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Abstract t 
Thee study aims at determining the content and the amount of information given by 

medicall oncologists when proposing palliative chemotherapy and whether this information 

givenn is influenced by patient or physician background characteristics. 

InIn a prospective study, 95 patients with incurable cancer were interviewed before 

theyy consulted their medical oncologist. Their first consultation was audio taped, and 

theirr eventual decision scored, A coding scheme comprised six categories of information 

givenn during the consultation. 

Medicall oncologists mentioned or explained the disease course (53%), symptoms 

(35%)) and prognosis (39%). Most patients were told about the absence of cure (84%). 

Watchfull waiting was mentioned to only half of the patients, either in one sentence 

(23%)) or explained more extensively (27%). Multilevel analysis revealed that the patients' 

age,, patient's marital status, and consulting in an academic hospital explained 38% of the 

amountt of information given. 

Mostt of the physicians' attention is spent on the 'active' treatment option. Older 

patients,, married patients and patients in academic hospitals receive more information. 

Too support physicians and patients in this information giving process, decision aids could 

bee helpful. 
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Introduction n 
Thee right of cancer patients to be fully informed about their medical condition and to participate 

inn treatment decisions is emphasized nowadays by medical ethicists and the general public 

andd is recognized by the medical profession. Most patients indeed stand up for their right to 

bee informed about their illness, treatment options, risks and benefits of treatments and 

prognosis1. . 

Itt may be expected that patients who are more adequately informed and involved in the 

decision-makingg process show more compliance, less 'doctor shopping', less anxiety, better 

qualityy of life and more satisfaction2"4. In several studies, patient were indeed found to be 

moree satisfied if more information, both general and specific, was given2'5-6. However, studies 

inn cancer patients indicate that such information is not always given711 . 

Patientss also differ in the amount of information wanted and received. It appears that 

youngerr patients want more information than older patients12. Butow and colleagues13 found 

seriouslyy ill patients to prefer less information and involvement in decision making than other 

patients.. At the same time, physicians tend to give more information to their female than to 

theirr male patients14. 

Severall studies have looked at the content of the information that cancer patients desire. 

Informationn about chances of cure, the stage of the disease, and treatment risks are perceived 

ass most important13-15'16. Details of the treatment regimen, early and late side-effects, survival, 

andd effects of the treatment on disease symptoms, are essential to the majority of patients 17. 

Informationn about disease and treatment related issues is more frequently required than 

informationn about self-care and empowerment18. Elderly women, less educated patients and 

thosee who previously experienced severe adverse effects, were found to want more often to 

bee informed about all adverse effects, no matter how rare19. 

However,, in some studies, the patients' anxiety level increased as a result of information20 

orr as a result of increased participation in decision making21. Thus, negative effects of 

provisionn of information and decision involvement may also occur. It appears to be difficult 

forr physicians to find the right balance between under-informing patients and burdening 

themm with too much information. They may underestimate the amount of information wanted, 

andd may not realize how important their information giving is7 '22 '23. Physicians were found to 

lackk adequate communication skills4. Such a deficiency may contribute to psychological 

morbidityy in patients but also to depersonalization and feelings of low personal accomplishment 

inn physicians themselves4'24. 

Inn palliative treatment, a balanced decision-making process is essential, since the available 

treatmentt options may be comparable in outcome. Eventually, more than half of all cancer 

patientss >,;l1 ̂ nter the palliative phase25. Palliative chemotherapy aims to enhance or maintainthe 
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patient'ss quality of life by diminishing the tumor size, but causes side-effects as well. Watchful 

waiting,, or supportive care, is meant to enhance or maintain the patient's quality of life with 

treatmentss that are symptom focused rather than tumor focused. Palliative chemotherapy and 

watchfull waiting appear to differ only slightly in terms of survival time 26'27. Thus, decision 

makingg involves a trade off process based on adequate information about the alternative 

treatmentt options. 

Physicianss are obliged to provide certain information to patients on the basis of legal 

requirements,, in the United States as well as in the Netherlands28'29. In the Netherlands, the 

laww differentiates information about 1. the disease, 2. possible treatment options, 3. the 

goalss of treatment, 4.the procedure of administration, 5. side-effects of treatment and, 6. 

otherr effects of the disease and/or treatment. These issues should be covered by the physician 

too enable patients to reach a truly informed choice. 

However,, even though the wish for information has been investigated and legal requirements 

havee now been formulated, studies focusing on what is actually said during consultations in 

thee palliative care setting, in particular when decisions haveO to be made, are lacking. It is 

unclearr to what extent sufficient and unbiased information is given in clinical oncology and 

whetherr information giving is biased in any way. 

Thee aim of the present study is to investigate what information is provided by medical 

oncologistss in patients with metastatic cancer, during the consultation in which a decision 

aboutt whether or not to start palliative chemotherapy is discussed. The following research 

questionss are addressed: 

1.. What do medical oncologists tell patients who have to decide about palliative treatment, 

andd more particularly, who have to make a choice between chemotherapy and watchful 

waiting? ? 

2.. Are patient and physician background characteristics related to the amount of information 

givenn during the consultation? 

Patientss and methods 
Patientss and physicians 
Patientss with various types of metastatic cancer, aged 18 years and older, able to understand 

andd speak Dutch, for whom palliative chemotherapy was a treatment option, were eligible 

forr the study. Patients with severe psychological or psychiatric distress were excluded. Medical 

oncologistss from three academic and seven non-academic hospitals participated in the study. 

Thee patients were referred to these medical oncologists by medical specialists from the same 

orr from other hospitals. 
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Designn and procedures 

Thiss prospective study was conducted between 1998 and 2000. Consecutive patients were 

invitedd to participate before an appointment with the medical oncologist was scheduled. If 

theyy agreed, they were interviewed, before the consultation took place. The consultation 

itselff was recorded by the medical oncologists on audio tape. After the treatment decision 

wass made, a second interview was held to assess the patient's actual treatment choice. 

Oncologistss had to fill out a questionnaire about their own background once, and a checklist 

forr each patient immediately after the consultation. Ethical approval was obtained from the 

ethicss committee from each participating hospital. 

Instruments s 

AudiotapesAudiotapes of consultation 

AA coding scheme, covering the information given, was developed on the basis of consensus 

reachedd in a team of experts (2 medical oncologists, 3 psychologists involved in cancer research 

andd a research nurse). The scheme comprised six categories of information: 1. the disease, 

includingg the course of the specific type of cancer, disease related symptoms to be expected 

andd prognosis; 2. the aims of palliative chemotherapy including absence of possibility of 

cure,, survival gain, tumor reduction, delay of progression, reduction of pain or other symptoms 

andd improvement of quality of life; 3. the procedure of giving chemotherapy, including 

administrationn of chemotherapy (how the treatment is given and it's frequency), number of 

courses,, duration of treatment, and evaluation of the treatment; 4. possible side effects of 

chemotherapychemotherapy considered relevant in general such as: fatigue, nausea, vomiting, alopecia, 

bloodd counts, and a declining condition; 5. other possible effects of the disease or the treatment, 

including,, e.g. effects on sexuality, work, social relations, and emotions; 6. the aim and procedures 

ofof watchful waiting. After coding the tapes, all items were scored 0, 1 or 2, meaning either 

'issuee not mentioned' (0), 'issue just mentioned once' (1) or 'issue explained more extensively' 

(2).. The length of the audiotape was used as a measure of consultation time. 

PatientPatient interview 

Wee assessed the patients' 1. socio-demographic characteristics, 2. quality of life, including 

anxietyy and depression and, 3. attitudes and preferences for information and participation in 

decisionn making. 

Socio-demographicSocio-demographic characteristics included sex, age, marital status, having children and 

educationall level. Educational level was assessed on a 7-points rating scale, ranging from 

finishingg primary school (1) through university (7). 

QualityQuality of life was measured with the Rotterdam Symptom Checklist (RSCL)30. The RSCL is a 
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validated,, cancer specific questionnaire and covers physical distress (22 items, Chronbach's cc=.80 

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

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

samee scale (1-4). Low scores on the physical and psychological distress scale reflect a better 

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

life. . 

AnxietyAnxiety and depression were assessed using the Hospital Anxiety and Depression Scale 

(HADS)31"33.. The HADS results in two scores indicating the patients' level of anxiety (7 items, 

a=.85)) and depression (7 items, a=.46). 

Patients'Patients' attitudes and preferences towards information and decision making were measured 

withh various instruments. 

Patients'Patients' decision making style was assessed with the Michigan Assessment of Decision Style 

(MADS)34 '35.. Four factors are distinguished: information seeking (4 items; a=.83; e.g., 'I 

wouldd spend as much time as I could gathering information'); deliberation (5 items; a=.73; 

e.g.,, 'I would carefully consider the risks of each option as I was making a choice'); avoidance 

(44 items; a=.55; e.g., 'I prefer not knowing the possibility that unexpected things could 

happenn to me'), and deferring (3 items; a=.66; e.g., 'I would follow the recommendations of 

myy physician'). Item scores range from 1-5. Higher scores indicate a patient is more likely to 

adoptt a particular decision making style. 

PreferencePreference for information was measured using a 10-point rating scale, ranging from 1 

('wantingg as little information as possible') to 10 ('wanting all the information there is')23. 

Patients'Patients' preference for participation in decision-making was assessed on a 5-point rating 

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

patientt wanting full responsibility him/herself (score=5)8'36. 

Thee patient's decision was checked wi th the patient after the consultation had taken place 

andd after the oncologist had informed the researchers. 

PhysicianPhysician checklist and background questionnaire 

Thee physician was asked to provide on the checklist each patient's diagnosis and the patient's 

Karnofskyy performance status37. 

PhysicianPhysician background characteristics included sex, age, type of hospital (academic or non-

academic),, and the amount of time spent on average in patient care, management tasks and 

teaching. . 

PhysicianPhysician attitudes were assessed with two scales of the Maslach Burnout Inventory38: 

depersonalizationn i.e., having a distant attitude towards patients (4 items; a=.64) and personal 

accomplishmentt i.e., having a sense of inadequacy about one's ability to relate to patients (5 
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items;; a =.83). Items from both scales were scored on a 7-point Likert scale. 

CommunicativeCommunicative responsiveness, i.e., the ability to listen and communicate effectively with 

personss experiencing distress was assessed, as suggested by Miller et al.39, on a 5-point Likert 

scalee (4 items; a=.66;) 

Analyses s 

Too establish what information was given during the consultation (research question 1), we 

firstt categorized and discussed the tapes of four pilot consultations in order to make the 

interpretationn of the codes clear and consistent. Secondly, in order to determine the inter-

raterr agreement, two independent raters, a social scientist and a research nurse, coded nine 

tapedd consultations. The inter-rater agreement with regard to the amount of information 

givenn (sum of the information item scores) was calculated using ICC, and was 0.64. For 

subscaless it ranged from .28 to .75. 

Thee content of the information given was then analyzed using descriptive statistics. In 

subsequentt analyses a sum score of information was obtained by adding the scores on all 

items.. The relationship between patient and physician characteristics on the one hand and 

thee amount of information given on the other hand (research question 2) was investigated 

throughh multilevel regression analysis, thereby accounting for possible dependencies among 

patientss having the same oncologist. Firstly, bivariate associations were investigated with 

multilevell models that include a random intercept and a fixed slope only. The random intercept 

representss differences between the amounts of information given by different oncologists, 

andd the fixed slope describes the effect of a single explanatory variable on the amount of 

information.. We additionally checked all models for random slopes, but the variance of the 

slopess consistently turned out to be insignificant. Secondly, a multilevel regression model 

withh multiple predictors was built in two ways: by forward selection of explanatory variables 

withh significant fixed effects, and by backward rejection of explanatory variables with 

insignificantt fixed effects. The level of significance was set at 5%. For the procedure of backward 

selectionn we started with the set of explanatory variables that were found to have significant 

effectss in the preceding bivariate analyses. In this pre-selection we used a liberal significance 

levell of 0.30 in order not to miss any variable that might turn out Important in the final 

model.. Throughout, random effects and fixed effects were tested through likelihood ratio (or 

deviance)) tests and Wald tests, respectively40. 
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Results s 
Off 207 patients invited for the study, 140 patients could be interviewed (67% response). 

Reasonss for non-response at baseline were: poor physical condition (n=39), reported 

Tablee 1 Patient characteristics (n=95)1 and physician characteristics (n=33) 

Patientt characteristics 

Socio-demographic Socio-demographic 
Gender r 

Maritall status 

Age e 

Children n 

Education n 

Disease-related Disease-related 
Performancee status 

Typee of cancer 

Male e 
Female e 
Married d 
Widowed d 
Divorced d 
Single e 
26-50 0 
51-60 0 
61-70 0 
71-82 2 
Yes s 
No o 
Primaryy school 
Highh school 
College/university y 

100 0 
90 0 
<< 80 
Breastt cancer 
Headd and neck cancer 
Gastro-intestinall cancer 
Lungg cancer 
Other r 

QualityQuality of life 
Physicall distress 
Psychologicall distress 
Dailyy activity level 
Anxiety y 
Depression n 
AttitudeAttitude and preferences towards information and decision making 
Dec.. style 
Dec.. style 
Dec.. style 
Dec.. style 

informationn seeking 
deliberation n 
avoidance e 
deferring g 

Preferencee for information 

Preferencee for participation 

Patientt choice 

Consultationn time 

Weakk and moderate (0-9) 
Strongg (10) 
Weakk (1,2) 
Strongg (3-5) 
Palliativee chemotherapy 
Watchfull waiting 
M=33.99 minutes, sd=11.9 minutes 

N N 

61 1 
34 4 
76 6 
7 7 
5 5 
7 7 
16 6 
29 9 
32 2 
18 8 
82 2 
13 3 
21 1 
54 4 
19 9 

33 3 
37 7 
23 3 
10 0 
16 6 
45 5 

% % 

64 4 
36 6 
80 0 
7 7 
5 5 
7 7 
17 7 
30 0 
34 4 
19 9 
86 6 
14 4 
22 2 
58 8 
20 0 

36 6 
39 9 
25 5 
11 1 
17 7 
47 7 

MM = 1.5; sd 
MM = 1.7; sd 
MM = 3.8; sd 
MM = 5.8; sd 
MM = 4.5; sd 

MM = 2.7; sd 
MM = 4.0; sd 
MM = 2.4; sd 
MM = 4.0; sd 
30 0 
65 5 

9 9 
85 5 
76 6 
19 9 

17 7 

0.35 5 
0.62 2 
0.48 8 
5.0 0 
4.0 0 

0.98 8 
0.56 6 
0.65 5 
0.63 3 

32 2 
68 8 
13 3 
87 7 
80 0 
20 0 

tablee 1 to be continued 
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tablee 1 continued 

Physiciann characteristics N % 

Socio-demographic Socio-demographic 
Gender r 

Age e 

Work-related Work-related 
Hospital l 

Patientt care 

Managementt tasks 

Attitudes Attitudes 
Depersonalization n 
Personall accomplishment 

Male e 
Female e 
<40 0 
41-50 0 
51-65 5 

Academic c 
Nonn academic 
<< 60% of the time 
>> 60% 
<< 20% 
>> 20% 

26 6 
7 7 

15 5 
12 2 
6 6 

22 2 
11 1 
13 3 
19 9 
12 2 
6 6 

79 9 
21 1 
46 6 
36 6 
18 8 

67 7 
33 3 
41 1 
59 9 
67 7 
33 3 

M-2 .2 ,, s.d.= 0.7 
M== 5.3, s.d.= 0.8 

Communicativee responsiveness M= 2.4, s.d.= 0.4 

1Duee to missing values the numbers do not always add up to either 95 or 33 and due to rounding the 
percentagess do not always add up to 100% 

psychologicall distress (n=2), time constraints (n=10) or unspecified (n=16). The audio-tapes 

off 38 patients were missing or incomplete. In another seven patients of the resulting 102 

patients,, it was not possible to check what treatment they had chosen. The analyses in this 

paperr thus involved the remaining 95 patients. No sex, age or diagnostic differences were 

foundd between the patients included in or excluded from the analyses. Patients from academic 

hospitalss were excluded from the analyses more often (/2=6.04, Df=1, pO.014). 

Off the physicians who participated in the study (n=36), three did not fill out the questionnaire 

onn the background characteristics and were therefore excluded from the analyses. 

Tablee 1 shows characteristics of participating patients and physicians. More men (64%) 

thann women were involved in the study and most patients were married (80%), over 50 years 

oldd (83%), had children (86%), and had at least finished high school (78%). Three quarters of 

thee patients had a fairly good performance status (Karnofsky scores 90 and 100). Almost half 

off the patients had gastro-intestinal cancer. The other patients had breast cancer (11%), 

headd and neck cancer (17%), lung cancer (8%), or another form of cancer (17%). Quality of 

lifee was, in our sample, comparable to other samples: a rather good quality of life, low 

anxietyy and low depression were found41. A rather high mean score was found on deliberation 

andd deferring style (range 1-5) indicating that most patients wanted to weigh all treatment 

relatedd issues, especially the risks involved, but also would like to follow their physicians' 

recommendation34.. The mean score on information seeking and avoidance was much lower, 

indicatingg that most patients would not gather as much information as possible and that 



86 86 ChapterChapter 5 

mostt patients wanted to be involved in the decision-making process. Most patients (80%) 

eventuallyy chose to undergo chemotherapy. The consultation time on average was almost 34 

minutess although huge differences existed. The shortest consultation took about 7.5 minutes, 

whilee the longest lasted for 64 minutes. 

Mostt physicians involved were male (79%), aged over 40 (54%) and working in academic 

hospitalss (67%). Most oncologists (66%), involved in management tasks, spent only little 

timee on these tasks (< 20% of the time). As regards attitudes, the oncologists involved were 

lesss depersonalized, had a higher personal accomplishment and were less responsive than a 

randomm sample of specialists42. 

Thee information given 
Whatt information was given to patients regarding chemotherapy and watchful waiting is 

shownn in table 2. 

Physicianss mentioned or explained the expected disease course to a half (53%), and 

symptomss and prognosis to about one third of the patients (35% and 39% respectively). 

Ass regards the aims of palliative chemotherapy, the vast majority of patients were told about 

thee absence of a possibility of cure (84%). Sometimes this information was mentioned only 

oncee during the consultation, but this message was repeated as well. The (im)possibility of 

survivall gain was discussed less often (65%). Other aims of palliative chemotherapy, such as 

tumorr reduction, delay of progression and symptom reduction, were mentioned to two thirds 

off the patients (52-78%) but were explained more fully only sporadically (4-5%). Quality of 

lifee was mentioned in less than half of the patients (44%). 

Informationn about the procedure of giving chemotherapy was given to 76-84% of the 

patients.. The number of courses (71 %) and the process of evaluating the efficacy of treatment 

(48%)) were explained extensively. 

Off side-effects, nausea and alopecia were mentioned most frequently (78% and 73% 

respectively).. The influence of chemotherapy on blood counts was 'explained more extensively' 

regularlyy (40%). Patients were told that if their blood counts were not sufficiently high, the 

nextt course would be postponed or a smaller dose would be given. Fatigue, vomiting, and a 

decliningg condition were mentioned or explained to half or less of the patients (38-56%). 

Informationn concerning other disease and treatment effects such as effects on work, sexuality, 

sociall relations, and emotions, was almost never given (1-4%). 

Thee option of 'watchful waiting', mostly stated as 'doing nothing', was given explicitly to half of 

thee patients. It was either mentioned in one sentence (23%) or explained more extensively (27%). 
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Tablee 2: Information given to patients 

Disease Disease 
Diseasee course 
Diseasee related symptoms 
Prognosis s 

AimsAims of palliative chemotherapy 
Absencee of possible cure 
Survivall gain 
Tumorr reduction 
Delayy of progression 
Pain/symptomm reduction 
Qualityy of life 

Procedure Procedure 
Administration n 
Numberr of courses 
Frequencyy of administration 
Duration n 
Evaluation n 

SideSide effects of chemotherapy 
Fatigue e 
Nausea a 
Vomiting g 
Alopecia a 
Bloodd counts 
Decliningg condition 

OtherOther effects of disease or treatment 
Workk related 
Sexuality y 
Sociall related 
Emotionall related 
Other r 

WatchfulWatchful waiting 
Watchfull waiting 

(n=95) ) 

Nott mentioned 

45 5 
62 2 
61 1 

15 5 
43 3 
21 1 
30 0 
45 5 
53 3 

17 7 
23 3 
15 5 
21 1 
18 8 

59 9 
22 2 
54 4 
26 6 
42 2 
88 8 

91 1 
94 4 
93 3 
95 5 
91 1 

47 7 

47% % 
65% % 
60% % 

16% % 
45% % 
22% % 
32% % 
47% % 
56% % 

18% % 
24% % 
16% % 
22% % 
19% % 

62% % 
22% % 
57% % 
27% % 
44% % 
93% % 

96% % 
99% % 
98% % 

100% % 
96% % 

50% % 

Mentioned d 

29 9 
22 2 
35 5 

30 0 
18 8 
69 9 
61 1 
46 6 
42 2 

47 7 
5 5 

80 0 
74 4 
31 1 

31 1 
28 8 
18 8 
45 5 
15 5 
7 7 

--
--
1 1 
--
--

22 2 

3 1 % % 
23% % 
34% % 

3 1 % % 
19% % 
73% % 
64% % 
48% % 
44% % 

50% % 
5% % 

84% % 
78% % 
33% % 

33% % 
29% % 
19% % 
48% % 
16% % 
7% % 

1% % 

23% % 

Explainec c 
extens s 

21 1 
11 1 
6 6 

50 0 
34 4 

5 5 
4 4 
4 4 
--

31 1 
67 7 

--
--

46 6 

5 5 
45 5 
23 3 
24 4 
38 8 

--

4 4 
1 1 
1 1 
--

4 4 

26 6 

ii more 
vely y 

22% % 
12% % 
5% % 

53% % 
46% % 

5% % 
4% % 
4% % 

32% % 
7 1 % % 

48% % 

5% % 
49% % 
24% % 
25% % 
40% % 

4% % 
1% % 
1% % 

4% % 

27% % 

Patientt and physician background characteristics and the amount 
off information given 

Tablee 3 presents the effect of individual patient and physician characteristics on the amount 

off information given. 

Itt appears that older patients (p=.30), married patients (P=.66), and patients with children 

(p=.70)) received more information. No association was found between other socio-

demographicc characteristics and the amount of information given. Disease characteristics, 

thee patients' quality of life and patient attitudes were not associated with the amount of 
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Tablee 3. Effects of patient (n=95) and physician (n=33) characteristics on the amount of information 
givenn (univariate model). 

Patientt characteristics 

SocioSocio demographic characteristics 
Sext t 
Age e 
Havingg children* 
Maritall status* 
Educationn level 

DiseaseDisease related 
Performancee status 
Typee of cancer*: 
-- breast cancer 
-- head and neck cancer 
-- gastro-intestinal cancer 
-- lung cancer 

QualityQuality of life 
Physicall distress 
Psychologicall distress 
Dailyy activity level 
Anxiety y 
Depression n 

AttitudesAttitudes and preferences 
Decc style: information seeking 
Decc style: deliberation 
Decc style: avoidance 
Decc style: deferring 
Participationn wish 
Informationn wish 

Consultationn time 

Regression n 
Estim1 1 

-.071 1 
.301 1 
.698 8 
.663 3 
.163 3 

-.090 0 

effect t 
Prob.2--

.741 1 

.003 3 

.017 7 

.007 7 

.112 2 

.389 9 

Physician n 
Estim.3 3 

.084 4 

.156 6 

.122 2 

.149 9 

.069 9 

.079 9 

.033 3 

variance e 
Prob.^ ^ 

.144 4 

.046 6 

.082 2 

.070 0 

.178 8 

.147 7 

.312 2 
.683 3 
.053 3 
.014 4 
.618 8 

.089 9 

.157 7 

.109 9 

.155 5 

.192 2 

.167 7 

.043 3 

.085 5 

.141 1 

.046 6 

.143 3 

.387 7 

.102 2 

.879 9 

.961 1 

.172 2 

.392 2 

.127 7 

.303 3 

.128 8 

.062 2 

.106 6 

.676 6 

.401 1 

.175 5 

.662 2 

.160 0 

<.001 1 

.075 5 

.109 9 

.062 2 

.116 6 

.122 2 

.125 5 

.094 4 

.095 5 

.078 8 

.082 2 

.081 1 

.123 3 

.170 0 

.106 6 

.214 4 

.097 7 

.091 1 

.087 7 

.128 8 

.120 0 

.144 4 

.154 4 

.145 5 

.085 5 

Physiciann characteristics 
Sext t 
Age e 

WorkWork related 
Percentagee patient care 
Percentagee management tasks 
Percentagee medical teaching 
Academic/nonn academic hospital* 

Attitudes Attitudes 
Depersonalization n 
Personall accomplishment 
Communicativee responsiveness 

-- (intercept only) 

Notes:: $ Presented are the results of separate multilevel regression analyses with single predictors; | all 
coefficientss are standardized, but f denotes binary coded variables: sex female(1)/male(0), children 
yes(1)/no(0),, marital status married(1)/other(0),hospital academic(0)/non-academic(1); 
** estimate of the standardized regression coefficient (b);2 p-values associated with Wald test;3 estimate 
off the variance of the intercept (s2); 4 halved p-values associated with likelihood ratio test. 
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informationn given either. Consultation time (a consultation characteristic) was also strongly associated 

too the amount of information given (P=.39). The effect of the physician on the amount of 

informationn (represented by the variance of the intercept) was significant only if we accounted 

forr the patients' age (a2 = .16). 

Thee physicians' sex and age were not related to the amount of information they gave nor 

weree the physicians' work related characteristics or their level of depersonalization, personal 

competencee and communicative responsiveness. Working in an academic hospital appeared 

too be positively related to the amount of information given. In academic hospitals physicians 

gavee more information than in the non-academic hospitals. 

Tablee 4. Model for the prediction of the amount of information by patient and physician characteristics^ 
(multivariatee model). 

Estimatee St.err. Prob. 

RegressionRegression effects 
Patient'ss age .273 .092 .003 
Maritall statust 652 .225 .004 
Academic/nonn academic hospital -.725 .219 .001 

Physician'sPhysician's variance .079 .083 .171 

Notes:: $ Presented are the results of multilevel multiple regression analysis; f all coefficients are 
standardized,, but j denotes binary coded variables: marital status married(1)/other(0),hospital 
academic(0)/non-academic(1);. . 

Tablee 4 shows the results for the multivariate model for the prediction of the amount of 

informationn by patient and physician characteristics. The backward selection procedure and 

thee forward selection procedure resulted in the same model. 

Fromm the model it appears that older patients and married patients received more 

information.. Also, physicians working in academic hospitals provide more information than 

physicianss working in non-academic hospitals. 

Thee multilevel model including a random intercept (representing physician variance) and 

thee regression effects (patient's age, marital status, and whether the hospital involved is 

academicc or non-academic) explained 38% of the variance. A model with regression effects 

onlyy explained 2 1 % of the variance. In other words, physicians variance accounted for 17% 

off explained variance. 
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Discussion n 
Thee purpose of this study was twofold: 1. to investigate what medical oncologists tell cancer 

patientss with metatstatic disease about palliative chemotherapy and watchful waiting in order 

too be able to choose between these options, and 2. whether patient and physician 

characteristicss are related to the amount of information given. 

Ourr most prominent finding is that physicians tell their patients hardly anything about the 

optionn of watchful waiting. Watchful waiting, not discussed with half of the patients, was 

explainedd more extensively to only 27% of patients while it was just mentioned to another 

quarterr of the patients. 'Mentioning' implies in general that the oncologist told the patient in 

onee sentence that 'doing nothing' was also an option. However, saying 'doing nothing' is not 

equivalentt to watchful waiting and formulating it in such way frightens patients rather than 

invitingg them to consider watchful waiting seriously. Thus, they do not perceive it as an 

equivalentt option43 '44 . Watchful waiting means that an oncologist is watching over you, that 

supportivee care is given and that symptoms are being dealt with carefully. 

Inn situations, where no evident best option is available, patients' own values become more 

important45.. As oncologists do not know what values and priorities a patient has, they should 

fullyy inform each patient about alternative options and discuss the benefits and the risks 

thereof.. If not, patients are unable to make an informed choice. Our result is similar to the 

findingss of Gattelari and colleagues21. In their study, 85% of cancer patients were well informed 

aboutt the aim of the cancer treatment, 75% knew that their illness was incurable and 58% 

weree informed about their life expectancy. However, most patients (66%) were not informed 

aboutt alternative treatment options. The authors concluded, as we do, that it is questionable 

whetherr patients, who are not well informed about alternative treatment options, are equipped 

too make treatment decisions. 

Thee categories of information coded in this study, were chosen in accordance with legal 

requirements.. Complete coverage would enable patients to make balanced treatment decisions. 

InIn other words, all categories distinguished should have been mentioned. We found that the 

aimss of chemotherapy and the treatment procedures were explained to most patients. 

However,, less than half of the patients received information on disease related symptoms, 

prognosis,, and, some treatment side-effects such as fatigue, vomiting and a declining condition. 

Lackk of knowledge about disease symptoms, prognosis, and important side-effects of treatment, 

again,, will not enhance patients' balanced decision making. We therefore conclude that many 

patientss do not receive sufficient information to make an informed treatment choice. 

Anotherr finding of our study is that patients are not informed about the effects of disease 

andd treatment on work, sexuality, social aspects, and emotional well-being. In almost none of 

thee consultations these topics were mentioned, while it is known that these areas may become 
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problematic46'47. . 

Olderr patients appeared to receive more information than younger patients. This result is in 

contrastt with the finding of most studies that younger patients receive more information 

thann their older counterparts12-48. Perhaps our finding is related to the stage of the disease 

addressed.. Telling younger patients that their disease is incurable and that the chance that 

theyy will benefit from chemotherapy is highly uncertain, may affect physicians emotionally. 

Evidently,, it is easier to accept dying from a disease at an old age. Moreover, it is assumed 

thatt older patients have more difficulty recovering from side-effects regaining their pre-

treatmentt strength. Deciding in favor of palliative chemotherapy may therefore seem less 

likelyy for older patients. In fact, in our earlier vignettes study it appeared that in younger 

patients,, physicians preferred palliative chemotherapy more often while they had a stronger 

preferencee for watchful waiting in older patients49. Thus, it is plausible that older patients do 

indeedd receive more information. 

Maritall status was also associated wi th the amount of information given. Married 

patientss received more information than their single counterparts. This may be understood 

ass spouses who accompany a patient, are often asking questions and therefore receive 

moree information50 . 

Physicianss in academic hospitals informed their patients more fully than their colleagues in 

non-academicc hospitals. One of the reasons could be that oncologists in non-academic hospitals 

dependd more often on the oncology nurse for information giving. However, the oncologist 

remainss the person responsible for the information giving process and needs to at least 

mentionn the issues on which the patient should be informed and check their understanding 

thereof.. Another factor may be that consultation times are longer in academic hospitals, but 

itt is difficult to say whether consultation time should be seen as a result or a cause of the 

amountt of information given. Goedhuys and Rethans51 have found that a longer consultation 

timee was positively related to better communication. If good communication implies providing 

thee patient with the information needed in order to be able to make a decision, one can 

concludee that the communication is better in academic than in non-academic hospitals. 

Havingg children is the only variable that, although significantly associated with the amount 

off information given in the bivariate model, was not a significant factor in the multilevel 

model.. It is likely that having children is related to having a spouse. 

Asidee from the findings mentioned above, we also looked at the influence of the amount of 

informationn on the actual treatment choice. It appeared that there is no such relation (p=-.306, 

waldd test p=.26 in the multilevel log regression analysis). Although it could be expected that 

informationn would influence the treatment choice, in this study it could be explained by the 

factt that almost all information given is about palliative chemotherapy. Additionally, there might 
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bee a selection bias because most patients are consulting their oncologist because they are 

consideringg palliative chemotherapy or at least some 'active' treatment. 

Somee limitations of the study should be mentioned. We audio taped and coded the first 

consultationn of patients with metastatic cancer and their medical oncologists. Patients may 

havee gathered information about treatment procedures and effects of chemotherapy from 

otherr sources as well. However, most patients make their decision during the first consultation 

withh their medical oncologist and the full range of information issues should therefore still be 

coveredd in some way52. 

Evenn though some patients receive more information than others, the information given to 

patientss necessary to decide whether or not to undergo palliative chemotherapy, in general is 

farr from complete. When making decisions in situations where cure is absent, it is necessary 

too enable patients to decide about how they would like to spend the last months or year(s) of 

theirr lives. The alternative option of watchful waiting should therefore be openly discussed. 

Especiallyy patients with metastatic cancer need to be able to trust their physicians in giving 

themm all relevant information and to be sure they know and understand all available treatment 

options.. Shared decision making would then be the method of choice52'54. The process includes 

bothh information giving, patients' understanding of the information and patients' participation 

inn the decision-making process. Decision aids might be helpful or even necessary to warrant 

informedd decision making2 '55 '56. Without information, making an informed choice is impossible. 
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