

shown.. None of the socio-demographic variables were significantly related to the treatment 

chosen,, nor were disease related variables and quality of life. Attitudes were, however. Having 

aa deferring decision style, striving for more length of life and less for quality, as well as having 

aa strong preference for palliative chemotherapy at baseline, were all significantly predictive of 

ann eventual choice for palliative chemotherapy. 
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Tablee 2: Relation (univariate) between patient characteristics at baseline and their strength of preference 
forr palliative chemotherapy (n=114) 

Socio-demographic Socio-demographic 
Gender r 
Agee (older) 
Children2 2 

Education n 
Disease-related Disease-related 
Typee of cancer2 

-- breast 
-- head/neck 
-- G-l 
-- lung 

Performancee status 
QualityQuality of life 
Physicall distress 
Activityy level (ADL)5 

Psychologicall distress6 

Attitudes Attitudes 
Locuss of control 

-- disease process3 

-- cause of the disease3 

Decisionn style 
-- information seeking4 

-- deliberation4 

-- avoidance4 

-- deferring4 

Strivingg for length of life 
Strivingg for quality of life 
Preferencee for information 
Preferencee for participation 

Preferencee for chemotherapy^ 

P P 

0.09 9 
0.20 0 
0.06 6 
0.05 5 

0.10 0 
0.15 5 
0.10 0 
0.04 4 
0.02 2 

0.05 5 
0.11 1 
0.11 1 

0.25 5 
0.16 6 

0.01 1 
0.05 5 
0.03 3 
0.30 0 
0.55 5 
0.51 1 
0.15 5 
0.18 8 

0.32 2 
0.04 4 
0.52 2 
0.63 3 

0.28 8 
0.12 2 
0.28 8 
0.67 7 
0.81 1 

0.58 8 
0.23 3 
0.24 4 

<< 0.01 
0.10 0 

0.95 5 
0.63 3 
0.76 6 

<< 0.001 
<< 0.001 
<< 0.001 

0.10 0 
0.06 6 

11 PMCC's, 2 point biserial correlation, 3 high scores indicate high control, 
44 high scores indicate a more active style, 5 higher score less limited, 6 higher score more distress 
^Positivee signs indicate a stronger preference for chemotherapy 

Fromm table 4, presenting the multivariate analysis explaining patients' actual treatment 

choices,, it appears that only 'baseline preference for chemotherapy' and 'a deferring decision 

style'' explain the eventual treatment choice. Patients with a strong baseline preference for 

chemotherapyy were substantially more likely to choose chemotherapy (OR=10.3). Patients 

whoo had a deferring decision style were also more likely to start chemotherapy (OR=4.9). The 

Hosmer-Lemeshoww goodness-of-fit statistic (p=0.73) indicated that the multiple regression 

modell was well calibrated. 
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Tablee 3 Relation between patient characteristics and preference for chemotherapy at baseline, and the 
patients'' actual treatment choice (n=131)1 

Backgroundd factors 

Socio-demographic Socio-demographic 
Sex x 

Age e 

Children n 

Education n 

Disease-related Disease-related 
Typee of cancer 

Performancee status 

QualityQuality of life 
Physicall distress 

Activityy level (ADL) 

Psychologicall distress 

Attitudes Attitudes 
Locuss of control 
-- disease process 

-- cause of the disease 

Decisionn making style 
-- information seeking 

-- deliberation 

-- avoidance 

-- deferring 

Strivingg for length of life 

Strivingg for quality of life 

Preferencee for information 

Preferencee for participation 

Preferencee for chemotherapy 

female e 
male e 
>61 1 
<61 1 
yes s 
no o 
high h 
low w 

breastt cancer 

head/neckk cancer 

G-ll cancer 

lungg cancer 

<90 0 
>90 0 

highh (> 1.47) 
loww (< 1.46) 
highh (> 3.76) 
loww (< 3.75) 
highh (> 1.51) 
loww (> 1.50) 

highh control (> 1.5) 
loww control (< 1.5) ) 
highh control (> 3.37) 
loww control (< 

highh (> 2.75) 
loww (< 2.75) 
highh (> 4.0) 
loww (< 4.0) 
highh (> 2.5) 
loww (< 2.5) 
highh (> 4.0) 
loww {< 4.0) 

3.37) ) 

lengthh more importa 
lengthh less im 

Treatmentt choice 

yes s 
no o 
yes s 
no o 
yes s 
no o 
yes s 
no o 

ntt (> 3.4) 
portantt (< 3.4) 

qualityy more important (> 3.4) 
qualityy less im 
strongg (10) 
weakk (0-9) 
strongg (3-5) 
weakk (1,2) 
preferencee (1
noo preference 

portantt (< 3.4) 

3) ) 
(4-7) ) 

Cht2 2 

N N 
42 2 
60 0 
46 6 
56 6 
87 7 
15 5 
26 6 
75 5 

12 2 
90 0 
15 5 
87 7 
47 7 
55 5 
8 8 

94 4 
53 3 
48 8 

49 9 
53 3 
62 2 
40 0 
49 9 
53 3 

54 4 
48 8 
44 4 
58 8 

50 0 
52 2 
55 5 
47 7 
55 5 
47 7 
41 1 
61 1 
59 9 
43 3 
45 5 
57 7 
69 9 
33 3 
89 9 
13 3 
67 7 
15 5 

WW2 2 

N N 
9 9 

20 0 
15 5 
14 4 
25 5 
4 4 
8 8 

21 1 

1 1 
28 8 
5 5 

24 4 
16 6 
13 3 
1 1 

28 8 
21 1 
8 8 

12 2 
17 7 
15 5 
14 4 
15 5 
14 4 

13 3 
15 5 
14 4 
15 5 

17 7 
12 2 
19 9 
10 0 
18 8 
11 1 
3 3 
26 6 

5 5 
24 4 
22 2 

7 7 
16 6 
13 3 
27 7 

2 2 
6 6 

18 8 

Crude e 
RR3 3 

1.10 0 

0.94 4 

0.98 8 

0.98 8 

1.21 1 

0.96 6 

0.92 2 

1.15 5 

0.84 4 

1.06 6 

1.09 9 

0.97 7 

1.06 6 

0.95 5 

0.92 2 

0.90 0 

0.93 3 

1.33 3 

1.44 4 

0.75 5 

1.13 3 

0.89 9 

2.02 2 

95%% Ci 

0.92--

0.78--

0.76--

0.79--

1.00--

0.73--

0.77--

0.90--

0.70--

0.88--

0.90--

0.811 -

0.88--

0.79--

0.77--

0.75--

0.78--

1.13--

1.18--

0.62--

0.92--

0.711 -

1.38--

-- 1.31 

-- 1.13 

-- 1.27 

-- 1.21 

-- 1.46 

-1.26 6 

 1.11 

-- 1.48 

-- 1.00 

-- 1.27 

-- 1.32 

 1.16 

1.27 7 

 1.15 

1.10 0 

1.08 8 

1.11 1 

1.56 6 

1.74 4 

0.91 1 

1.39 9 

1.11 1 

2.95 5 

P P 

0.32 2 

0.53 3 

0.90 0 

0.84 4 

0.19 9 

0.74 4 

0.39 9 

0.41 1 

0.06 6 

0.53 3 

0.38 8 

0.73 3 

0.54 4 

0.62 2 

0.36 6 

0.27 7 

0.44 4 

<0.01 1 

<< 0.001 

<0.01 1 

0.21 1 

0.38 8 

<0.001 1 

11 Due to missing values the numbers do not always add to 131 
22 Cht=Chemotherapy, WW=watchful waiting 
33 RR< 1 indicates a stronger likelihood to choose chemotherapy 
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Discussion n 
Thee most remarkable finding in our study is, in our view, that the patients' preference for 

chemotherapyy as assessed before they met with their medical oncologist, most strongly 

predictedd their eventual treatment choice. Patients seem to make up their minds about starting 

orr forgoing palliative chemotherapy before they are informed by their medical oncologist 

and,, thus, outside the consultation room. A conclusion therefore must be that what was said 

duringg the consultation did not change much of the patient preference and eventual choice. 

Tablee 4: Factors1 explaining treatment choice (n=131) 

OR22 9 5 % CI p 

Performancee status 2.5 

Deferr ingg decision style 4.9 

Strivingg for length of life 1.7 
Strivingg for quality of life 1.1 
Preferencee for information 2.5 
Preferencee for chemotherapy 10.3 

0.64 4 
1.40 0 
0.43 3 
0.29 9 
0.74 4 
2.80 0 

-- 7.55 
-- 17.18 
-- 6.96 
-- 4.16 
-- 8.20 
-- 37.96 

0.21 1 
0.01 1 
0.44 4 
0.89 9 
0.14 4 

<< 0.001 

11 Due to cells with zero respondents, having breast cancer was left out of the Logistic regressionanalysis 
22 Multivariate logistic regression analysis. Hosmer and Lemeshow test: p=0.73 

Anotherr striking finding is that the initial treatment preference was strongly explained by 

strivingg for length of life. Oncological consensus is that the expected outcomes of palliative 

chemotherapyy and watchful waiting differ little in survival in most tumor types31'32. Still, 

patientss chose to be treated with chemotherapy, seemingly clinging to the hope that this 

chemotherapyy would extend their life duration. They may thus not have received some basic 

informationn or, alternatively, not have heard it. Alternatively, patients did not want to hear 

thiss information or did not believe it and chose palliative chemotherapy fully aware of its 

l imitedd possibilities regarding lengthening of life. Additionally, both a preference for 

chemotherapyy and choosing palliative chemotherapy were negatively associated with striving 

forr quality of life. Bearing in mind the purpose of palliative chemotherapy, the enhancement 

orr maintenance of quality of life33'34, one would expect striving for quality of life to be 

positivelyy associated with preference and choice for palliative chemotherapy. Therefore, one 

cann question whether the purpose of palliative chemotherapy has been clearly explained to 

andd is understood by all patients. 

Off the patients in our study, 68% had a preference for chemotherapy, before they had 

receivedd information from their medical oncologist about treatment options; 78% of the 

patientss decided to undergo palliative chemotherapy eventually. The relationship between 

preferencee for treatment and the actual treatment choice has not been investigated 
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thoroughly3,6.. In retrospect, it is less surprising that the treatment preference at baseline is so 

closelyy related to the actual treatment choice. For patients and physicians, choosing an active 

treatmentt option, i.e. palliative chemotherapy, seems obvious. Watchful waiting is often 

perceivedd as 'doing nothing'35. For medical oncologists the patient's wish is an important 

determinantt of their own preference for treatment35-36. Moreover, they also prefer to 'do 

something',, i.e. offering chemotherapy, rather than offering watchful waiting37. Thus, patients' 

andd oncologists' treatment preferences seem to coincide, making a choice for chemotherapy 

moree likely. 

Treatmentt choice was also predicted by having a deferring style of decision making. Patients 

havingg such decision making style were more likely to undergo chemotherapy than others. 

Sincee medical oncologists, being experts in systemic treatment, want to offer a treatment, 

andd spend more time explaining chemotherapy than explaining watchful waiting, they may 

conveyy the suggestion that they prefer palliative chemotherapy38. It is then likely that a deferrer, 

whoo would like to lean on the oncologist's advice, is inclined to choose chemotherapy. The 

absencee of an association between a deferring decision making style and baseline preference 

forr chemotherapy is not surprising, since at baseline deferrers are not yet aware of the 

oncologist'ss preference. They have not had an opportunity to defer the decision to their 

oncologistt yet. 

Somee limitations of our study have to be mentioned. First, there is most likely a referral 

bias.. Patients, who visit a medical oncologist, often have a positive attitude towards treatment 

already.. Indeed, two thirds of our patients preferred to be treated with palliative chemotherapy 

beforee the consultation. Secondly, for ethical reasons, only patients who mentioned that they 

expectt their physician to offer them palliative chemotherapy were included in the analyses. In 

doingg so, we might have created a selection bias. Patients who did not expect their oncologist 

too offer them chemotherapy were older than those who expected their oncologist to offer 

chemotherapyy (t=-2.51, df=138, p=0.01). However, neither 'expecting chemotherapy' nor 

agee appeared to be correlated with the actual treatment choice. Therefore we conclude a 

possiblee selection bias to be inconsequential. Thirdly, the content of the information given by 

thee referring specialists is unknown. Therefore, it would be of interest to look at patients' 

preferencess even before they are referred to a medical oncologist. 

Inn conclusion, our results suggest that physicians could take these pre-consultation ideas 

andd preferences into account when providing information to patients. The information giving 

processs should then address the limited survival benefit of palliative chemotherapy and the 

possibilityy of watchful waiting. Explicit attention may also have to be given to the 'natural' 

inclinationn of both physician and patient to 'do something', as it may be questioned whether 

thee modest survival gain, in palliative chemotherapy, is to be considered worthwhile. Moreover, 
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treatingg with palliative chemotherapy may be less than good quality-of-life care39. Thus, the 

needd for open physician-patient communication and shared decision making with regard to 

treatmentt in this phase of the disease is stressed again. Finally, it might be necessary to 

explicitlyy discuss the attitudes of patients towards chemotherapy during the consultation in 

orderr to trace possible misconceptions. Our findings, thus, point to the need for a model of 

sharedd decision making, in which different treatment options are explained, patients attitudes 

andd beliefs are investigated, and the actual treatment choice is the outcome of a joint decision 

makingg process40. Especially because the available treatment options are equivalent in palliative 

treatmentt this concept deserves extensive attention when proposing palliative chemotherapy 

orr watchful waiting. 

References s 
11 Dutch Cancer Foundation (1999) Signaleringsrapport 1999, deelrapport zorg. Amsterdam, The 

Netherlands. . 
22 Richards MA, Ramirez AJ, Degner LF, Fallowfield LJ, Maher EJ, Neuberger J: (1995) Offering choice 

off treatment to patients with cancer. Eur J Cancer 31 A, 1, 112-6 
33 Jansen 5JT, Kievit j , Nooij MA, de Haes JCJM, Overpelt IME, van Slooten H, Maartense E, Stiggelbout 

AM:: (2001) Patients preferences for adjuvant chemotherapy in early-stage breast cancer: is treatment 
worthwhile?? Br J Cancer 84, 12, 1577-85 

44 Maher EJ, Coia L, Duncan G, Lawton PA: (1992) Treatment strategies in advanced and metastatic 
cancer:: differences in attitude between the USA, Canada and Europe. Int J RadiatOncol Biol Phys 
23,, 239-44 

55 McQuellon RP, Muss HB, Hoffman SL, Russell G, Craven B, Yellen SB: (1995) Patient preferences for 
treatmentt of metastatic breast cancer: a study of women with early stage breast cancer. J Clin 
Oncoll 13,4, 858-68 

66 Yellen SB, Cella DF: (1995) Someone to live for: social wellbeing, parenthood status, and decision 
makingg in oncology. J Clin Oncol 13, 1255-64 

77 Flood AB, Wennberg JE, Nease RF, Fowler FJ, Ding J, Hynes LM: (1996) The importance of patient 
preferencee in the decision to screen for prostate cancer. J Gen Intern Med 11, 342-9 

88 Mazur DJ, Hickam DH: (1997) The influence of physician explanations on patient preferences about 
futuree health-care states. Med Decis Making 17, 56-60 

99 O'Connor AM: (1998) Effects of framing and level of probability on patients' preferences for cancer 
chemotherapy.. J Clin Epidemiol 42, 2, 119-26 

100 Siminoff LA, Fetting JH: (1 991) Factors affecting treatment decisions for a life-threatening illness: 
thee case of medical treatment of breast cancer. Soc Sci Med 32,7, 813-8 

111 McNeil BJ, Pauker SG, Sox HC, Tversky A: (1982) On the eliciting of preferences for alternative 
therapies.. NEJM 306, 1259-62 

122 Cassileth BR, Zupkis RV, Sutton-smith K, March V: (1980) Information and participation preferences 
amongg cancer patients. Ann Intern Med 92, 832-6 

133 Llewellyn-Thomas HA, McGreal MJ, Thiel EC: (1995) Cancer patients' decision making and trial 
entryy preferences: the effect of 'framing' information about short term toxicity and long term 
survival.. Med Decis Making, 15, 4-12 

144 Brundage MD, Davidson JR, Mackillop WJ: (1997) Trading treatment toxicity for survival in locally 
advancedd non-small cell lung cancer. J Clin Oncol 15, 330-40 

155 Silvestri G, Pritchard R, Welch HG: (1998) Preferences for chemotherapy in patients with advanced 
NSCLCC descriptive study based on scripted interviews. BMJ 317, 771-5 



PalliativePalliative chemotherapy or watchful waiting? 75 75 

166 Lindiey C, Vasa S, Sawyer WT, Winer EP: (1998) Quality of life and preferences for treatment 
followingg systemic adjuvant therapy for early stage breast cancer. J Clin Oncol 16, 4, 1380-7 

177 Stalmeier PF, Bezembinder TG: (1999) The discrepancy between risky and riskless utilities: a matter 
off framing? Med Decis Making 19, 4, 435-47 

188 Stiggelbout AM, de Haes, JCJM: (2001) Patient preferences for cancer therapy: an overview of 
measurementt approaches. J Clin Oncol 19, 220-30 

199 Slevin ML, Stubbs L, Plant HJ, Wilson P, Gregory WM, Armes Pi, Downer SM: (1990) Attitudes to 
chemotherapy:: comparing views of patients with cancer with those of doctors, nurses, and 
generall public. Br Med J 300, 1458-60 

200 Degner LF, Sloan JA: (1992) Decision making during serious illness: what role do patients really 
wantt to ptay? J Clin Epidemiol 45, 941-50 

211 Kiebert GM, Stiggelbout AM, Kievit J, Leer JWH, van de Velde CJH, de Haes JCJM: (1994) Choices 
inn oncology factors that influence patients' treatment preference. Qual Life Res 3, 175-82 

222 Unic IJ, Stalmeier PFM, Verhoef LCG, van Daal WAF: (1998) Assessment of the time-tradeoff values 
forr prophylactic mastectomy in women with a suspected genetic predisposition to breast cancer. 
Medd Decis Making 18, 268-277 

233 Kamofsky DA, Burchenal JH: (1949) The clinical evaluation of chemotherapeutic agents in cancer.) 
ImMacLeodd CM, ed. Evaluation of chemotherapeutic agents. New York: Colombia University Press 
191-205 5 

244 De Haes JCJM, Knippenberg FCE, Neijt JP: (1990) Measuring psychological and physical distress in 
cancerr patients: structure and applications of the Rotterdam symptom checklist. Br J Cancer 62, 
1034-8 8 

255 Pruyn JFA, Borne van den HW, Reuver de RSM, Boer de MF, Bosman LJ, Pelkwijk ter MA, Jong de PC: 
(1988)) De locus of control schaal voor kankerpatiënten. Tijdschr Social Gezondheidsz 66, 404-8 

266 Watson M, Greer S, Pruyn J, Borne van den B: (1990) Locus of control and adjustment to cancer. 
Psycholl Reports 66, 39-48 

277 Pierce P: (1995) Michigan Assessment of Decision Style (MADS). Ann Arbor, Ml, University of Michigan 
288 Stiggelbout AM, de Haes JCJM, Kiebert GM, Kievit J, Leer JW: (1996) Tradeoffs between quality 

andd quantity of life: development of the QQ Questionnaire for Cancer Patient Attitudes. Med Decis 
Makingg 16, 184-92 

299 Blanchard CG, Labrecque MS, Ruckdeschel JC, Blanchard EB: (1988) Information and Decision-
makingg preferences of hospitalized adult cancer patients. Soc Sci Med 27, 11, 1139-45 

300 Sutherland HJ, Llewellyn-Thomas HA, Lockwood GA, Tritchler DL: (1989) Cancer patients: their 
desiree for information and participation in treatment decisions. J Roy Soc Med 82, 260-3 

311 Glimelius B, Bergh J, Brandt L, Brorsson B, Gunnars B, Hafström L et al:(2001) The Swedish council 
onn technology assessment in health care (SBU) systematic overview of chemotherapy effects in 
somee major tumour types - Summary and conclusions. Acta Oncol 40, 135-1 54 

322 Ragnhammer P, Brorsson B, Nygren P, Glimelius B: (2001) A prospective study of the use of 
chemotherapyy in Sweden and assessment of the use in relation to scientific evidence. Acta Oncol 
40,, 391-411 

333 Porzsolt F: (1993) Goals of palliative cancer therapy: scope of the problem. Cancer Treat Rev 19, 3-14 
344 Porzsolt F, Tannock IF: (1993) Goals of palliative cancer therapy. J Clin Oncol 11, 378-81 
355 Charles C, Redko C, Whelan T, Gafni A, Reyno L: (1998) Doing nothing is no choice: lay constructions 

off treatment decision-making among women with early-stage breast cancer. Sociol Health Illness 20, 
1,, 71-95 

366 Koedoot CG, de Haes JCJM, Heisterkamp SH, Bakker PJM, de Graeff A, de Haan RJ: (2002) Palliative 
chemotherapyy or watchful waiting? -a vignettes study among oncologists. J Clin Oncol 17, 3658-64 

377 De Haes JCJM, Koedoot CG: (2002) Patient centered decision making in palliative cancer therapy: a 
worldd of paradoxes. Pat Edu Counsel. In press. 

388 Koedoot CG, Varekamp I, Graeff de A, Bakker PJM, de Haes JCJM: (1996) Do patients feel they 
havee a choice concerning palliative chemotherapy. Psycho-Oncol 5, 2, 174-5 (abstr) 

399 Singer PA, Martin DK, Kelner M: (1999) Quality end-of-life care JAMA, 28, 1 63-8 
400 Charles C, Gafni A, Whelan T: (1999) Decision making in the physician-patient encounter: revisiting 

thee shared decision making model. Soc Sci Med 49, 651-61 




