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Introduction n 
Thee subject of this thesis relates to the decision-making process, which involves (medical) 

oncologistss and patients with incurable cancer, who are in the palliative phase of their disease. 

Thee chemotherapy given to these patients focuses on improvement of quality of life and/or 

survivall gain. Decision making concerning palliative chemotherapy involves multiple dilemmas, 

forr example, whether palliative chemotherapy should be offered at all and/or accepted and 

whenn to stop this treatment. 

Becausee of the many uncertainties involved the decision-making process concerning starting 

palliativee chemotherapy is difficult. Moreover, it is not regulated by evidence-based guidelines. 

Hardlyy anything could be found in the literature on the topic of starting palliative chemotherapy, 

thee decision-making process and the considerations involved in the decision to start or to 

forgoo this treatment. Therefore, we initiated a study to investigate the decision-making process 

off patients and physicians with regard to palliative chemotherapy. 

Thee concept of shared decision making 
Inn a traditional physician-patient relationship, it is the physician who makes the decision while 

thee patient, who is more passive and dependent, complies with the physician's prescription. 

Bothh the physician and the patient accepted this model since the physician was the one who 

possessedd all the information. In this paternalistic model, the physician was expected to act 

ass a perfect agent for the patient, i.e. using all his/her knowledge to make the treatment 

decisionn for the patient from the patient's perspective1 . 

Overr the past two decades, changes have become evident in the physician-patient 

relationship.. Information giving and participating in the decision making, as well as the patient's 

perspectivee have become important aspects of the decision-making process. This change in 

physician-patientt communication can be found on at least two levels. The first level concerns 

thee consultation style, in which a shift from a physician-centered approach to a patient-centered 

hass occurred. On the second level the focus is on the decision-making style, which can be part 

off the consultation style. Both levels will be discussed in the next paragraphs. 

Thee transition from the physician-centered versus patients-centered approach concerns the 

changee from an approach, in which the disease was central, to an approach in which the 

patients,, as individuals with the disease and illness experiences are central2 . Instead of 

investigatingg the patient's complaints and seeking clinical information solely in order to be 

ablee to interpret the illness, as is done in the traditional physician-centered approach, the 

patient-centeredd approach focuses on both the patient's personal experience of the illness 

andd the disease. The patient's experience of the illness includes his/her feelings, ideas, 
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functioningg and expectations. The patient's cues to these dimensions are considered important 

inn the decision-making process. 

Thee style which characterizes the decision-making process can differ within the consultation 

style.. Three models can be distinguished: the paternalistic, the informative and the shared 

decision-makingg model. As said previously, in the paternalistic model the physician is in charge; 

possessingg all information, the physician is the one who makes the treatment decision and is 

responsiblee for it. In the informative model the physicians will provide all the information 

necessaryy to enable the patient to make a treatment decision. The patient is the only one 

responsiblee for this decision. Shared decision making is placed between these two positions. 

Bothh physician and patient contribute to the final decision. 

Thee conceptual framework for shared decision-making is developed by Charles and 

colleagues3 .. Shared decision making includes several steps: the information exchange, 

deliberationn and deciding about the treatment to be implemented. In this process both physician 

andd patient are involved. 

Informationn exchange is in the shared decision making model an interactive, two-way flow, 

inn which physician and patient share information. The physician provides the patient with all 

thee information that is relevant in the decision making, e.g. the various treatment options, 

andd their risks and benefits. The patient reveals personal information to the physician about, 

e.g.. preference for health states and issues of importance regarding quality of life. 

Next,, the patient and the physician deliberate about the possible treatment options. The 

patientt can also discuss the pros and cons of the various treatment modalities with family and 

friends.. Both patient and physician reveal their treatment preference to each other. If they 

consentt about the best treatment, a treatment decision will be quickly made. If they disagree, 

theyy will try to persuade the other of their own treatment preference. However, in the end 

thee patient will be the one who makes the decision and the physician has to balance whether 

hee can support the patient's decision or not. 

Thee last phase in the shared decision-making process is to decide on the treatment to be 

implemented.. If a consensus was built during the deliberation phase, the decision to be made 

iss clear. Both the physician and the patient share the responsibility for the decision-making 

processs and the decision itself. If they fail to agree about the best treatment, then, although 

mostt of the process was shared, the decision will not be a shared one. 

Somee authors describe the paternalistic model as outdated4 . Since legislation of informed 

consentt has been established and patients have become more aware of and even demand 

theirr participation in decision making, one would expect shared decision making to have 

becomee more common practice. Also the shifts in clinical practice from acute care to more 

chronicc care, resulting in a longer physician-patient relationships, contribute to the idea of 
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sharedd decision making3. However, it is expected that clinical practice will show that, although 

physicianss emphasize the patient's wish for and right to information and participation, 

informationn giving is mostly a one-way stream and real involvement of patients in the decision-

makingg process takes place only sporadically. 

Mostt attention has been given to the why and when of shared decisions making. Physicians 

mainlyy act the same way they have always done5 . The same is true for most of the patients. 

Beingg confronted with a terminal disease does not add to their assertiveness. Usually, they 

willl be anxious and timid during the consultation and the discussion about the best treatment 

too implement. 

Ass noticed previously, several dilemmas exist in the decision-making process concerning 

palliativee chemotherapy. One of the dilemmas is the lack of a best treatment option. Palliative 

chemotherapyy results in modest or no survival gain as compared to best supportive care, or, 

inn other words, watchful waiting. Thus, watchful waiting is an alternative treatment for palliative 

chemotherapy.. Watchful waiting focuses on the patient instead of the disease and treatment 

iss directed at the complaints experienced by the patient. In such a situation, where no best 

treatmentt option is evident, shared decision making is the most obvious model to make a 

treatmentt decision. The question is, however, what does clinical practice show? 

Designn of the study 
Thiss thesis, in which the decision-making process concerning starting or forgoing palliative 

chemotherapyy is investigated, is based upon two studies. The first study involves patients 

withh metastatic cancer and their medical oncologists. The second study is a vignettes study 

amongg various types of oncologists. 

Thee design of the patient study is prospective and longitudinal and contains several moments 

off data collecting. A baseline interview (T0) to register relevant socio-demographic and clinical 

backgroundd information, quality-of-life data, and patient's attitudes and preferences; audiotapes 

off the consultation; a checklist for the medical oncologists to gather data about their patients 

andd themselves; and an once-only questionnaire to obtain physician background information. 

Thee second interview with the patient (T.,) focuses on the eventual treatment choice made 

andd is assessed within two weeks after the treatment decision was made. 

Thee study involves patients with different types of metastatic cancer (mainly gastro-intestinal, 

breast,, non-small-cell lung (NSCLC), and head and neck). Consecutive patients are recruited 

fromm the medical oncology departments of both academic and non-academic hospitals, namely 

thee Academic Medical Center in Amsterdam, the University Medical Center in Utrecht, the 

Leidss University Medical Center in Leiden, Catharina Hospital in Eindhoven, Medisch Spectrum 
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Twentee in Enschede, Ijsselmeer Hospital in Lelystad, De Heel in Zaandaam, Red Cross Hospital 

inn Beverwijk and Hospital Amstelveen in Amstelveen. Patients entering the study will decide 

whetherr they will start chemotherapy or not, after consulting a medical oncologist. Therefore 

thee sample will consist of patients who will actually choose palliative chemotherapy and 

patientss who will refuse to start palliative chemotherapy. 

Inn the vignettes study, oncology specialists in the Netherlands are approached and sent a 

questionnairee with sixteen vignettes. In the study we will examine what factors contribute to 

thee preference for either palliative chemotherapy or watchful waiting. 

Overvieww of the dissertation 
Chapterr 2 presents a review of the literature which describes the clinical knowledge about 

chemotherapy,, the communication between physician and patient with regard to information 

sharing,, the participation in the decision making, and emotional well being. Since this review 

wass published over five years ago, we added an addendum, in which the latest findings 

concerningg decision making in palliative chemotherapy are given. 

Chapterr 3 concerns a vignettes study designed to investigate physicians' considerations 

regardingg their preferences for palliative chemotherapy or watchful waiting for sixteen 'paper 

patients'.. Additionally we looked at background factors and their influences on the preference 

forr palliative chemotherapy or watchful waiting. 

InIn chapter 4 the preference for treatment is studied in patients with advanced cancer 

beforee they met the medical oncologist. We also investigated the influence of both patient 

andd physician background characteristics and the treatment preference on the eventual 

treatmentt choice. 

Chapterr 5 describes the information given during the consultations. Moreover, we studied 

thee impact of physician and patient background characteristics on the content and amount 

off information given. 

Chapterr 6 is devoted to the paradoxes that are involved in the patient-centered approach 

regardingg decision making in palliative care. 

Thee validation of the Decision Conflict Scale (DCS) is described in chapter 7. If the decision 

makingg is difficult some patients could experience a decisional conflict. In order to be able to 

measuree this type of conflict in patients, we translated and validated the DCS in two earlier 

studies. . 

Chapterr 8 provides a summary of the major findings of this thesis and presents the general 

discussion.. In the general discussion some additional study results with regard to the decision-

makingg process concerning palliative chemotherapy and watchful waiting are reported and 
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discussed.. Finally, the main conclusions and recommendations for future research and clinical 

practicee are given. 
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Introduction n 
Decisionss concerning use or cessation of active cancer treatment are usually made by more 

thann one person. The involvement of several persons makes it unclear how decisions to 

withdraww treatment are made and who is responsible for the decision. Although it will be 

clearr that a competent patient has the right to accept or refuse treatment, clinicians often 

makee the decision. The first reason for this is that clinicians have the knowledge to judge the 

medicall situation and to propose treatment. Secondly, research shows that most patients 

wantt to leave decision-making to their doctors. In this article we focus on cessation of palliative 

chemotherapyy rather than other forms of stopping active treatment. Concentrating on palliative 

chemotherapyy is based upon the absence of information and data in the literature on this 

topic.. Although stopping palliative chemotherapy is part of stopping active treatment in general, 

itt differs from, for example, stopping a ventilator, or nutrition and hydration. In most cases 

stoppingg palliative chemotherapy will not affect the length of a patient's life. 

Thee actual decision-making process concerning withdrawal of treatment is not clear. Both 

thee medical staff as well as the patient and family might benefit from having insight into this 

processs because of mutual expectations of information and participation. Notwithstanding 

thee importance of nurses and family members in decision making, here we concentrate on 

doctor-patientt communication. 

Decisionss regarding the last phase of life are bound to be difficult for all parties involved. 

Theyy imply confrontation with impending death and giving up hope of survival. The decision 

too cease palliative chemotherapy may be especially difficult as it marks the moment of 

surrenderingg the hope that tumor growth may be influenced. Communication is crucial in this 

situation.. Several studies have been undertaken in order to find out about patient participation. 

Palliativee treatment concerns treatment that is given after the cure of cancer appears to be 

impossible.. Stopping palliative chemotherapy occurs often, but how, why and when seems 

nott to be discussed in the literature. This is not because of the simplicity of this decision. On 

thee contrary, lack of criteria forces physicians to decide by themselves alone. Decisions may 

bee based on different kinds of considerations. In making a decision to cease chemotherapy, 

twoo aspects may be considered important: the characteristics of palliative chemotherapy 

itselff and the communication between the physician and the patient, on issues such as 

diagnosis,, alternatives in treatment and prognosis. This type of communication has always 

been,, and still is, very difficult. However, in the mid-1970s communication between doctors 

andd patients began to change. Physicians started to inform patients about their diagnosis. As 

aa consequence communication has become more and more important. Especially when dealing 

withh a terminal disease, communication is considered to be difficult though very important1. 

InIn cancer, and in advanced cancers in particular, several decisions must be made: for example 
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whetherr or not to start or continue therapy, the kind of therapy, duration, and how to weigh 

thee side effects. It is difficult for a physician to balance these aspects in order to benefit the 

patient.. Patients themselves should participate in this balancing process, weighing quantity 

off life against quality of life. Being involved in the decision-making process will be necessary 

andd communication between physicians and patients will play an important role. 

Thiss paper reviews elements that are important in decision-making concerning cessation of 

palliativee chemotherapy. First the characteristics of chemotherapy should be looked at: why was 

itt given in the first place, and why should it be stopped. The decision to cease therapy probably 

willl not be made in the last consultation alone but will mostly take place during a period of time 

inn which medical out-comes and emotions play a role. Therefore, secondly, aspects of 

communicationn are considered essential in this process and will be investigated as well. 

Gettingg insight into this process is an important goal for future research and this article is 

meantt to contribute to the understanding of aspects that could play a role in this decision-

makingg process. 

Palliativee chemotherapy and cancer 
Followingg a cancer diagnosis, three different phases in the disease process can be distinguished. 

Inn the first phase, cure is considered possible. When a patient is not cured, defined by the 

absencee of tumor residuals and a survival time of 5-10 years, recurrence or lack of response 

resultss in the second, palliative, phase: advanced cancer. The third phase, though hard to 

distinguishh from the second, refers to the last period of a person's life: the terminal phase. 

Chemotherapyy plays an important role in the treatment for cancer and can be used in the 

curativee and palliative phases2. Curative intent is only possible in a limited number of cancer 

types.. Chemotherapy is commonly used as palliative treatment, directed at reducing tumor 

size33 or improving of quality of life. 

Chemotherapyy is administered with cytotoxic drugs, which affect both tumor cells and 

normall cells in the patient's body. When affecting tumor cells, chemotherapy may reduce 

tumorr size (complete or partial remission), or stabilize tumor growth (stable disease). Palliative 

chemotherapyy may improve survival and shrinkage of tumor size may reduce cancer symptoms, 

likee pain, and thus improve the quality of life8. Stabilization of the disease may finally delay 

thee occurrence or deterioration of symptoms. However, side-effects of chemotherapy, such 

ass nausea and vomiting, occur as a result of its effect on normal cells and the advantage of 

thee effect of chemotherapy on the tumor can be outweighed by those side-effects. In other 

words,, physician and patient cannot be certain about the effect of chemotherapy. 

Severall goals can be distinguished in palliative chemotherapy48. The first goal is relief of 
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cancerr symptoms and thus improvement of quality of life. The second goal is prevention of 

expectedd symptoms and the third is (progression-free) survival. Some authors consider the 

firstt to be the primary intention of chemotherapy5,6'9. To be able to make decisions in this 

fieldd a process of balancing the losses and gains is needed. The uncertainty about the (side-) 

effectss of chemotherapy causes dilemmas in the decision-making process. 

Thee first uncertainty concerns the effect of palliative chemotherapy on the relief of symptoms 

orr on the prevention of occurrence or deterioration of symptoms. However, physicians can 

neverr be sure about the effect and the scope of the effect of chemotherapy. 

AA substantial reduction of the tumor size should have its effect on the relief of symptoms17. 

MacDonaldd states that there is little clinical evidence that cytotoxic drugs can produce analgesia 

independentt of tumor response. Although symptom relief is one of the important goals of 

chemotherapy,, there is little data about the influence of chemotherapy on symptoms and 

qualityy of life. 

Tannockk et a/.9 note that pain relief was also obtained shortly after the actual administration 

off chemotherapy and this could be a result from psychological effects (reduction of the 

anxietyy level). It is therefore not entirely correct to assume that symptom relief is determined 

directlyy by a reduction of tumor mass6,9. 

Thee second uncertainty when considering the use of chemotherapy is raised by the 

uncertaintyy about the occurrence of side effects and to what extent quality of life will be 

influenced.. Chemotherapy may cause severe side-effects, for example: hair loss, nausea, 

vomiting,, fatigue and emotional problems10 '11. Several studies have investigated the effect 

off different dosages, different combinations or intermittent versus continuous chemotherapy, 

onn quality of life9-10'12"15. Glimelius et al u report that the results of their study were not as 

expected:: it was found that a high dose with significantly higher toxicity did not result in a 

lowerr quality of life. Their conclusion was that greater palliation was achieved by a full dose 

off chemotherapy. Greater palliation was also achieved by a more aggressive regimen. In 

anotherr study in which continuous treatment was compared to intermittent treatment it was 

expectedd that intermittent chemotherapy would provide greater palliation14. It appeared that 

thee scores for nausea and vomiting tended to favour intermittent therapy, but physical 

well-being,, pain, mood, appetite and overall quality of life of patients improved more during 

continuouss treatment. 

Afterr two or three cycles of chemotherapy in patients with lung cancer, continuation of 

chemotherapyy was compared with supportive care. Self-assessment of the physical status 

revealedd a slight improvement in the group which continued having chemotherapy13. However, 

inn another study of patients with small-cell lung cancer, it was found that continuation of 

chemotherapyy only worsened side-effects while pain, sleep and activity were largely 
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unaffected15.. It can thus be concluded that chemotherapy results in the experience of side 

effectss but that these do not necessarily go together with a worsened quality of life. 

Thee third uncertainty is, in most cases, the unknown effect on survival-time. Only in a few 

cancerr types, has palliative chemotherapy an effect on progression-free survival. Most patients, 

however,, make the connection between chemotherapy and survival. 

Althoughh palliative chemotherapy is not primarily directed at the prolongation of a patient's 

life,, most studies focus on either survival or progression-free survival as a result of the 

chemotherapy.. Several studies have been conducted in order to investigate the relationship 

betweenn the dose intensity of chemotherapy and its effect in terms of response rate and 

survival16'17.. Although aggressive chemotherapy may lead to high rates of tumor response, 

improvementt of survival was only observed in some of these trials1218 '19. Partial remission 

mayy lead to enhancement of the growth of the residual tumor population20. Thus, tumor 

reductionn does not necessarily lead to improved survival. 

Thee different effects of chemotherapy (that is occurrence of side-effects, relief of symptoms 

andd progression-free survival) imply dilemmas when deciding on whether to start palliative 

treatment,, which combination of regimens to use and the length of therapy. Expected but 

uncertainn side-effects must be weighed against expected but uncertain positive treatment results. 

Theree appears to be no optimal duration of chemotherapy, although clinical trials have 

beenn designed in order to determine which dosage and duration yield the best results with 

regardd to quality of life9. It is therefore difficult to determine objectively at exactly what point 

initiation,, continuation or cessation of treatment should take place and how considerations 

shouldd be weighed from a medical point of view16 '20. 

Conflictingg arguments on the one hand and overlapping interest on the other make the 

decision-makingg process concerning palliative treatment complex. 

Communicatingg about the decision to cease 
palliativee chemotherapy 

Ass described above, decision making is complex and because the experience of, and evaluation 

by,, the patient concerning side-effects, pain and other symptoms are subjective, the patients' 

opinionn plays a role in doctor-patient communication. Due to the lack of literature on ceasing 

palliativee chemotherapy, this topic should be explored by studying various aspects of 

communicationn and decision making in other areas. These aspects are investigated by several 

researchers. . 

Mostt communication between doctors and patients involves the exchange of information21. 

Thiss exchange of information consists of providing information and seeking information22. In 
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aa review, Roter et al23 state that in physician-patient communication, imparting information 

wass the most frequent interaction. According to Degner ef a/24, lack of information-sharing 

withh patients and families represents a major problem in the field of healthcare. The literature 

doess not provide a clear picture of how much information patients need and what kind of 

informationn they prefer1. Another aspect of the communication process is patient participation, 

bothh the desire to participate and the attitude of the physician towards participation of patients. 

Thee third element of communication presented in this article is the emotional involvement of 

bothh doctor and patient. 

Informationn desired and provided 

Patients'Patients' perspective 

Cancerr patients and patients with other serious illnesses are in great need of information2530. 

Mostt patients want to know as much as possible about their illness and treatment options. 

However,, although patients almost always want as much information as possible, they are reluctant 

too ask questions, and even when they do not understand the information already given31'32. 

Severall factors were found to relate to the preference for information. Older patients often 

preferr less information than do younger patients33. The length of the interaction during the 

patientss visit also appeared to have an impact on the number of information-seeking comments 

madee by the patient, indicating that a longer interaction may be necessary to manifest the 

desiree for information seeking behavior. Cancer patients with lower incomes and less education, 

andd elderly patients were found to be intimidated by the healthcare system and therefore 

obtainedd less information than other patients. As a consequence they do not know what 

choicess they have. This may lead to an inadequate or inappropriate use of the healthcare 

system34.. In other words, income, education and interaction time seem to be related to the 

preferencee for information. 

Thee amount of information received by the patient was found to be related not only to 

patients'' socio demographic characteristics but also to communication styles of patients, 

suchh as asking questions and expressing concerns35. 

Onee reason why patients need information is to enable them to participate in well-balanced 

decisions36.. Sutherland27 concluded that patients' preferences for information are relatedd to other 

factorss than desire for behavioral involvement in the decision making; for example, to satisfy an 

aspectt of 'psychological autonomy' in order to reduce uncertainty or to enhance control. 

Physician'sPhysician's perspective 

Givingg information can be stressful for a physician, especially when terminal illness is involved37. 

Taylor388 observed that although physicians disclose the diagnosis of breast cancer regularly, 
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thiss task is experienced as stressful and they often dissemble or evade informing the patient 

aboutt the true nature of the illness. 

Becausee of the turmoil disturbing information may cause, it is understandable that physicians 

tryy to control the information flow. According to Miyaji39 there are three basic styles of truth 

telling:: telling patients what they want to know; telling patients what they need to know; 

translatingg information into terms that patients can accept (intellectually and emotionally). 

Thee approach most doctors try to take can be characterized as: telling patients what they 

wantt and need to know in a way that they can comprehend. Most doctors provide a patient 

wi thh a diagnosis and treatment options. However, an equal number of physicians may not 

fullyy discuss the prognosis unless the patient asks questions. Miyaji39 found 4 factors that 

influencee the truth-telling behavior of physicians. The first is the impact of prognosis and 

treatment:: most doctors only give vague information about the prognosis. Secondly, the 

uncertaintyy of prognosis is a frequent reason not to provide information. The third factor is 

actionn relevance, whether the information makes any difference in the patient's choice, the 

physician'ss action and the overall result. The fourth factor is the wish for counterbalancing: 

physicianss want to couple bad news about treatment with hope about the prognosis. 

Thee act of imparting bad news is perceived as stressful by physicians; they often feel 

powerless,, frustrated and guilty about not being able to cure the patient. As a result they find 

complex,, yet predictable, ways to make this task easier. Doctors prefer to develop techniques 

whichh reduce their stress rather than confront issues directly. The result of their actions makes 

disclosuree a sensitive topic. Specialists who are used to treating patients with metastatic 

cancerr may feel more positive about communication than other specialists because they may 

havee closer acquaintance with cancer patients' needs, are accustomed to communicating 

disturbingg factors, or treating patients who have lived with cancer for some time and are 

emotionallyy adjusted to their illness40. 

Inn conclusion, it is suggested in the literature that most patients want as much information as 

possiblee but not all patients receive (sufficient) information. Different factors influence both the 

preferencee for information (age, income) and the possibility of obtaining information (education, 

lengthh of interaction). Putting the patient explicitly in control of the flow of the information is 

mostt appropriate, since an obvious danger is that signals could be wrongly interpreted so that 

informationn that the patient might want to hear is withheld by the physician41. 

Participationn in decision making 

Differentt patterns of control over decision making have been described in the literature32. 

Thee physician may be the sole decision maker, the patient may exert final control over the 

treatmentt decision or shared control may exist. When the physician is the sole decision maker. 
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patientss may resent their lack of control, especially when treatment does not deliver what 

wass promised. When the patient or family exerts final control over treatment, they may later 

regrett their choices or feel that the health care system has failed them. Shared controll provides 

aa potential for avoiding both these problems. Northouse et a/1 state that, especially in 

life-threateningg illnesses such as cancer, sharing decision control with cancer patients is a 

complexx and difficult process. If patients decide to stop chemotherapy, physicians tend to 

persuadee patients more to continue treatment, especially patients with metastases42. 

Patient'sPatient's perspective 

Accordingg to the principle of patient-autonomy, good communication is required. The essence 

off autonomy is self-determination31. This refers to the freedom of the patient to decide 

aboutt what will or will not be done to his/her body, without coercion, and after a period of 

deliberation.. But not all patients will be able to make a choice about treatment options, nor 

doo all patients prefer to participate in the decision making. Many will ultimately turn to their 

physiciann for guidance43. Siminoff et a/.29 found that the way in which physicians give 

information,, the strength of their recommendations, the presentation of the side effects and 

specifyingg risks contribute to the explanation of acceptance or refusal of treatment. Patients' 

choicess were most strongly influenced by the physicians' recommendations. Molleman et al. 

foundd that the more patients knew and the less sure physicians appeared, the more likely 

patientss were to diverge from treatment recommendations28. 

Manyy seriously ill patients do not want to be involved in decision making, even when they 

aree encouraged to do so. Siminoff et a/.29 found that 80% accepted their physician's primary 

treatmentt recommendation and 63% of the patients wanted the physician to be primary 

personn responsible for the decision. It appeared that 77% of the patients felt they had the 

opportunityy to participate to the extent they desired. Most of the remaining 25% would have 

likee to have had greater input. 

Severall predictors of the patients' wish to participate in decision making have been found. 

Degner444 compared newly diagnosed cancer patients with members of the general public 

andd found that newly diagnosed patients were less likely to want to participate. Also patients 

inn the terminal phase were unlikely to seek an active role in selecting their medical treatment. 

Younger,, female, and well educated patients were found to prefer more control over 

decisions45.. According to Ende etal. (ibid), only a small proportion of the variance of patients' 

decision-makingg preferences is explained by socio-demographic variables. Patients' preferences 

forr decision making were also related to health status, satisfaction and desire for information. 

Cassileth466 found that patients require assistance in becoming as informed as is necessary to 

participatee effectively. Nothing was found in the literature about patients' preferences and 
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decisionn making in (palliative) chemotherapy and it would be interesting to find out what position 

theyy take between the newly diagnosed patients and those who are in terminal phase. 

Physician'sPhysician's perspective 

Withoutt knowledge and information, neither healthcare professionals nor patients and their 

familiess are able to participate effectively in treatment decisions. However, professionals 

usuallyy have more access to medical information than patients do and they can effectively 

excludee patients. Several background factors have been found to influence decision-making 

styless of physicians. Specialty, years of experience, gender and features of practice (such as 

solo)) are related to the attitude physicians take towards communication and decision 

making47-48. . 

Emot iona ll aspects 

Decisionss are often made on a intuitive base which is quite appropriate and results in reasonable 

choices49.. However, sometimes intuitions lead patients to make choices that are not in their 

bestt interests. Emotional aspects influence the decision making. Especially in medical situations, 

emotionss and risks are essential elements in the decision making. Communication in which 

emotionss have a place, might influence decision making in a positive way. 

Patient'sPatient's perspective 

Severall studies have been undertaken in order to find out about patients participation. Patient 

anxietyy and dissatisfaction are directly related to uncertainty and lack of information27-50 '51. 

Receivingg information reduces the uncertainty about illness and therapy which will have a 

positivee influence on coping with cancer27. Thus, helping patients become well-informed 

doess not necessarily create negative emotions but may actually assist many patients in dealing 

withh their disease. 

Patientss who preferred active involvement in their own care were more hopeful than those 

whoo did not want to participate. Also, patients who wanted as much information as possible, 

goodd and bad, were more hopeful than those who preferred minimal or only positive 

information.. However, hopefulness can also be maintained by patients through denial33. 

Patientss may use selective denial as a protection against hopelessness despite knowing the 

detailss of their condition and thus continue their optimistic outlook. 

Concerningg the cessation of chemotherapy, almost no emotional dilemmas, such as uncertainty, 

powerlessnesss and anxiety, could be found in the literature. Owen ef a/.52 found that the desire 

too cease treatment and a desire for death became associated with loss of hope. On the other 

hand,, similar to physicians, many patients want to maintain hope. They have a strong interest in 
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thee idea that there is still some treatment left, that they do not need to prepare for death 

immediately.. As a result they will stimulate the physician to say that there is some treatment to 

offerr them53. Gilbar54 found that patients who refused chemotherapy scored higher on 

psychologicall adjustment to physical stress. They also found significant differences in confidence 

inn physicians, information about illness and expectations from treatment. 

PhysicianPhysician's's perspective 

Differentt emotions are involved from the physician's perspective. Two sources of uncertainty 

amongg physicians relevant to communication regarding the cessation of chemotherapy are 

distinguishedd by Beresford55. The first is the technical uncertainty which refers to whether the 

physiciann knows everything about the disease or not. The second source is personal uncertainty, 

ass a result of being responsible for making a sensible decision. 

Duringg the procedure of treatment initiation, the physician is expected to inform the patient 

aboutt all the possible treatment (side) effects and options; bad news is imparted, but hope is 

offeredd at the same time. In cessation of treatment, there are usually no treatment options 

availablee which might prolong survival. When therapy has to be terminated and there is no 

hopee left, the physician is the bearer of bad news53. This is experienced as difficult and 

stressful.. Doctors may feel that to inform the cancer patient fully may confront them with 

theirr own negative emotions. Physicians tend to give hope by saying that some treatment is 

possible53.. Stopping treatment makes them feel powerless. Avoiding their own fear of death 

andd the fears of the patients, physicians continue treatment. 

Taylorr suggests that physicians may also be unconvinced that it is always in the patient's 

bestt interests to be given full details of their case. They are often afraid that providing patients 

withh detailed information about their disease may create despair38. 

Alll in all, it may be expected that uncertainty, hope, fears, and anxiety are relevant emotions 

inn decision making with respect to the cessation of chemotherapy and although it might be a 

stressfull experience for physicians, information must be provided and does not necessarily 

workk out in a negative way for patients. 

Considerationss relevant to decision making 
Ass mentioned earlier, several considerations play a role in the process of deciding upon cessation 

off palliative chemotherapy that are inherent to the treatment itself. The first is the chance 

thatt chemotherapy effects the tumour. The second is the extent to which symptoms can be 

relievedd and the third concerns the side-effects of the therapy. Apart from these considerations, 

financiall costs, ethical considerations and emotions may play a role in the decision-making 
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processs as well. Questions such as who should receive chemotherapy or not, why, when, and 

forr how long should it be continued, may arise. 

Participationn in deliberations on the type of treatment, the comprehensiveness and the 

extentt of detailed explanation about the illness as well as the chemotherapy, whether the 

patientss were told that the treatment would improve their physical condition, and 'good' 

communicationn were found to be related to patients accepting or refusing chemotherapy43. 

Preferencee for different treatment options was also determined by patients' values and beliefs33. 

Redelmeierr ef a/. 49 found that the reference point from which options are balanced are 

veryy important and doctors have a considerable power to define the reference point. Secondly 

predictingg future feelings by trying to imagine how certain choices will work out, influences 

decisionn making. Thirdly past experiences may play a role in the decision making. Patients 

mayy be too worried to be able to make decisions. Doctors may be able to react on these 

aspectss of patients decision making thresholds. 

Kiebertt ef a/.5 6 studied what explicit considerations play a role when patients must choose 

betweenn quality and quantity of life. The most important factor was the chance of cure or 

survival.. If there is a good chance that the disease will be cured, patients are willing to accept 

aa treatment that affects their quality of life in a negative way. However, when chances of 

curee are small, quality of life becomes more important. Next in importance was the baseline 

levell of quality of life. Also age and the presence of a partner and children were considered 

too be important. The nature of the side-effects and the ability to continue work were not 

seenn as important factors. 

Itt seems clear that socio-demographic factors, communicative behaviors of physicians, quality 

off life as well as treatment and disease-related factors influence patients' decision making. 

Physicians'' choices are not only based on medical and emotional considerations, they consider 

otherr aspects such as professional acceptability, patient demand and personal experiences57. 

Also,, according to Lo58, the financial cost of care may be taken into account. A physician 

doess not have a moral or legal obligation to provide therapy that will neither cure the disease 

norr relieve the symptoms. However, deciding the therapy is futile is difficult. Effectiveness is 

oftenn a matter of probabilities, interpretations and clinical judgment: there is no absolute 

certainty.. As already described, physicians may continue futile treatment for compassionate 

reasons53.. Physicians state that giving treatment as such, independent of its medical result, 

mightt be a consideration in treating patients59. 
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Discussion n 
Decidingg to treat cancer patients with chemotherapy is difficult and complex because of the 

characterr of the treatment itself. Doctors cannot be sure of the consequences when they 

suggestt a certain type or combination of chemotherapy. There is uncertainty about the effects 

onn the tumor, whether it will reduce the tumor or improve the progression free interval and 

theree is uncertainty about the possible side-effects. On the other hand, overlapping interests 

complicatee decision making as well. When it is clear that cure is not possible it can be difficult 

too decide whether to bother the patient with the cytotoxic drugs and their consequences or 

too enable the patient to have a 'good' last period in life. Communication therefore is of great 

importance. . 

However,, it should be noted that recognizing these dilemmas and consequently balancing 

qualityy of life against the uncertainties of cancer treatment, is mostly done in Western European 

countriess and North America. In places such as East European and Mediterranean countries, 

thee doctor-patient, relationship is much more traditional, and sharing information and prognosis 

iss not a habit. Much literature on the topic of patient decision making stems from research in 

Canada.. Hardly any research was found from other than Western countries. It seems interesting 

too investigate the cultural differences between physicians and patients concerning 

communicationn and cancer in different parts of Europe. 

Becausee it is almost impossible for a physician to balance possible benefits and risks on 

theirr own, patients should be involved in the decision making concerning their lives and their 

qualityy of life. In order to achieve this participation of patients, physicians have to inform the 

patientt as well as possible about the diagnosis, treatment options, and consequences and 

prognosis.. On the other hand, to achieve joint-decision making, patients should be willing to 

becomee involved in this process. A review of the literature showed that many patients did not 

wantt to participate. However, not all of these studies involved cancer patients and none was 

foundd on cancer patients in the palliative phase. It would be interesting to study this particular 

groupp of patients because of their (long) medical history and their experience with burdensome 

treatments.. This experience could influence patients' behavior. More knowledge about the 

contentt of side-effects and the possible effects of treatment might stimulate or encourage 

patientss to participate in decision making concerning their illness and lives. 

Itt seems worthwhile to investigate the particular considerations of physicians and patients 

whenn deciding to stop palliative chemotherapy. To what extent are these considerations 

manifestt or latent? What kind of information did contribute to be able to make a decision 

aboutt continuation or cessation of chemotherapy? 
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introduction n 
Sincee 1995, the year this review was published, several articles have been published on the 

topicss described in the article. In this addendum we will add the most important publications 

relevantt to this thesis published after 1995. The issues that will be addressed are: palliative 

chemotherapy,, patients' preferences, and the decision-making process including emotional 

aspects. . 

Palliativee chemotherapy 
Duringg the past eight years, scientific knowledge in the field of clinical oncology has increased 

significantlyy with regard to curative as well as palliative treatments. New chemotherapeutic 

drugss and regimens have been developed. Besides chemotherapy, other forms of systemic 

treatmentt such as immunotherapy and treatment directed at growth factors are being used 

inn the palliative phase. These developments, however, do not imply that survival has substantially 

increased. . 

Summarizingg the goals of palliative chemotherapy we distinguish 1. relief of cancer symptoms 

and,, thus, improvement of quality of life, 2. prevention of expected symptoms and 3. 

(progression-free)) survival gain. During the nineties, attention has shifted from tumor response 

ass the primary measure of effectiveness of palliative chemotherapy to quality of life and 

lengthh of survival. 

Glimeliuss and colleagues1 have reviewed the scientific literature on the use and efficacy of 

cancerr chemotherapy in Sweden in non-small cell lung cancer, gastric cancer, pancreatic 

cancer,, colorectal cancer, urinary bladder cancer, breast cancer, hematological cancer and 

ovariann cancer. Some conclusions of their review were: 1. there is little evidence-based 

knowledgee of effectiveness in chemotherapy-sensitive tumors as compared to what is known 

aboutt tumors with limited sensitivity, 2. palliative chemotherapy may to a variable extent 

improvee both patient survival and well-being. The limited efficacy of palliative chemotherapy 

onn survival gain has also been reported elsewhere. Verweij and de Jonge2 reported in their 

revieww on the achievements and future of chemotherapy that a survival gain of 1.5 months 

wass achieved in non-small cell lung cancer, and of 2.3-2.7 months in metastatic colon cancer. 

Besidess survival gain, the efficacy of palliative chemotherapy in clinical trials is often evaluated 

byy its ability to induce a tumor response. Tumor regression has been found to be associated 

withh symptom improvement3 . Patients with a complete or partial response show more 

improvementt of symptoms than patients with stable disease. However, tumor shrinkage 

doess not necessarily imply a benefit to patients4. 

Withh regard to the effect of treatment on quality of life, researchers have found contradicting 
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outcomes.. In some studies palliative chemotherapy appeared to enhance a patient's quality 

off life significantly4'5'6'7. Ramirez and colleagues8 however, reported that after palliative 

chemotherapyy only 26% of breast cancer patients felt better. Finally, there are also studies 

thatt reported no improvement or even a deterioration of quality of life as an effect of palliative 

chemotherapy9 '10 '11,12.. In these studies results are presented on group level and it is unclear 

whetherr individual patients benefit from therapy. The relation between tumor response and 

qualityy of life is not addressed either which makes the interpretation more difficult. 

Forr patients with metastatic cancer, an alternative 'treatment' option is watchful waiting. 

Thiss kind of wait-and-see policy focuses on providing symptomatic treatments, thus avoiding 

thee side effects of chemotherapy. However, for many patients 'doing nothing', as it is often 

called,, is not an opt ion1 3 . Charles and colleagues13 found in a study that patients were 

providedd with the option of having or not having the treatment. This was obviously not 

perceivedd as a choice by the women with breast cancer in this study. 

Patient'ss preferences concerning palliative chemotherapy 
Eventually,, almost 50% of cancer patients will develop metastatic disease14. Making treatment 

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

Thiss is particularly true because often there is no evident 'best' option: whether a patient with 

metastaticc cancer should be treated with palliative chemotherapy or choose watchful waiting 

iss not always evident. Since a response to palliative chemotherapy is uncertain and side-

effectss are likely to occur, physicians may face a dilemma when proposing palliative 

chemotherapyy and in turn, the patients' dilemma is whether to accept it or not15. Still, such 

treatmentt is offered to many patients and often accepted by them. 

Althoughh there is a difference between patients' intended choice (treatment preference) 

andd their actual treatment choice, in the literature the patient's preference for treatment is 

seenn and used as an indication for their actual treatment choice. Several factors are found to 

affectt this preference. Firstly, framing (i.e. whether outcomes are presented in terms of survival 

orr in terms of death, and whether or not medical uncertainties are explicitly mentioned) 

influencess treatment preferences16,17'18'19. Secondly, disease experience seems to have a 

measuree of influence: patients are more willing than the general public or medical staff to 

acceptt toxic treatment20 '21-22 '23. Thirdly, various personal and social circumstances, such as 

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

off patients24 '25. 

Dataa on patient preferences for palliative chemotherapy or watchful waiting are sparse15. 

Inn the past few years, some studies have been undertaken to investigate the preferences of 
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patientss regarding palliative chemotherapy and watchful waiting (or best supportive care). 

Brundagee and colleagues22 studied the attitudes of patients toward treatment options. They 

foundd that these attitudes varied from always wanting chemotherapy, although no survival 

advantagee was offered, to preferring best supportive care no matter how big the survival 

advantagee would be if they chose chemotherapy. This variation suggests, according to the 

authors,, that it would benefit patients if they were offered more than one treatment option 

becausee it would help them to clarify their attitudes toward the risks and benefits of each 

option.. Silvestri and colleagues26 investigated how patients with lung cancer value potential 

benefitss and risks of chemotherapy. There always seem to be patients who prefer severe 

toxicc chemotherapy with only a one-week survival gain and patients for whom even a 24-

monthh survival benefit is not enough to prefer chemotherapy. In their scenario in which a 

choicee was offered between chemotherapy and supportive care, 22% choose chemotherapy. 

Balmerr and colleagues27 found that patients favored second-line chemotherapy more often 

thann non-patients and that they preferred chemotherapy even when the chance of benefit, in 

termss of survival gain, is between 0.1 and 2%. 

Inn a study of treatment preferences and their probable relationship to prognosis it appeared 

thatt patients with colon and lung cancer overestimated their survival probabilities and this 

mayy have influenced their treatment preferences in favor of life-extending therapies28. 

Thee decision-making process including emotional aspects 
Patient'ss perspective 

Informedd decision making requires sufficient exchange of information in which physicians 

playy a vital role. They may function as an agent who is expert on the disease and its treatment 

butt also as someone who incorporates the values of the patient in order to support the 

patientt in reaching a balanced decision. It has been found that patients who actively participate 

inn decision making are more satisfied, diminish 'doctor shopping', show less anxiety, experience 

aa better quality of life, and are more compliant with treatment29-30 '31 '32. 

Itt is generally assumed that patients develop 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 options33 '34. Leighl and colleagues 

foundd that most patients make treatment decisions during or shortly after the first consultation35. 

Nowadays,, the right of patients to be fully informed about their medical condition and to 

participatee in treatment decisions is emphasized by medical ethicists and the general public 

andd is acknowledged by physicians. Patients themselves also demand to be fully informed 

andd stand up for their right to information about their illness, treatment options, risks and 
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benefitss of treatments and prognosis36 . However, studies in oncology patients indicate that 

suchh information is often not forthcoming30,31 '32 '33. 

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

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

perceivedd as most important20 '3738. Details of the treatment regimen, early and late side 

effects,, survival, and the effects of the treatment on disease symptoms are essential to the 

majorityy of patients21, followed by information about self-care and empowerment23. Ziegler 

andd colleagues studied the extent to which patients want to be informed about adverse 

effectss of medication25. Elderly women, patients who had less education and those who 

previouslyy experienced (severe) adverse effects, were found to want to be informed about all 

adversee effects, no matter how rare. 

Severall studies focused on the influence of the way information is presented to patients16"19 

Ass mentioned earlier, it was found that the framing of information affects patients' choices. 

Thee presentation of risks and benefits of the different treatment options can indeed influence 

patients'' treatment choice, as shown in several studies. On the other hand, there are also 

studiess in which no association between framing and final treatment choice could be 

demonstrated35,39. . 

Information-seekingg behavior can also function as a coping strategy40 . Active participation 

enhancess patients' feeling of shared responsibility, even if treatment is not possible. It also 

enhancess their feeling of control, even if the disease can no longer be controlled40 . 

Rothenbacherr and colleagues41 compared the preference to participate in treatment decisions 

off cancer patients to that of patients with chronic, non-neoplastic disease. It appeared that 

patientss with cancer wanted significantly more often (73% vs 49%) to share the decision 

makingg with their physician. They also found younger age, higher education, employment 

andd higher Karnofsky index to be significantly associated with a wish for active involvement. 

Whelann and colleagues42 studied the influence of a decision board to help inform patients 

aboutt the benefits of breast irradiation following lumpectomy and whether they wanted this 

treatment.. Although the actual treatment choice appeared not to be influenced, patients 

whoo used the decision board more often felt they had a choice (97% vs. 70%). Also their 

understandingg improved: patients who used the board understood the repetition of the 

radiationn more often then those who did not use the board. 

McVeaa and colleagues43 found that the emotional reaction of women to their cancer 

diagnosiss made it difficult for them to comprehend or to retain information regarding the 

treatmentt options. Fear, anger and sadness had the same effect on the ability to reflect on 

treatmentt options. Therefore, these emotional reactions to the cancer diagnosis have a 

tremendouss impact on the decision-making process. 
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Physician'ss perspective 

Physicianss differ in how much information they give to patients and on which topics they 

informm their patients. Burton and Parker44 found that physicians provided very little information 

onn some topics; e.g. cause of the disease, effects on sexuality, psychological side-effects of 

surgery.. It appears to be difficult for physicians to find the right balance between under-

informingg and burdening patients with information. 

Underestimationn of the amount of information desired by patients, and not realizing the 

(in-)effectivenesss of their information giving, are factors that contribute to the physicians' 

difficultyy in finding a balance in giving and withholding information30. A number of physicians 

weree indeed found to lack adequate communication skills. Such a deficiency may contribute 

too psychological morbidity in patients but also to emotional exhaustion, depersonalization 

andd feelings of low personal accomplishment in physicians themselves22-45'46 . 

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

treatmentt options may be comparable in outcome47 . Thus, decision making involves a trade-

offf process based on the provision of adequate information. The patient should decide, based 

onn sufficient information. However, even though the wish for information has been investigated 

inn several studies, studies focusing on what is actually said during consultations in the palliative 

caree setting, in particular when decisions have to be made, are lacking. Moreover, there are 

patientss with a life-threatening disease who want to leave important decisions to their physician. 

Consequentlyy the preference of physicians is weighty in actual decision making. However, we 

knoww even less about the preferences of physicians in palliative oncology. Generally accepted 

guideliness about offering palliative chemotherapy are usually lacking. 

Thee physicians' ability to inform patients about a bad prognosis is influenced by the 

uncertaintyy inherent in prognosis and by the clinicians' fears that patients will perceive them 

too be 'giving up' if they mention dying and death, thereby eliminating hope en depressing 

patients48.. Several studies showed that patients' anxiety level increased as a result of this 

kindd of information24 or as a result of increased participation in decision making4 9 . Thus, 

negativee effects from information provision and decision involvement may also occur. 

Routinee discussions about end-of-life issues could benefit all seriously ill patients. Having 

suchh discussions as a normal part of the consultation allows patients to learn about their right 

too high quality care and pain management and educates clinicians about the patients' values 

andd goals. Lamont and colleagues50 described how oncologists want to be optimistic, especially 

whenn patients have a bad prognosis and that they tend to be inaccurate in their prognosis for 

terminallyy ill patients. They most often are too optimistic about the survival time of patients. 

Thesee non-realistic ideas about the longevity of patients may affect patients' own perception 

off their future and may contribute to choices that are not necessarily in their best interests51. 
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Similarly,, in a study by Rothenbacher41 physicians were unaware of the participation wish 

off their patients. It is hard for physicians to inform cancer patients about their treatment 

optionss when cure is not possible anymore, especially when there are just a few options and 

watchfull waiting is one of them. 

Conclusion n 
Itt is obvious that treating patients with cancer in the palliative phase has not become less 

difficultt during the past eight years. The uncertainty about tumor response and the possible 

sidee effects is still present. On the other hand, survival gain and quality of life have become 

moree often the purpose of the treatment. However, the amount of survival gain is still limited 

too three months on average. 

Literaturee on best supportive care, watchful waiting, is still sparse. Outcomes of these 

studiess varied from always wanting chemotherapy although no survival benefit could be 

gainedd to always wanting best supportive care no matter how big the advantage would be if 

theyy chose chemotherapy. It is not likely that many studies will be performed with watchful 

waitingg as (one of) the main outcome variable(s). In most trials, new treatments are investigated 

versuss the standard treatment, which is mostly a cytostatic regimen. 

Inn the decision-making process unrealistic expectations still play an important role in proposing 

andd choosing palliative chemotherapy. The survival gain is often overestimated, which may 

leadd to an unbalanced treatment choice. 

Thee necessity of informing patients and patient participation has become more and more 

clear.. Patients demand to be informed about all aspects of disease and treatment. However, 

studiess also showed that this information is not always forthcoming: there are physicians 

whoo lack the ability to communicate all information, and especially bad news or prognosis. 

Patientss appear to value this kind of information as highly important. 

Studiess on patients' participation in the decision-making process show that cancer patients 

havee a stronger wish for participation than non-cancer patients. Still, active participation in 

thee decision-making process, especially according to the rules of shared decision making, is 

nott yet common. Most literature on shared decision making is still conceptual and theoretical 

andd research has shown that there are still patients who do not wish to participate in the 

sharedd decision-making process. 
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Abstract t 
Purpose e 

Too determine the preferences of oncologists for palliative chemotherapy or watchful waiting 

andd the factors considered important to that preference. 

Designn and Participants 

Sixteenn vignettes (paper case descriptions), varying on eight patient and treatment 

characteristics,, were designed to assess the oncologists' preferences. Their strength of 

preferencee was rated on 7-point scales. An orthogonal main effects design provided a 

subsett of all possible combinations of the characteristics, allowing estimations of the 

relativee weights of the presented characteristics. A written questionnaire was sent to a 

randomm sample of oncologists (N=1235). 

Results s 

Thee response rate was 67%, and 697 questionnaires were available for analysis. 8 1 % of 

thee respondents was male. The mean age was 46 years. We found considerable variation 

amongg the oncologists. No major associations between physician characteristics and 

preferencess were found. Of the patient and treatment characteristics affecting treatment 

preference,, age was the strongest predictor, followed by the patient's wish to be treated, 

andd the expected survival gain. Other patient and treatment characteristics had a limited 

effectt on preferences except for psychological distress which had no independent impact. 

Conclusion n 

Patientss will encounter different decisions depending on their oncologists' preferences 

andd their own personal background. Therefore, to ensure adequate information and 

decision-makingg processes decision aids are proposed. 
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Introduction n 
Duringg the past decade, there has been little improvement in survival for the most common 

typess of cancer. As a result, about half of all cancer patients will become eligible for palliative 

treatmentt at some point in time1. Many patients will receive palliative chemotherapy, endocrine 

treatment,, surgery or radiation therapy, not with curative intention but primarily to ensure an 

optimall quality of life and/or sometimes increase their length of survival2'3. In palliative 

oncology,, chemotherapy and watchful waiting are often equivalent options. 

Palliativee chemotherapy has limited efficacy but also side effects. The efficacy of palliative 

chemotherapyy in clinical trials is often evaluated by its ability to induce a tumor response. 

However,, tumor shrinkage does not necessarily imply a benefit to patients4. There have been 

optimisticc expectations about the success of chemotherapy in the treatment of metastatic 

tumorss of adults. However, "pessimists have been right and the optimists wrong" 4 about the 

subsequentt achievements of chemotherapy as treatment for metastatic solid tumors of adults. 

Thee effect of palliative chemotherapy on survival is modest3. With regard to effect of treatment 

onn quality of life, researchers have found different outcomes . In to the some studies palliative 

chemotherapyy appeared to enhance a patient's quality of life significantly59. Ramirez and 

colleagues100 however, reported that after palliative chemotherapy only 26% of breast cancer 

patientss felt better. Finally, there are also studies that reported no improvement or deterioration 

off quality of life as an effect of palliative chemotherapy1114. Thus, physicians may have a 

dilemmaa when proposing palliative chemotherapy and patients whether to accept it3 '15. Still, 

suchh treatment is offered to many patients and accepted by them often16. 

Thee other, alternative option is watchful waiting. Such wait and see policy focuses on the 

qualityy of life of patients by providing symptomatic treatments, thus minimizing their physical 

complaints.. However, although equivalent to a certain extent to palliative chemotherapy in 

medicall practice watchful waiting is not often discussed with patients explicitly16. 

Dataa on patient preferences for palliative chemotherapy or watchful waiting are sparse17. 

Whilee this might be considered unfortunate, patients with a life threatening disease often 

wantt to leave important decisions to their physician18"21. Consequently the preference of 

physicianss is weighty in actual decision-making. However, we know even less about the 

preferencess of physicians in palliative oncology. 

Generallyy accepted guidelines about offering palliative chemotherapy are usually lacking. 

Littlee is known about the magnitude of practice variation, and about considerations that play 

aa role in attitudes towards palliative chemotherapy. Variation among oncologists is usually 

foundd when no option is evidently preferable22 and may be thus expected. 

Wee studied the strength of preference for palliative chemotherapy versus watchful waiting 

forr treating patients with incurable cancer among a large random sample of oncologists. We 
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approachedd the clinical reality by using vignettes, to enable us to confront all the specialists 

wi thh the same 'paper patient'. Additionally, the impact of physician, patient and treatment 

characteristicss on their preferences was assessed. The study was carried out between July 

andd November 1999 in the Netherlands. Medical specialists who treat cancer patients indicated 

theirr strength of preference for palliative chemotherapy versus watchful waiting by evaluating 

166 vignettes of patients with incurable cancer. 

Methods s 
Participants s 
Alll members of the Society of Medical Oncology (n=262), the Society of Pulmonologists and 

Tuberculosiss (n=346), the Society of Surgical Oncology (n=332), the Society of Radiotherapy 

andd Oncology (n=150), the Society of Gynecological Oncology (n=108) and the Head and 

Neckk Cancer Society (head and neck surgeons, n=37) were eligible for the study. All clinicians 

(n=1235)) were sent a questionnaire. 

Questionnaire e 
Thee questionnaire contained items on physician characteristics, including specialism (medical 

oncology,, pulmonology, surgery, radiation oncology, gynecology, head and neck surgery), 

gender,, age, employment status, and type of hospital (academic teaching, non-academic 

teachingg or non-teaching). Additionally we asked which percentage of their patients was 

beingg treated for malignancies. After six weeks, a reminder was sent to non-responders. 

Wee used a set of vignettes to assess the strength of preference for palliative chemotherapy 

versuss watchful waiting, and to establish the influence of physician, patient and treatment 

characteristicss on these preferences. A vignette is a paper case description in which patient-, 

disease-- and treatment characteristics are given (Table 1). The selection of relevant factors 

andd the wording of the vignettes were based on in-depth interviews with three medical 

oncologistss and on the outcomes of a pilot study. Eight patient background and outcome 

parameterss were selected. All factors varied at two or three levels: (a) age (40, 60, or 80 

years),, (b) physical condition (WHO-0, WHO-1, or WHO-2), (c) psychological distress (little 

anxietyy and/or depression versus severe anxiety and/or depression), (d) patient's wish to be 

treatedd (no versus outspoken wish to be treated), (e) expected toxicity of chemotherapy (mild 

versuss severe toxicity), (f) disease related complaints expected in the future (few versus many 

complaints),, (g) chance of tumor response (15%, 25% or 50%), and (h) possible chemotherapy 

relatedd survival gain (no survival gain versus survival gain of three months or more). The case 

descriptionss could thus be cancer a-specific, as relevant considerations in the decision making 
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Tablee 1 Case description, an example 

Patientt 4 
Imaginee you are the physician of the patient who is described below. This patient has metastatic 
cancer.. Cure is not possible. There are two options left: palliative chemotherapy and watchful 
waiting.. Could you describe your preference? 

age e 
physicall condition 
psychologicall distress 
patient'ss wish to be treated 
toxicityy of the chemotherapy 
expectedd complaints 
chancee of tumor response 
survivall gain 

600 years 
complaintss (WHO=1) 
veryy anxious and/or depressed 
strongg outspoken wish for treatment 
severee toxicity 
minorr increase 
25% % 
threee months or more 

Howw strong is your preference for palliative chemotherapy or watchful waiting for this patient

strongg preference 
forr watchful waiting 

noo preference strongg preference for 
palliativee chemotherapy 

weree covered by the factors included. For each vignette the respondents rated their strength of 

preferencee for palliative treatment versus watchful waiting on an anchored 7-point scale, ranging 

fromm a strong preference for watchful waiting (1) via a neutral position implying no preference 

forr either alternative (4) to a strong preference for palliative chemotherapy (7). 

Thee eight characteristics and their respective levels result in 864 combinations. We reduced 

thiss number to 16, using an orthogonal main effects design. This design provides a subset of 

alll possible combinations of patient and treatment characteristics and allows estimations of 

thee relative weights for each level of the presented characteristics on the preference score. 

Mainn effects of the case characteristics on the preference score can be estimated, using this 

design.. However, interaction effects of case characteristics cannot be evaluated. 

Too avoid order effects, the vignettes were randomly presented to respondents in three 

differentt orders. The anchoring points, 'preference for watchful waiting (1) and 'preference 

forr palliative chemotherapy (7), were randomly reversed as well. 

Statisticall analyses 

Thee characteristics of the sample were summarized using descriptive statistics. Differences 

betweenn proportions were analyzed with the chi-square statistic. 

Afterr recoding, higher preference scores systematically indicate a stronger preference for 

palliativee chemotherapy. The strength of preference for each vignette was analyzed using a 

mixedd linear model with a 'null model' case as a fixed factor and individual respondents as a 
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randomm factor. The physician, patient and treatment characteristics were added as main 

effectss afterwards. In the model building phase, the Akaike Information Criterion23 in 

combinationn with the maximum likelihood estimation (ML) has been used. The final models 

havee been estimated using restricted maximum likelihood (REML) to obtain appropriate standard 

errors.. Finally, the least square (LS)- means and corresponding standard errors have been 

estimatedd from the model, whereby cases were split into their characteristics and corrected for 

thee neutral preference value. The analyses were performed in S-p!us for Windows using the 

functionn LME (version 8.0), whereas computation of LS-means was done with a S-plus function 

designedd for this study. Statistical uncertainty was expressed in 95% confidence intervals (CI). 

Tabl ee 1. Characteristics of the sample (n = 697) 

Specialism Specialism 
Medicall oncologists 157 23 
Pulmonologistss 176 25 
Surgeonss 173 25 
Radiationn oncologists 98 14 
Gynecologistss 73 10 
Headd and Neck surgeons 20 3 

Gender Gender 
Malee 562 81 
Femalee 135 19 

Age Age 
<< 40 yrs 202 30 
41-500 yrs 275 40 
>> 51 yrs 208 30 

Employment Employment 
Employedd 310 45 
Soloo or group practice 337 49 
Combinationn 36 5 

TypeType of hospital 
Academicc 251 37 
Teachingg 245 36 
Non-teachingg 175 26 

PercentagePercentage of oncology patients treated 
<< 50% 340 50 
5 0 - 8 9 %% 138 20 
>> 90% 202 30 

Duee to missings and truncations, the numbers and percentages do not always add to 697 and 100% 
respectively. . 
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Results s 
Participants s 

Off the 1235 questionnaires that were sent to the physicians, 826 (67%) were returned. Of 

those,, 101 were from specialists stating that they did not treat cancer patients (any longer), 12 

hadd not been delivered, and 16 were incompletely returned. Thus, 697 questionnaires were 

usedd in the analyses. There was no significant difference in response rate between the different 

specialismss (p= 0.12, ^-statistic). The characteristics of the 697 respondents are presented in 

Tablee 1. The majority of the responding physicians was male (81 %), with a mean age (SD) of 46 

(7.9)) years. Almost all specialists working in an academic hospital were employed by the hospital 

whilee specialists in non-academic hospitals usually worked in a solo or group practice. 

Cancerr patients constituted a widely varying percentage of the patients seen by the different 

specialists.. All radiation oncologists, 17% of the surgeons, 33% of the medical oncologists, 

20%% of the gynecologists, 37% of the head and neck surgeons and 5% of the pulmonologists 

saww almost exclusively (> 90%) cancer patients. 

Strengthh of preference for palliative chemotherapy 
Thee mean (CI) overall preference for palliative chemotherapy for the 16 case descriptions 

combinedd was 3.70 (95% CI 3.59 - 3.81), indicating a slightly stronger preference for watchful 

waiting.. On average, as is presented in figure 1, the respondents favored palliative chemo-

therapyy in seven cases (especially in case 3), and opted for watchful waiting in eight cases 

(especiallyy in case 2). There was no clear preference for either alternative in case 12. In one of 

166 cases (case 2), more than 90% of the physicians strongly preferred watchful waiting 

(scoree 1 or 2). In three other cases (case 4, 5, and 11), > 66% reported a strong preference 

forr watchful waiting (score 1 or 2). In other cases there was more variation among the 

physicians. . 

Impactt of physician characteristics on treatment preference 

Noo associations between most physician characteristics and the preference scores for the 16 

vignettess were observed. In other words, neither gender, age, employment status, type of 

hospital,, nor percentage of cancer patients in practice, affected the preference scores of 

respondents.. However, a significant, albeit small, independent effect (p < 0.01) was demonstrated 

withh regard to specialism. On average, radiation oncologists (mean preference score = 3.41; 

95%% CI 3.35 - 3.55) were more often in favor of watchful waiting as compared to the other 

specialistss (mean preference score = 3.75; 95% CI 3.68 - 3.81). 
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neutral l strongg preference for 
palliativee chemotherapy 

Figur ee 1: Mean preference score (95% CL)for palliative chemotherapy or watchful waiting 

Impactt of patient and treatment characteristics on treatment preference 

Figuree 2 shows the independent impact of the case (patient and treatment)) characteristics on 

thee preference of the respondents. 

Ass compared to the reference group of patients of 60 years, being 80 years had the strongest 

independentt impact on the oncologists' preferences with a mean increase of preference 

scoree in favor of watchful waiting of-1.25 points (95% CI 1.01 - 1.49). In contrast, when the 

patientss were 40 years, there was a significant shift of the preference towards palliative 

chemotherapyy (mean increase of .68 points; 95% CI .44-.91). 

Preferencee was also influenced by the patients' wish to be treated. If the patient had no 

outspokenn wish to be treated, watchful waiting was preferred more often (mean decrease 

off 1.07 points; 95% CI .75 - 1.29) compared to the reference scores of patients with an 

outspokenn wish. 
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RefRefageage 60 
agee 40 
agee 80 

RefRef physical condition WHO 0 
physicall condition WHO 1 
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littlee psychological distress 

RefRef outspoken treatment preference 
noo outspoken treatment preference 
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RefRef few future disease related complaints 
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responsee 50% 
responsee 15% 

RefRef No survival gain 
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strongg preference 
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referencee value 
(sett at zero) 

strongg preference for 
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chemotherapy y 

Figur ee 2: Independent impact of patient and treatment characteristics on the preference score for 
palliativee chemotherapy or watchful waiting of the respondents 

Ass compared to the situation in which no survival gain was expected, a survival gain of > 3 

monthss was strongly associated with the preference for palliative chemotherapy (mean increase 

off 1.13; 95% CI .91-1.35). 

Alll but one of the remaining case characteristics had a significant, albeit smaller independent 

impactt on the preference scores. Mild toxicity of the treatment led to a stronger preference 

forr palliative chemotherapy as compared to severe toxicity. When patients were suffering 

fromm a worse physical condition or when an increase of disease related complaints was 

expected,, a stronger preference for palliative chemotherapy was reported. If there was 50% 

chancee of tumor response, the preference for palliative chemotherapy was stronger than in 

casess with a smaller chance of tumor response. Psychological distress was found to have no 

independentt influence on treatment preferences. 
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Discussion n 
Diversityy in patterns of practice and considerations that play a role in deciding about palliative 

chemotherapyy may be expected but little is known about them. We therefore studied the 

strengthh of preference for palliative chemotherapy versus watchful waiting, two alternative 

optionss for patients with incurable cancer, among a large random sample of oncologists. 

Summing-upp in the dilemma with these two alternative options physicians choose palliative 

chemotherapyy in a situation with a possible survival gain of > 3 month's, with existing physical 

complaintss and when future complaints are expected. Watchful waiting is preferred in cases 

wheree they expect severe toxicity of chemotherapy, where there is no explicit wish of the 

patientss to be treated and when patients are of older age. 

Itt is difficult to assess the influence of different considerations of specialists on their actual 

palliativee treatment preferences. Therefore, we approached the clinical reality by using vignettes, 

i.e.,, paper case descriptions. This approach enabled us to confront all specialists with the 

samee 'patients'. It has proven usable in earlier studies among oncologists and provides insight 

inn their treatment preferences2427. Peabody and colleagues28 recently compared vignettes, 

standardd patients and chart abstractions and concluded that actual clinical practice can be 

measuredd in a valid manner by using such vignettes. 

Thee physicians' preference scores were well distributed. This result indicates that we succeed 

inn eliciting preferences for both palliative chemotherapy and watchful waiting. The small 

confidencee intervals reveal a considerable consensus among physicians with regard to individual 

patientt profiles. However, in only 25% of the cases an agreement percentage of > 66% was 

achieved.. In a comparable study, Lind ef a/.29 found a higher level of agreement but they 

neverthelesss interpreted this as considerable heterogeneity. According to these authors, 

personall values might be at stake. On the other hand practice variation especially when 

equivalentt options are available, is often seen30. 

Withh the exception of specialism, physician characteristics such as gender, age, employment 

status,, type of hospital and number of cancer patients treated, did not influence preference 

scores.. To some extent, these findings are in contrast with the outcomes of a smaller study 

performedd by Tannock and collegues26 in which both gender and age had an impact on the 

preferencee of physicians for chemotherapy. Their results might be explained by the fact that 

theirr physicians were younger and were more often female. Additionally, their scenarios 

referredd to adjuvant rather than palliative chemotherapy. Our only significant finding regarding 

physiciann characteristics is that radiation oncologists have, on average, a stronger preference 

forr watchful waiting. This might be explained by the fact that radiotherapy is usually intended 

too relieve symptoms in the short term with a minimum of side-effects, whereas palliative 

chemotherapyy may induce tumor shrinkage in the long term only and may result in substantially 
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moree severe side effects. 

Itt is important to understand which patient-, disease- or treatment related characteristics 

aree relevant for the oncologists preference for palliative chemotherapy. Palliative care means 

strivingg to achieve or maintain an acceptable quality of life for as long as possible. Palliative 

chemotherapyy tries to relieve or postpone symptom distress and thus enhance quality of life, 

byy reducing tumor size. Watchful waiting tries to maintain the quality of life by using treatments 

directedd against specific symptoms when they occur only. In line with it's objective, it can be 

expectedd that palliative chemotherapy is preferred when a patient has (tumor related) physical 

complaintss or if major physical complaints are expected in the near future. Present or future 

physicall complaints were indeed found to be indicative for a stronger preference for palliative 

chemotherapyy in our study. 

Thee rate of response to chemotherapy and the possible survival gain associated with it are 

alsoo expected to influence preferences for palliative chemotherapy. This expectation was 

supportedd by our results. Palliative chemotherapy was preferred more strongly when there was 

aa survival gain of three months or more and a tumor response of 50% rather than 25% or 15%. 

However,, the toxicity of the chemotherapy cannot be ignored and a trade-off between burden 

andd benefits of the therapy is unavoidable. Our results show that severe toxicity of the 

chemotherapyy was indeed associated with a stronger preference for watchful waiting. 

Inn the trade-off process the wish of the patient to be treated turns out to play a role also. In 

casess where patients did not have an outspoken wish to be treated, the preference for watchful 

waitingg among physicians increased significantly. This result is fortunate in times when 'shared 

decisionn making' becomes increasingly important3133. 

Interestingly,, older age had the strongest impact on the preference scores towards watchful 

waiting.. It is questionable whether this preference is rational or whether age-discrimination is in 

operation.. The literature on the effects of palliative chemotherapy in the elderly is sparse34"38. 

Somee studies indicate that in lung cancer patients the elderly in particular, benefited from 

chemotherapy35'37.. Another study found that elderly patients tolerated chemotherapy as 

welll as younger patients38. Although one should bear in mind that in these studies a selection 

biass could be present based upon performance status or other factors, it nevertheless seems 

unjustifiedd to withhold palliative chemotherapy on the basis of age alone. 

Thee presence of psychological distress did not influence the oncologists' preference for 

eitherr palliative chemotherapy or watchful waiting. This result can be considered positively, 

sincee no evidence can be found in the literature, indicating an effect of such distress on the 

efficacyy of chemotherapy. Even though depressive patients seem to be less willing to undergo 

chemotherapy39,, Kramer and colleagues40 recently showed that emotional function does not 

influencee response to palliative chemotherapy. 
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Somee limitations of our study merit discussion. Not all characteristics that might influence 

thee physicians' preferences could be included in the vignettes. For example, cost-effectiveness 

off the therapy or social circumstances of the patient were disregarded, even though these 

aspectss might have an impact on the decision making process41 ea. Also, due to the orthogonal 

studyy design, only main effects could be measured. Therefore possible interactions between 

thee different case characteristics are unknown, e.g. the effect of older age and the wish to be 

treated422 or the co-occurrence of physical complaints and emotional distress. 

Wee found that the preferences for treatment among oncologists vary from a strong 

preferencee for palliative chemotherapy to a strong preference for watchful waiting. However, 

inn daily clinical practice, watchful waiting is offered less frequently15. Different explanations 

mightt account for this discrepancy between our findings and clinical reality. First, referral bias 

mayy be at stake. In daily practice, medical oncologists see mostly patients who are referred to 

themm for chemotherapy and, thus, expect such treatment. It may then be less obvious to 

proposee watchful waiting as an alternative. Second, there may be a difference between 

preferencess expressed in a 'paper' case and decision making in daily clinical practice. The 

wishh of the patient to be treated is an important factor as confirmed by our results. It is 

interestingg to note that in our study, when there was no explicit preference of the patient to 

bee treated, the preference towards watchful waiting became stronger. Slevin ef a/.43 found 

thatt cancer patients often wish to be treated for very small chances of response. In fact, 

cancerr patients were found to be reluctant to 'do nothing'; 'do nothing is no choice'44 'p 77. 

Physicianss may therefore anticipate a strong wish to be treated and propose chemotherapy 

too patients, even if they would prefer watchful waiting themselves44'45. 

Givenn the patient's wish to be treated, one might wonder how well patients are being 

informedd about the alternative treatment option of watchful waiting. Silvestri ef a/.46 found 

thatt patients are willing to choose supportive care, watchful waiting, when they knew that 

survivall gain would only be three months. The question arises how physicians can inform 

theirr patients adequately with regard to such treatment and their own preferences. Given the 

uncertaintyy of the side-effects of palliative chemotherapy, and the possibilities of watchful 

wait ing,, a systematic counseling procedure may be needed to prepare patients for decision 

making31 '47 '48.. In such procedure information on the present health condition, probabilities 

off certain health outcomes with or without palliative chemotherapy, side effects, and the 

opinionn of others can be discussed. The use of a decision aid, such as a decision boards, 

interactivee videodiscs and CD-ROMs or group presentations may then be supportive for both 

thee patient and the physician. 



PalliativePalliative chemotherapy or watchful waiting? 57 

Acknowledgement t 
Wee thank Rien de Vos, PhD, for his support with conceiving the article. 

References s 
11 Leer van EM, Cleton FJ, Leeuwen van FE (red). Signaleringsrapport Kanker 1999, deelrapport Zorg. 

Nederlandsee Kankerbestrijding, 1999 
22 Porzsolt F. Goals of palliative cancer therapy: scope of the problem. Cancer Treatment Rev 19, 3-14, 

1993 3 
33 Porzsolt F, Tannock I. Goals of Palliative Cancer Therapy. J of Clin Oncol 11,2, 378-81,1993 
44 Michael M, Tannock IF. Measuring health-related quality of life in clinical trials that evaluate the role 

off chemotherapy in cancer treatment. CMAJ 158, 13, 1727-34, 1998 
55 Tannock IF. Conventional cancer therapy: promise broken or promise delayed? Lancet 351, 9-16, 

1998(suppl.. II) 
66 Doyle C, Crump M, Pintilie M, Oza AM. Does palliative chemotherapy palliate? Evaluationof 

expectations,, outcomes, and costs in women receiving chemotherapy for advanced ovarian cancer. 
JCOO 19(5), 1266-74, 2001. 

77 Geels P, Eisenhauer E, Bezjak A, Zee B, Day A. Palliative effect of chemotherapy: objective tumor 
responsee is associated with symptom improvement in patients with metastatic breast cancer. JCO 
18(12),, 2395-405, 2000. 

88 Stockier MR, Osoba D, Goodwin P, Corey P, Tannock IF. Responsiveness to change in health related 
qualityy of life in a randomized clinical trial: a comparison of the Prostate Cancer Specific Quality of 
Lifee Instrument (PROSQOLI) with analogous scales from the EORTC QLQ-C30 and trial specific module. 
Europeann Organization for Research and Treatment of Cancer. JCO, 51 (2), 137-45, 1998. 

99 Thatcher N, Hopwood P, Anderson H. Improving quality of life in patients with non-small cell lung 
cancer:: research experience with gemcitabine. Eur J of Cancer, 33,Suppl 1,s8-13, 1997. 

100 Ramirez AJ, Towlson KE, Leaning MS, Richards MA, Rubens RD. Do patients with advanced breast 
cancerr benefit from chemotherapy? BJC 78, 11, 1488-94, 1998 

111 Barras JM, Sancez-Hernandez A, Navarro M, Martinez M, MendezE, PontonJLL, Esponas JA, Germa 
JR.. Compliance, satisfaction, and quality of life of patients with colorectal cancer receiving home 
chemotherapyy or outpatient treatment: a randomised controlled trial. BMJ, 322, 1-5, 2001 

122 Schiller JH, Adak S, Cella D, DeVore III RF, Johnson DH. Topotecan versus obsercatin after cisplatin 
pluss etoposide in extensive-stage Small Cell Lung Cancer: E7593 - A phase III trial of the Eastern 
Cooperativee Oncology Group. JCO, 19 (8), 2114-22, 2001 

133 Quantin X, Riviere A, Daurus JP, Oliver P, Comte-Bardonnet M, Khial F, Marcillac I, Pujol JL. Phase I-
III study of high dose epirubicine plus cisplatin in unresectable non-small-cell lung cancer: searching 
forr the maximal tolerated dose. Am J Clin One 23 (2), 192-6, 2000 

144 van Andel G, Kurth KH, Rietbroek RL, van de Velde-Muusers JA. Quality of life assessment in patients 
withh hormone-resistant prostate cancer treated with epirubicin plus medroxy progesterone acetate 
-- is it feasible? Eur Urology 38 (3), 259-64, 2000 

155 Koedoot N, Haes de JCJM. Deciding to cease active cancer treatment: issues in process and outcome. 
Progresss in Palliative Care 3, 2, 45-52, 1995 

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

177 McQuellon RP, Muss HB, Hoffman SL, Russell G, Craven B, Yellen SB. Patient preferences for treatment 
off metastatic breast cancer: a study of women with early stage breast cancer. J Clin Oncol 13, 858-
68,, 1995 

188 Degner LF, Sloan JA. Decision making during serious illness: what role do patients really want to 
play?? J Clin Epidemiol 45:941-50, 1992 

199 Llewellyn-Thomas HA, McGreal MJ, Thiel EC, Fine S, Erlichman C. Patients' willingness to enter 
clinicall trials; measuring the association with perceived benefit and preference for decision 
participation.. Soc Sc! Med 32, 35-42, 1991 



58 58 ChapterChapter 3 

200 Degner LF, Beaton Jl. Life-death decisions in health care. Washington, Hemisphere, 1987 
211 Sutherland DL, Till JE. Cancer patients: their desire for information and participation in treatment 

decisions.. J R Soc Med 82, 260-3, 1989 
222 Fowler FJ, McNaughton Collins M, Albertsen PC, Zietman A, Elliott DB, Barry MJ.Comparison of 

recommendationss by urologists and radiation oncologists for treatment of clinically localized prostate 
cancer.. JAMA 283, (24) 3217-22, 2000 

233 Sakamoto Y, Ishiguro M, Kitagawa G. Akaike Information Criterion Statistics. Reidel, Dordrecht, 
Thee Netherlands, 1986 

244 Rajagopal S, Goodman PJ, Tannock IF. Adjuvant chemotherapy for breastcancer: discordance between 
physicians'' perception of benefit and the results of clinical trials. J Clin Oncol 12, 6, 1296-304, 1994 

255 Fetting JH, Siminoff LA, Piantadosi S, Abeloff MD, Damron DJ, Sarsfield AM. Effect of patients' 
expectationss of benefit with standard breast cancer adjuvant chemotherapy on participation in a 
randomisedd clinical trial: a clinical vignette study. J Clin Oncol 8, 1476-82, 1990 

266 Tannock IF, Belanger D. Use of a physician-directed questionnaire to define a consensus about 
managementt of breast cancer: implications for assessing costs and benefits of treatment. J Natl 
Cancerr Inst Monogr, 1992, 11, 137-42 

277 Yellen SB, Cella DF. Someone to Live For: Social Well-Being, Parenthood Status, and Decision-Making 
inn Oncology. JCO 13 (5)), 1255-64, 1995 

288 Peabody JW, Luck J, Glassman P, Dresselhaus TR, Lee M. Comparison of Vignettes, Standardized 
Patientss and Chart Abstraction. JAMA 283, 13, 1715-22,2000 

299 Lind SE, DelVecchio Good MJ, Minkovitz CS, Good BJ. Oncologists vary in their willingness to 
undertakee anti-cancer therapies. Br J Cancer 64, 391-4, 1991 

300 Wennberg JE: Practice variations and the challenge to leadership. Spine 21, 1472-8, 1991 
311 O'Connor AM, Fiset V, DeGrasse C, Graham ID, Evans W, Stacey D, Laupacis A, Tugwell P. Decision 

Aidss for Patients Considering Options Affecting Cancer Outcomes: Evidence of Efficacy and Policy 
Implications.. J Natl Cancer Inst Monogr 25, 67-80, 1999 

322 Charles C, Gafni A, Whelan T. Shared decision-making in the medical encounter: what does it 
mean?? (or it takes two to tango). Soc Sci Med 44, 5, 681-92, 1997 

333 Charles C, Gafni A, Whelan T. Decision-making in the physician-patient encounter: revisiting the 
sharedd treatment decision making model. Soc Sci Med 49, 651-61, 1999 

344 Popescu RA, Norman A, Ross PJ, Parikh B, Cunningham D. Adjuvant of palliative chemotherapy for 
colorectall cancer in patients 70 years or older. J Clin Oncol 17, 2412-18, 1999 

355 Jara C, Gómez-Alderavi JL, Tirado R, Meseguer VA, Alonso C, Fernandez A. Smell-cell lung cancer in 
thee elderly. Acta Oncologica 38, 781-6, 1999 

366 Hainsworth JD, Jolivet J, Birch R, Hopkins LG, Greco FA. Mitoxantrone, 5-Fluorouracil, and high 
dosee Leucovorin (NFL) versus intravenous Cyclophosphamide, Methotraxate and 5-Fluorouracil (CMF) 
inn first line chemotherapy for patients with metastatic breast carcinoma. A randomized phase II 
trial.. Cancer 79, 740-8, 1997 

377 HickishTF, Smith IE, O'Brian MER, Ashley S, Middleton G. Clinical benefit from palliative chemotherapy 
inn non-small-cell lung cancer extends to the elderly and those with poor prognostic factors. Br J 
Cancerr 78, 28-33, 1998 

388 Wenzel LB, Fairclough DL, Brady MJ, Cella D, Garret KM, Kluhsman BC, Crane LA, Marcus AC. Age-
relatedd differences in the quality of life of breast carcinoma patients after treatment. Cancer 86, 
1768-74,, 1999 

399 Colleoni M, Mandala M, Peruzzotti G, Robertson C, Bredart A, Goldhirsch A. Depression and degree 
off acceptance of adjuvant cytotoxic drugs. The Lancet 256, 1326-7, 2000 

400 Kramer JA, Curran D, Piccart M, Haes JCJM de, Bruning P, Klijn J, Van Hoorebeeck I, Paridaens R. 
Identificationn and interpretation of clinical and quality of life prognostic factors for survival and 
responsee to treatment in first-line chemotherapy in advanced breast cancer. Eur j Cancer 36, 1498-
506,, 2000 

411 Vos de R. Clinical Decision Making in Cardiopulmonary Resuscitation. Thesis, University of Amsterdam, 
1999. . 

422 Kiebert GM, Stiggelbout AM, Kievit J, Leer J-WH, Velde van de CJH, Haes de JCJM. Choices in 
oncology:: factors that influence patients' treatment preference. Quality Life Res 3, 175-82, 1994 



PalliativePalliative chemotherapy or watchful waiting? 59 

433 Slevin ML, Stubbs L, Plant HJ, Gregory WM, Armes PJ, Downer SM. Attitudes to chemotherapy: 
comparingg views of patients with cancer with those of doctors, nurses and general public. Br Med 
JJ 300, 1458-60, 1990 

444 Charles C, Redko C, Whelan T, Gafni A, Reyno L. Doing nothing is no choice: lay construction of 
treatmentt decision-making among women with early-stage breast cancer. Soc Health & Illness 20, 
71-95,, 1998 

455 The A-M. Palliative behandeling en communicatie (Palliative treatment and communication). Bohn 
Stafleuu Van Loghum, 1999. 

466 Silvestri G, Pritchard R, Welch HG. Preferences for chemotherapy in patients with advanced non-
smalll cell lung cancer: descriptive study based on scripted interviews. BMJ 317, 771-5, 1998 

477 Molenaar S, Sprangers MA, Postma-Schuit FC, Rutgers EJ, Noorlander J, Hendriks J, de Haes HC. 
Feasibilityy and effects of decision aids. Med Decis Making 20 (1) 112-27, 2000 

488 Barry MJ, Fowler FJ, Mulley AG, Henderson JV, Wennberg JE. Patient reactions to a program designed 
too facilitate patient participation in treatment decisions for benign prostatic hyperplasia. Med Care 
8,, 771-82, 1995 





C h a p t e r r 

Palliativee chemotherapy or watchful waiting? 
AA prospective study explaining patients' 

treatmentt preference and choice. 

CGG Koedoot, RJ de Haan, AM Stiggelbout, PFM Stalmeier, 
AA de Graeff, PJM Bakker, JCJM de Haes 

Submitted d 



62 62 ChapterChapter 4 

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. 
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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 



72 72 ChapterChapter 4 

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 



PalliativePalliative chemotherapy or watchful ivaiting? 73 73 

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, 



74 74 ChapterChapter 4 

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 





C h a p t e r r 

Thee content and amount of information given 
byy medical oncologists when telling patients 
withh advanced cancer what their treatment 

optionss are: palliative chemotherapy and 
watchfull waiting 

CGG Koedoot, FJ Oort, RJ de Haan, PJM Bakker, 
AdeGraeff,, JCJMde Haes 

submitted submitted 



78 78 ChapterChapter 5 

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 
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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. 

-.104 4 
-.158 8 

-.065 5 
.041 1 

-.111 1 
-.596 6 

-.147 7 
-.087 7 
-.043 3 

.722 2 

.205 5 

.592 2 

.760 0 

.356 6 

.011 1 

.211 1 

.475 5 

.733 3 

.097 7 

.110 0 

.087 7 

.098 8 

.092 2 

.017 7 

.070 0 

.096 6 

.100 0 

.088 8 

.130 0 

.098 8 

.167 7 

.197 7 

.140 0 

.384 4 

.193 3 

.126 6 

.129 9 

.133 3 
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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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Abstract t 
Patientt centered palliative cancer care would imply, first, the introduction of psychosocial 

endpointss when evaluating treatment and making decisions. Second, patient control would 

havee to be enhanced by information giving and increased decision involvement. 

Wee have indicated that paradoxes exist when a patient centered approach is advocated 

inn the context of palliative cancer care. So-called patient oriented outcomes, like quality of 

life,, once introduced seem to be disregarded by many patients themselves and survival is 

givenn a more important weight. Likewise, physicians seem to be inclined to treat patients 

aggressivelyy for little benefit rather than providing supportive care. Both parties seem to 

preferr to do something actively to maintain a semblance of control over the disease 

process.. Giving treatment, even if aggressive, is a way to avoid the confrontation with the 

littlee efficacy that the physician has to offer to incurable cancer patients. 

Thiss mechanism is reflected, it seems, in the content of conversations in palliative care. 

Patientt centered care would imply that patient control and autonomy are enhanced. 

However,, again paradoxically, many patients seem to want to avoid information and 

leavee the decisions to be made by their doctors. Physicians, then, follow such wishes 

whilee paying more attention to aggressive therapy than to the notion of watchful waiting. 

Thiss may help to avoid the painful confrontation with bad news. 

Dilemmass then remain. Patients wishing to maintain hope and avoid emotional impact 

off a full understanding of their prognosis may rather not be informed brusquely about 

prognosiss or the aims of supportive therapy and forced to make an informed decision. 

However,, by giving more aggressive, maybe even futile, treatment, and withholding 

supportivee care patients may receive less than 'quality end-of-life care'. Therefore, 

informationn about less intrusive strategies should still be given in a cautious manner, 

whilee regarding the patient's defenses respectfully. 
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Introduction n 
Inn the palliative treatment of cancer patients, the quality of decision making is of great 

importance.. When intrusive therapies, like chemotherapy or even bone marrow transplantation, 

aree offered to patients, trade-offs are at stake. Uncertain or absent gains in terms of survival 

outcomess and quality of life have to be weighed against the side effects of such symptom 

provokingg treatment regimens. 

Thee science of medical decision making has traditionally assumed that good choices are 

madee on a rational basis1. In decision models, alternative treatment options and the relevant 

outcomess are defined, the prevalence thereof established and a value assigned to these outcomes. 

Thus,, the optimal selection of behavioral interventions can be selected. It was later suggested 

thatt the process of reaching such rational decisions is served by following the principles of 

sharedd decision making2. Shared decision making implies, first, information giving: i.e. the patient 

andd the physician communicate in such manner that the available treatment options and their 

outcomess are made explicit and are understood by the patient. Secondly, there is deliberation. 

Thee values attached to the outcomes of the options proposed and the evolving treatment 

preferencess are being explored. Both parties contribute to such discussion. Thus, the input in 

thee decision making of the patient as well as the doctor is assured. Thirdly, the physician and 

thee patient jointly make a 'shared' decision based on the information and the preferences they 

communicatedd about. By paying attention to the communicative process rather than the 

outcomess of the decision alone, the frame of reference in thinking about decision making has 

becomee more complex but also more realistically embedded in clinical practice. 

Bensing33 has proposed a model for patient centered medicine in which both dimensions of 

decisionn making are covered. The first, relating to content, involves the outcomes to be 

consideredd important. The second, implies the division of control in the process of reaching a 

decision.. Thus, she was trying to bridge the gap between evidence based medicine and 

patientt centered medicine. In the present paper we address both dimensions of the patient 

centeredd model and illustrate that dilemmas exist with regard to those when applied to 

decisionn making in palliative cancer treatment: in the valuation of the outcomes as well as in 

thee process of decision making, paradoxes arise if the patient centered model is adhered to. 

Thee dimension of content: outcomes in palliative cancer 
treatmentt and the valuation thereof 

Inn clinical trials directed at palliative treatment, survival time, response rates, time to progression 

andd toxicity have been traditionally the endpoints, or outcomes, of choice. Toxicity served as 

aa limiting factor rather than an issue to be weighed against tumor related outcomes. 
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Unacceptablee levels thereof have restrained the possibility of providing treatment as such or 

havee limited the dose to be given. Bensing3 suggested when presenting her model that a 

moree patient centered approach would imply including bio-psychosocial outcomes such as 

qualityy of life rather than biomedical ones alone. 

Numerouss authors have indeed made a plea for the assessment of quality of life to substantiate 

decisionn making in palliative chemotherapy treatment more recently4-5. Palliative chemotherapy 

stilll has limited efficacy in terms of tumor shrinkage6. And, even if so, this does not necessarily 

implyy a benefit for the patient. Therefore, quality of life, or, the physical, emotional or social 

outcomess of therapy in the disease situation given, should be a major endpoint4. 

Studiess into the quality of life of patients being treated with palliative chemotherapy have 

noww been reported. Interestingly, in studies forthcoming results have been mixed7. In some 

palliativee chemotherapy appeared to enhance the patients' quality of life8'9. Ramirez and 

colleagues100 however, reported that after palliative chemotherapy only 26% of breast cancer 

patientss felt better. Other studies, moreover, reported no improvement or even deterioration in 

qualityy of life as an effect of palliative chemotherapy11-12. Thus, decision making is complex. 

Physicianss have a dilemma when proposing palliative chemotherapy and patients when 

consideringg undergoing such treatment as survival gain is limited or absent and quality of life 

effectss are uncertain. Still, such treatment is offered to many patients and accepted by them 

mostt often6. Paradoxically, patient centered outcomes, such as quality of life, seem to be valued 

ass being less important than anticipated by patients and physicians alike. 

Thee patient's perspective 
Patientss were found to attach high utilities to cancer treatment in general13. In other words, 

theyy would choose to undergo such treatment even if their chances of survival gain are little 

improved.. In their classical study, Slevin and colleagues14 made this more explicit. The authors 

reportedd that 53% of cancer patients were willing to contemplate aggressive chemotherapy 

iff chances of cure were improved by as little as 1%. They seem to weigh survival outcomes 

heavily.. These results were later confirmed. Cancer patients were found to accept therapy for 

1 %% increase in likelihood of cure15. In fact, the argument can be taken even further. We 

foundd that almost 40% of breast cancer patients undergoing chemotherapy would be willing to 

acceptt chemotherapy if it had no clinical benefit at all, with zero gain in survival chances16. Similarly, 

Paldaa and colleagues17 had found earlier that patients were willing to accept post-operative 

radiotherapyy in the face of no benefit. These results are contrary not only to the notion of rational 

decisionn making but also to the suggestion that quality of life outcomes are of great importance. 

Activee treatment as such seems to be valued. Charles and colleagues18-p#86 suggest that in early 

breastt cancer patients: 'Interventionist as opposed to watchful waiting strategies provided 
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womenn with a sense of control over a disease which they saw as dangerous, frightening, 

unexpected,, invasive, mysterious. (...) Taking action, doing something as opposed to doing 

nothing,, may have been one of the few ways that the women could both feel and assert a 

sensee of control over their illness.' 

Thesee studies do not refer to palliative treatment but it seems likely that results can be 

generalizedd to that setting. McQuellon and colleagues19 found 18-24% of patients were willing 

too undergo palliative chemotherapy for 1 month and 44-62% for a 6 months survival gain. 

Inn qualitative pilot work we undertook earlier, 29 patients having actually to decide whether 

orr not to undergo chemotherapy were interviewed just after the decision had been made, 

andd at the end of the treatment process20'21. Most took the decision quite unequivocally. 

Theyy decided, without seemingly having any doubts, they did want to have chemotherapy. In 

fact,, they said there was no alternative; they felt '... with their back up against the wall.' As 

inn Charles'18 study among early stages of disease, they felt that 'doing nothing was no choice': 

'...'... and then only chemotherapy was left and then you don't have a choice, if you want to 

livelive you must try chemotherapy.' When asked about their considerations, patients would 

mainlyy relate to, indeed, wanting to live, or gaining survival time even if this was not realistic. 

Somee even stated they would want to have whatever treatment would be offered. Patients 

alsoo mentioned anticipated regret: 'If things would get worse, I might say: I should have 

takentaken treatment then.' 

Ass suggested earlier by Levine and colleagues22 treatment as such can provide patients with a 

sensee that they are doing something actively to deal with their disease and, thus, with a sense of 

controll over their life. In other words, based on these data we could conclude that many patients 

seemm to have difficulty considering 'no treatment' or symptom management as a feasible option 

ass compared to treatment directed at reducing tumor growth even though little or not effective. 

Qualityy of life outcomes are seemingly of little importance in the choice to be made. 

Interestingly,, those few patients who refused chemotherapy seemed to make more often 

ann explicit trade-off as expected according to the principles of rational decision making: 7 

preferprefer to live shorter but with a better quality of life.' 

Thee physician's perspective 

InIn physicians a comparable mechanism may take place. In Slevin's study14 10% of oncologists 

saidd they would opt for intensive chemotherapy themselves if survival gain was as low as 

threee months. They were less accepting than the patients were, though. In a more recent 

Norwegiann study, medical oncologists were actually more willing to accept aggressive 

chemotherapyy in a palliative setting as compared to surgeons, nurses, and patients23. The 

oncologistss would consider a minimal benefit of six months (^median) acceptable to make 
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palliativee chemotherapy worthwhile. In our vignette study7 oncologists were asked whether 

theyy would prefer palliative chemotherapy over watchful waiting for their patients. When the 

patients'' physical condition was low, toxicity was mild and more future complaints were 

expectedd they were indeed more likely to prefer chemotherapy. An improved survival gain of 

threee rather than zero months was associated with a preference for palliative chemotherapy. 

Likewise,, if tumor response was 50% rather than 25% oncologists would be more willing to 

proposee chemotherapy. If chance of tumor response would be 15%, they said they preferred 

watchfull waiting over chemotherapy. In other words, it seems as though medical outcomes 

ass well as quality of life factors play a role in decision making regarding palliative chemotherapy. 

However,, in all studies a substantial number of clinicians seem to be willing to undertake 

palliativee chemotherapy at low tumor related benefit. 

Thee question is what values or attitudes are at stake. In our qualitative study mentioned 

earlier2021,, four medical oncologist were interviewed in a more in depth manner to investigate 

theirr considerations when proposing palliative chemotherapy in actual clinical practice. Often 

survivall gain is not expected. Still, when proposing palliative chemotherapy they also seem to 

considerr this '... the only choice.' They relate to reduction of pain as a result of possibly 

reducedd metastases and postponing tumor progression. Especially in cases where a positive 

influencee of chemotherapy was doubtful, the oncologists state that 'doing something', i.e. 

offeringg chemotherapy, was easier than 'doing nothing': proposing to provide supportive 

care.. One of the oncologists would say: 'Giving chemotherapy, rather than watchful waiting, 

isis what I have been educated to do; that's what I have to sell in my shop.' 

Inn a survey held among 33 medical oncologists from different European countries involved 

inn a randomized clinical trial comparing different chemotherapy regimens in advanced breast 

cancer,, we investigated what they found relevant outcomes in their treatment of advance 

breastt cancer patients (results not published). Given the notion that quality of life is supposed 

too be the major outcome in palliative chemotherapy, we asked what outcomes they considered 

importantt to advance that quality of life. As shown in Table 1, treatment of symptoms is 

consideredd the most important consideration and side effects of treatment, postponing 

progressionn and the patients' response are rather important to almost all medical oncologists. 

Interestingly,, 97% also found that the fact that they could offer treatment as such was at 

leastt of some importance for the quality of life of their patients. 

Thesee results seem to indicate that, paradoxically, chemotherapy is given without much 

evidencee for survival gain. Oncologists may expect that some medical outcomes are affected 

andd that treating patients with palliative chemotherapy can substantiate their quality of life. 

Itt is likely that, as suggested by Levine22 for patients, active treatment can provide clinicians 

withh a sense of control by doing something actively to deal with the patient's disease. The 
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Tablee 1 Importance ratings of breast cancer specialists regarding advanced breast cancer treatment 
(N=33) ) 

nott a bit rather of great 
importantt % important % important % importance % 

Forr the quality of life of my advanced 
breastt cancer patients I consider 

-- side effects of treatment 
-- postponing progression 
-- treatment of symptoms 
-- the fact that I can still offer treatment 
-- patient responding to treatment 

3 3 
--
--

47 7 
3 3 

63 3 
45 5 
19 9 
44 4 
41 1 

34 4 
55 5 
81 1 
6 6 
56 6 

consequencess seem twofold. First, treatment may be futile and given with little efficacy but 

importantt side effects. Second, the option of watchful waiting or, providing supportive care, 

iss given less attention than may be warranted. 

Thee control dimension: the role of patient and physician 
Inn earlier days, the physician made a decision on what should be regarded the optimal choice 

givenn the patient's condition and the available treatment options. He or she would interpret 

thee evidence and weigh the outcomes of alternative choices. As described above, in the 

patientt centered model described by Bensing3, control is given to the patient more explicitly. 

Itt is the patients' right to decide what will be done or not done in terms of diagnostic or 

therapeuticc interventions. Such rights have now been laid down in legal regulations: informed 

consentt requirements do not only apply to information provision in the context of clinical 

trialss but also to daily clinical practice. The model of shared decision making referred to above 

iss becoming the gold standard2. Again, however, paradoxes are involved if we apply this 

modell to decision making in palliative cancer care. 

Thee patient's perspective 

Degnerr and colleagues24'25 studied the role cancer patients would like to play in decision 

makingg regarding treatment. In their earlier study they found that of cancer patients over 

50%% preferred a passive role in the decision making process: these would like their doctor to 

makee the final decision about treatment. Moreover, cancer patients were less likely to want 

too be actively involved in decision making than a sample from the general population. The 

authorss found that in a matched control sample from the general population over half preferred 

ann active role and less than 20% preferred a passive role24. In a later study among early 
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breastt cancer patients they found 22% wanted to select their own medical treatment, 44% 

wantedd to select their treatment collaboratively with their physician and 34% wanted their 

physicianss to make treatment decisions on their behalf25. The authors compared different 

backgroundd characteristics and found a trend in women with an earlier stage of the disease 

too want a more active role in decision making25. In an Australian study, likewise, it was found 

thatt patients whose condition had worsened wanted progressively less involvement in decision 

making26.. It seems, in other words, that many cancer patients want to have less control than 

suggestedd in the patient centered model. Also, it seems as though this is more evident for 

thosee patients who are more seriously ill. 

Whyy would it be advantageous for patients to leave a decision with their physician? Patients 

mayy have good reasons for not wanting to have control and this may be true especially for 

patientss with a non-curable disease. First, while leaving the decision with the clinician, the 

patientt can avoid information. This might be preferable as information may confront the 

patientt with the probability of negative outcomes. The future may possibly be anxiety provoking 

andd denial may help to cope with such fear. Leydon and colleagues27 speak of reducing fear 

andd thus preserving hope by avoiding additional information and limiting searching for it. 

Interestingly,, Kaplowitz and colleagues28 did indeed find that not only cancer patients in a 

moree advanced disease stage, but also those reporting more need to avoid thinking about 

deathh and having more fear of cancer, desired less information about prognosis. Especially in 

thee most advanced disease stages, patients may thus create a facade of hopefulness to 

managee their fears associated with the potential of negative outcomes. 

Second,, patients may have difficulty understanding or overseeing information and the 

consequencess thereof. Additional information, especially if not well understood, may be 

confusingg and as such provoke uncertainty. In Leydon's study27, some patients felt they 

lackedd the intellect or education needed. To be 'a good patient' they were concerned about 

beingg too inquisitive and thus distorting the relationship with their doctor. As a result, they 

ratherr had faith in their doctor than ask for information they might not grasp. 

Third,, making a decision makes one responsible for its outcomes. We have mentioned 

anticipatedd regret earlier. It is the mechanism by which people do something to prevent 

responsibilityy for missing positive outcomes that might occur as a result of not doing it, even 

whenn the chances of such outcomes are very small. Conversely, if the outcomes of a decision 

aree possibly negative, such responsibility can threaten the patients' self esteem. By not knowing 

possiblee negative future events resulting from a decision, responsibility for those can be 

deniedd and disappointment prevented. Thus, by avoiding information and relying on the 

physiciann to make decisions, one would avoid feeling guilty or sorry for the consequences 

thereoff in case these would turn out to be of an unwanted nature. 
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Thee physician's perspective 

Whateverr the wish of patients with advanced cancer to be informed, they seem to prefer 

theirr physician to be the major source thereof29. Doctors, however, need not be the perfect 

mediumm to convey such information. They were, for example, found to be reluctant to give 

quantitativee information about prognosis, i.e., to tell their patients how long they will survive28. 

Inn their interesting study, Lamont and Christakis30 showed that physicians, when asked by 

thee patient, did not want to provide any information at all on prognosis in 2 1 % of the cases. 

Frankk information would be given to 37% of their patients only. Also, they found that if 

informationn was given, it was likely to be optimistic: the actual survival of patients in the 

studyy was a median of 26 days, the prognosis formulated by the physicians 75 days and the 

prognosiss communicated to patients, if given, was 90 days. Interestingly, patients with a 

worsee prognosis were more likely to receive optimistic information. 

InIn our own qualitative work mentioned earlier, we audio taped the consultation in which 

thee decision was made to have or not have palliative chemotherapy20 '21. Transcripts made it 

clearr that the oncologists informed their patients quite extensively about palliative 

chemotherapy:: its mechanisms and side effects as well as the procedure to be followed were 

explainedd at length20-21. However, the alternative option, watchful waiting or supportive 

care,, was given very little attention. The option was indeed mentioned, but only one sentence 

wass usually devoted to it in consultations that took about 45 minutes on average. In other 

words,, the nature and consequences of that option were not explained to the patient. The 

oncologistt would, moreover, suggest that the alternative was 'no treatment': Yes, you have 

twotwo choices: doing nothing or chemotherapy,' Not only the lack of explanation but also the 

negativee connotation given to this alternative is therefore striking. 

Doctorss have practical problems with informing patients according to the formal informed 

consentt requirements, i.e. giving full details about treatment options and their consequence 31. 

Theyy often find such process time consuming and difficult to pursue in daily clinical practice. 

However,, it seems as though other mechanisms are also at stake. First, as described, oncologists 

seemm to want to be optimistic, especially with patients having a worse prognosis30. Second, 

thee fact that they rather seem to give active treatment than elaborate on the option of 

watchfull waiting is reflected in their conversation with the patient: by giving it little attention 

suchh treatment is less likely to be chosen. 

Thee patients' wish was said to be an important reason to offer palliative chemotherapy in 

ourr qualitative study as well as in the vignette study among oncologists7. Rubens32 suggested 

thatt this seemingly patient centered approach could in fact be related to the fear of 

communicatingg bad news: 'There can be persuasive demands from patients and their families 

forr treatment. But why should demands exist for treatments that are destined to be ineffective 
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andd how much is a patient's wish influenced by what doctors lead them to believe might be 

achievedd by treatment? Perhaps giving treatment is sometimes used as a way of avoiding 

givingg unwelcome news. Even if well intended, such an approach may unduly burden a patient 

att a time when they could be better off by coming to terms with their fate and spending time 

withh their loved ones at home assisted by purely symptomatic treatment.' 

AA 'coalition of hope', dilemmas involved 
Wee have indicated that paradoxes exist when a patient centered approach is advocated in 

thee context of palliative cancer care. First, so-called patient oriented outcomes, like quality of 

life,, once introduced seem to be disregarded by many patients themselves. Survival is given a 

moree important weight. Likewise, physicians seem to be inclined to treat patients aggressively 

forr little benefit rather than providing supportive care. Offering therapy as such is said to be 

off importance in the treatment of advanced disease patients. Both parties seem to prefer to 

doo something actively as to maintain a semblance of control over the disease process. Giving 

treatment,, even if aggressive, is a way to avoid the confrontation with the little efficacy that 

thee physician has to offer to incurable cancer patients. 

Second,, this mechanism is reflected, it seems, in the content of consultations regarding 

palliativee care. Patient centered care would imply that patient control and autonomy are 

enhancedd and informed choices made. However, again paradoxically, many patients seem to 

wantt to avoid information and leave the decisions to be made by their doctors. Physicians, 

then,, follow such wishes while paying more attention to aggressive therapy than to the 

notionn of watchful waiting. Maybe, as suggested32, this helps them to avoid the painful 

confrontationn with bad news. 

Thus,, patients and physicians seem to be bound in a coalition. The ultimate paradox is that 

survivall is given priority and alternatives not mentioned for quality of life reasons: to avoid 

anxiety.. Patients and physicians seem to be bound in a coalition. Based on a qualitative study 

donee in a Dutch cancer hospital, De Swaan33 called the coalition between the oncologist and 

cancerr patients 'a system of hope'. Treatment, he suggests, is the answer to the disease but 

alsoo to fears. Treatment then has a dual function: not only to gain survival but also to reassure 

thee patient as well as the doctor, to allay anxiety. As long as treatment lasts and new treatments 

cann be proposed, even though little or not efficacious in terms of survival, fears may be 

controlled. . 

Deathh anxiety, Yalom34 states in his book on existential psychotherapy, is ubiquitous and of 

suchh magnitude that a considerable portion of our life energy is consumed in the denial of 

death.. Fear of death is, thus, present throughout life. If we were constantly conscious of such 
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fear,, however, we would not be able to function normally. Psychological defenses are needed 

too protect oneself from such anxiety. Avoidance is one of those. The use of such mechanisms, 

thee way of coping with life, is learned in the course of a person's development. Defenses are 

evenn instrumental in shaping character structure. If important, they may therefore have to be 

respected. . 

Dilemmass then remain. Does this imply that patients wishing to maintain hope and avoid 

thee emotional impact of a full understanding of their prognosis should not be informed 

aboutt such prognosis and about less aggressive therapy? As Rubens suggested32, by giving 

aggressive,, maybe even futile therapies, and withholding symptomatic treatment, patients 

mayy receive less than 'quality end-of-life care'35. Such care would involve: adequate pain and 

symptomm management, avoiding inappropriate prolongation of dying, achieving a sense of 

controll on a different level, relief of burden and strengthening the relations with loved ones 35. 

Inn good quality palliative care the patients' need to avoid death anxiety might well decrease 

eventually.. Thus, they would gain more room to come to terms with the emotions involved in 

thee process to be lived through. As a result, patients themselves as well as those near to them 

mightt have a more peaceful end of life. 

InIn the same time, Costantini and colleagues36 seem to be wise when suggesting that 'the 

rightt avenue in communicating prognoses to patients is not always through direct patient 

physiciann discussion.' When discussing treatment options, the patients' desire for information 

andd their wish to assume responsibility for decision making should be explored37. Information 

aboutt less intrusive strategies should be given in a cautious manner, while respecting the 

patient'ss defenses. Individualized attention, taking avoidance into account, should be strived 

for.. Doing justice, at the same time, to the evidence base of clinical medicine is not an easy 

task.. This is even more so when palliative care is at stake and both doctors and patients may 

ratherr wish to avoid their fears. Good communication in medicine remains an art. 
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Abstract t 
Thee importance of patient involvement in medical decision making is indisputable. Yet, 

decisionn making concerning medical treatment options is a difficult task for most patients. 

Inn order to study decision-making processes in health care, O'Connor developed the 

decisionall conflict scale (DCS). The DCS assesses the level of 'decisional conflict' that 

patientss experience while making health care decisions, and encompasses the following 

threee subscales: (1) uncertainty about choosing among alternatives; (2) factors contributing 

too uncertainty; (3) perceived effectiveness of the decision. The aim of the present study is 

too investigate the reliability and validity of the Dutch version of the DCS. A written version 

off the DCS was administered in two samples of Dutch cancer patients. One sample consisted 

off cancer patients faced with the decision whether or not to undergo palliative 

chemotherapyy (A/=29). The other sample included women with early stage breast cancer 

whoo had to choose between mastectomy or lumpectomy followed by radiation therapy 

(/V=141).. The response rates were 76% and 9 1 % , respectively. The reliability coefficients 

off the three subscales were 0.52, 0.80, 0.84, and 0.74, 0.83, 0.83 in the two samples, 

respectively.. Construct validity was partly supported. Criterion validity was substantiated. 

Inn evaluating the factorial validity, it was found that the original three-factor model had to 

bee rejected (x2(87)=293, root mean square error of approximation (RMSEA)=0.137). A 

subsequentt exploratory factor analysis suggested an alternative four-factor model. The 

psychometricc properties of the DCS were partly confirmed in Dutch cancer patients. 

Improvedd 'wording' of certain items, e.g. to avoid double negatives, could further increase 

thee factorial validity of the DCS. Then, this scale may be a valuable tool for studies that 

addresss the quality of medical decision making. 
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Introduction n 
Thee ethical principle of self-determination is not disputable in modern western cultures. 

However,, in health care, self-determination is less evident. When a serious or terminal disease 

iss involved, patients are not always able, or desire to be involved in decision-making processes1. 

Clearly,, decision making is a complex, difficult task for many patients. Therefore, studies that 

examinee the decision-making processes are needed. Such studies may, for example, focus on 

thee amount and kind of information and support that are beneficial to patients. Moreover, 

theyy may investigate the degree and types of difficulty patients have with a range of medical 

decisions,, for example in the context of life-threatening diseases1'2. 

Thee decisional conflict scale (DCS), developed by O'Connor3, is a questionnaire designed 

forr use in studies of decision-making processes. This instrument measures the level of decisional 

conflictt that patients experience while making health care decisions. O'Connor3 defines 

decisionall conflict as a state of uncertainty about the course of action to be taken. This may 

occurr especially when a choice has to be made involving risks or uncertainty and when 

significantt potential gains and losses are involved. Additionally, decisional conflict is at stake 

whenn value trade-offs in selecting a course of action need to be made and patients may 

experiencee anticipated regret concerning the possibility of positive results of rejected or 

foregonee options. Expressions of decisional conflict include verbalisation of uncertainty, 

vacillationn between choices, delayed decision making, and questioning personal values and 

beliefss while attempting to make decisions. The DCS is theoretically based on these expressions 

off decisional conflict. 

Thee DCS encompasses 16 items, each using a five-point Likert type response format 

(completelyy agree, agree, neither agree nor disagree, disagree, completely disagree). These 

itemss are combined to form three subscales. The first subscale 'Uncertainty' contains three 

itemss and refers to the level of uncertainty a patient perceives concerning a certain healthcare 

decisionn (e.g. 'This decision is hard for me to make'). The second subscale 'Factors contributing' 

iss composed of nine items (e.g. 'I need more advice and information about the choices'). This 

subscalee measures the extent to which certain factors contribute to decision uncertainty, 

suchh as lack of information about alternative treatments, unclear values, and emotional distress. 

Thee third subscale 'Effective decision making' consists of three items (e.g. 'I am satisfied with 

myy decision'). This scale measures the extent to which a patient perceives the decision as 

effective,, in that it was based on information, consistent with personal values, and implemented 

onn these values. 

Thee DCS was validated in several patient populations in Canada1. It was administered in 

patients'' making decisions regarding immunisation, breast cancer screening, hormone 

replacementt therapy, and treatment for schizophrenia. The internal consistency coefficients 
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off the three subscales ranged from 0.78 to 0.89, the test-retest reliability indices exceeded 

0.80.. The validity of the DCS was investigated by contrasting groups analysis: respondents 

whoo had made a decision about, e.g. breast cancer screening or immunisation and were 

comparedd with respondents who had delayed these decisions. In both studies, the DCS 

discriminatedd significantly (pO.001) between those who had strong intentions to either accept 

orr decline breast cancer screening or the influenza vaccine and those whose intentions were 

uncertain.. O'Connor3 suggested that further evaluation of the DCS is necessary, especially in 

otherr populations and in patients confronted with more difficult decisions. 

Ass cancer patients are frequently confronted with difficult treatment decisions, the DCS 

mightt be especially helpful in cancer care. In cancer, for example decisions commonly involve 

uncertaintyy regarding trade-offs between survival gain, alleviation or postponement of 

symptoms,, and/or cancer recurrence. Faced with such difficult decisions, the majority of 

patientss prefer to turn to their physician for guidance4. Degner and Sloan2 found that 44% of 

womenn with breast cancer wanted to select their treatment collaboratively with their physician, 

andd 34% preferred that the physician made the decision for them. In another study, it was 

foundd that cancer patients are less willing to participate in medical decision making than 

memberss of the general public2. Because of the complexity of medical decision making in 

cancerr care, finding a reliable and valid instrument to evaluate the effectiveness of the decision-

makingg process is vital. In the present study, we developed a Dutch version of the DCS. 

Subsequently,, we examined the instrument's internal consistency, construct validity, criterion 

validity,, and factorial validity in two samples of cancer patients, each facing a different, 

difficultt decision. 

Method d 
Developmentt of the Dutch version of the DCS 
Thee original DCS was translated into Dutch, using the 'forward-backward' translation method 5 6 . 

Eachh one of the two native Dutch-speaking persons with extensive knowledge of the English 

languagee translated the questionnaire into Dutch. The resulting Dutch versions were judged 

byy three individuals and compiled into one version on the basis of consensus. This latter 

versionn was back-translated into English by one native English-speaking person and one native 

Dutch-speakingg person, both being professional translators. Once more, differences were 

discussedd within the forum of the same three individuals until consensus was achieved. The 

wordingg of the items was then adapted to the particular decision our patients faced as 

recommendedd by O'Connor1. 
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Sampless and procedure 

Samplee I consisted of consecutive patients with incurable metastatic cancer (breast, prostate, 

gastro-intestinal,, head and neck, ovarian, or osteosarcoma) who had to decide whether or 

nott to start palliative chemotherapy. These patients were invited by three medical oncologists 

fromm three different academic hospitals to enter a qualitative study, investigating decision 

making.. The study was approved by the medical ethical committee. A total of 43 patients 

weree eligible for the study, of whom 38 were recruited. Among the five patients that were 

nott invited, one lived in a foreign country, one could not be reached by telephone. Three 

patientss were considered psychologically unfit for the study by their physicians. Of the remaining 

388 patients, 29 (76%) agreed to participate. Reasons for non-participation were: feeling 

overburdenedd (A/=4), spouses who could not cope with the situation (A/=1), death (A/=1), 

receivingg treatment in another hospital (A/=1), alternative (dietary) treatment (A/=1) and 

objectionn to tape-recording the interview (A/=1). After having given informed consent, the 

patientss were approached by the researcher for a face-to-face interview. This interview was s 

scheduledd within 2 weeks after the decision whether or not to start palliative chemotherapy 

wass made. In-depth questions about the decision-making process were part of the interview. 

Patients'' level of decisional conflict was assessed with the Dutch DCS. The DCS was thus 

administeredd retrospectively, namely within 2 weeks after the decision to either undergo or 

nott to undergo chemotherapy was made. 

Thee second sample (Sample II) consisted of women diagnosed with early stage breast 

cancerr (stage l/ll) who were given the opportunity to choose between mastectomy or 

lumpectomyy followed by radiotherapy. The study was approved by the medical ethical 

committee.. Consecutive patients (A/=1 55) from three hospitals were asked by their surgeons 

too take part in the study, shortly after diagnosis. Eight women refused to participate. The 

reasonss patients gave for non-participation included: (1) "I feel too overwhelmed to participate 

inn this study"; (2) "I don't want to think about treatment options"; (3) "I am not a good 

candidatee for this study, as I already know which treatment I prefer"; (d) "Since I am a nurse, 

II am not in need of information and discussions about my treatment options". The patients 

weree sent a written questionnaire after the surgeon had explained the two available treatment 

options.. The first two subscales of the DCS were included in this questionnaire. Moreover, 

thee patients were asked to provide a treatment preference and to express how certain they 

feltt about this preference (see Appendi x A) . The questionnaire was returned by mail to the 

researchh team before patients' admission to the hospital and before the final decision about 

thee type of treatment was made. Six patients did not return a completed questionnaire. Thus, 

thee sample consisted of 141 complete cases (91%). 

Inn this study, the third subscale of the DCS, 'Effective decision making' was administered 3 
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monthss after surgery as it evaluates the decision-making process which by that time was 

finalised.. One item of this subscale, i.e. 'I expect to stick to my decision', was deleted as it 

wass irrelevant because women who choose mastectomy are making an irreversible decision. 

Thee demographic characteristics of the patients in both samples are presented in Table 1. 

Tablee 1: Demographic and patient characteristics 

Samplee I, n=29 Sample II, n=141 
Incurablee cancer patients Breast cancer patients 

Gender r 
Male e 
Female e 

Livingg status 
Alone e 
Togetherr with partner 
Other r 

Agee (mean) 

Education n 
Primaryy school 
Highh school 
College e 
University y 

Typee of cancer 
Head/neck k 
Breast t 
Prostate e 
Gastro-intestinal l 
Others* * 

N N 

13 3 
16 6 

4 4 
25 5 
12 2 
M= = 
s.d d 

8 8 
11 1 
5 5 
5 5 

7 7 
9 9 
4 4 
7 7 
2 2 

% % 

45 5 
55 5 

14 4 
86 6 

9 9 
57.9 9 
12.6 6 

28 8 
38 8 
17 7 
17 7 

24 4 
31 1 
14 4 
24 4 

7 7 

N N 

--
141 1 

36 6 
93 3 

MM = 

% % 

100 100 

25 5 
66 6 

55.3 3 
s.d.11.4 4 

15 5 
74 4 
29 9 
23 3 

--
141 1 

--
--
--

11 1 
53 3 
20 0 
16 6 

--
100 0 

'others:: melanoma, sarcoma, and gyneacological cancer 

Analysis s 
InternalInternal consistency 

Reliabilityy of the three subscales was investigated separately in the two samples as well as in 

thee two samples together. For reliability estimation, the internal consistency approach was 

usedd (Cronbach's or)7. According to Nunnally and Bernstein8, the reliability score should exceed 

0.700 for use at group level. 

ConstructConstruct validity 

Constructt validity of the DCS was evaluated by examining the pattern of correlations among 

subscales.. O'Connor formulated hypotheses about relationships among the three scales. Scores 

onn the 'Uncertainty' and the 'Factors contributing' scales are expected to be positively and 
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substantiallyy (r>0.40) correlated; whereas the score on 'Effective decision making' is expected 

too be higher also, indicating less effective in such case. 

CriterionCriterion validity 

Criterionn validity of the DCS was investigated by known-group comparisons9'10. The two 

sampless were divided into two mutually exclusive groups: a group of patients who were 

certainn about their decision and a group of patients who were uncertain. 

Inn Sample I, open-ended questions had been asked to assess the process of patients' decision 

makingg concerning starting or forgoing palliative chemotherapy. All interviews were audiotaped 

andd transcribed. A coding system was developed to analyse these qualitative data. Deciding 

too which group - certain or uncertain - a patient should be assigned was based on the judgement 

off the interviewers. If the interviewers disagreed, the categorisation of the patients was 

discussedd until consensus was achieved. Inter-rater reliability could therefore not be calculated. 

Thee assignment was further checked by post-hoc selection of statements, referring to either 

certaintyy or uncertainty, from the in-depth interviews. Among the patients who were assigned 

too the uncertain group, we found statements as, e.g. 'I wanted to think about it', 'I would 

nott have chosen chemotherapy for myself, but my son made me choose the therapy', 'Because 

off what I had heard from others and because of my own experience, I did not want to start 

chemotherapyy but my grandson ...'. Among the patients assigned to the 'certain' group, 

suchh phrases were not expressed. On the contrary, most of them felt that they '... did not 

havee a choice' or said 'If I wanted to stay alive, I had to choose chemotherapy', etc. One 

womann who was certain about forgoing chemotherapy said, 'I feel good now, I do not want 

too get sick and miserable'. The 'uncertain' group consisted of eight patients, the 'certain' 

groupp of 21 patients. 

Inn Sample II, patients were asked, before they made a final decision, to express their 

treatmentt preference and how certain they felt about their preferred treatment choice. The 

patientss in this sample were divided into a group of women who indicated to be certain 

(A/=82)) and a group of women who expressed uncertainty (A/=55). Four patients said that it 

didd not matter to them which of the two treatments would be carried out. These patients 

weree left out of the current analyses. 

Itt was expected that patients who were certain about their decision would experience less 

decisionall conflict than patients who felt uncertain about the decision. Independent f-tests 

weree employed to investigate the extent to which the differences in mean scale scores were 

inn accordance with this hypothesis. 
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FactorialFactorial validity 

Too investigate whether the three-factor model, proposed by O'Connor, accounts for the 

interrelationss between the items of the Dutch version of the DCS, a confirmatory factor 

analysis11'122 was performed. In such analysis, the number of factors and the pattern of the 

factorr loadings are specified beforehand. The overall goodness of fit of the factor model was 

judgedd by two measures: the y} test of exact fit, and the root mean square error of 

approximationn (RMSEA). Given a sufficiently large sample size, the hypothesis of exact fit will 

alwayss be rejected. The fit of the model is therefore better evaluated through the generally 

acceptedd RMSEA rule of thumb: RMSEA values smaller than 0.05 are indicative of close fit, 

andd values smaller than 0.08 are still considered reasonable10. A three-factor model with 

obliquee factors was fitted on the covariance matrix of the DCS items. As proposed originally, 

thee first three items were assigned to the first factor, the following nine items to the second, 

andd the last three items to the last factor. Given the sample size requirements, this analysis 

wass performed on the second sample as well as on the combined samples separately. In case 

thee O'Connor model would not be supported, a principal component analysis (PCA) will be 

performedd additionally. 

Results s 
Inn Sample I, the mean subscale scores were rather low, indicating that the respondents were 

reasonablyy certain, had received enough information and support, and perceived their decision-

makingg process as rather effective. Table 2 shows the means and the standard deviations. 

Patientss in Sample II scored higher on the subscales 'Uncertainty' and 'Factors contributing', 

thuss showing more uncertainty in their decision whether to choose between mastectomy or 

lumpectomy.. The extent to which they thought the decision-making process to be effective 

wass comparable to patients with incurable cancer. 

Tablee 2. Decisional conflict in patients 'deciding about palliative chemotherapy' and patients deciding 
betweenn 'mastectomy vs. lumpectomy' 

Samplee I (N=29) Sample II (N=141) 

meann s.d. mean s.d. 

'Uncertainty'' 2.00 0.97 2.82 1.14 

'Factorss contributing' 1.75 0.64 2.39 0.70 

'Effectivee decision making' 1.44 0.49 1.50 0.66 

Scalee scores: 1 = strongly agree; 2=agree; 3=neither agree nor disagree; 4=disagree; 5=strongly disagree. 
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Interna!! consistency 

Thee internal consistency coefficient, expressed by Cronbach's a, of the subscale 'Uncertainty' 

wass rather low in metastatic cancer patients (a =0.61), but acceptable in the group of early 

breastt cancer patients (a =0.75). The internal consistency coefficients of the subscale 'Factors 

contributing'' and 'Effective decision making' were adequate in both samples, in Sample I, 

0.777 and 0.83, respectively, and in Sample II, 0.80 and 0.81, respectively. When combining 

thee two samples, the internal consistency was adequate for all three subscales («=0.75, 0.82 

andd 0.82, respectively). 

Const ruc tt val id i ty 

Inn Sample I, the correlation coefficients among the subscales of the DCS were as expected. 

'Uncertainty'' was substantially related to 'Factors contributing' (/"=0.58, p<0.01) and to the 

subscalee 'Effective decision making' (r=0.58, p<0.01). The relation between 'Factors 

contributing'' and 'Effective decision making' was also substantial (r=0.76, p<0.001). 

Inn Sample II, the subscales 'Uncertainty' and 'Factors contributing' were highly correlated 

(r=0.60,, p<0.001). The subscales 'Uncertainty' and 'Effective decision making' did not correlate 

significantlyy {r=0.13), and the correlation between 'Factors contributing' and 'Effective decision 

making'' appeared to be small but significant (r=0.19, p<0.05). In other words, in this sample 

theree is no relation between decision uncertainty and perceived effectiveness of the decision 

making.. The relation between 'Factors contributing' and 'Effective decision making' is weak. 

Cr i ter ionn val id i ty 

Thee criterion validity was estimated in both samples separately (see Table 3). In Sample I, as 

expected,, the mean scores on the DCS were higher in the group that was judged to experience 

moree uncertainty. The differences between the certain and the uncertain groups in Sample I 

weree significant for all the three subscales. 

Tablee 3: Difference between the certain and uncertain group within the two samples (Student?s t-test) 

Samplee I Sample II 
certainn uncertain certain uncertain 
NN = 21 N = 8 N = = 82 N = 55 

/I11 s.d. M2 s.d p M1 s.d. M2 s.d. 

Uncertaintyy 1.7 .83 2.8 .94 .007 2.3 1.0 3.7 ,75 <.001 

Factorss contributing 1.6 .49 2.3 .78 .013 2.2 .63 2.8 .64 <.001 

Effectivee decision making 1.3 .42 1.8 .54 .031 1.5 .72 1.4 .49 n.s. 
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Thee differences in Sample II between the group of patients who felt certain about their 

treatmentt preference and the patients who expressed doubts about their choice were significant 

onlyy on the first two subscales. 

Factoriall validity 

Thee three-factor model proposed by O'Connor was rejected by confirmatory factor analysis 

(X2(87)=2911 (A/=126), RMSEA=0.137). As the modification indices indicated that the misfit 

wass due to more than a single parameter not being included in the model of O'Connor, no 

simplee modifications could be made. To further explore the underlying structure of the DCS, 

PCAA was performed on the combined data-set of the two samples as well as on the second 

samplee only. Because results were alike for Sample II alone, the results of the combined 

samplee are reported only (Table 4), 

Thee number of factors was determined using the scree-plot procedure. Four factors, 

explainingg 67.5% of the variance, were extracted. The first factor referred to 'knowledge 

aboutt the treatment'. The second factor concerned uncertainty. This factor included all items 

thatt were contra-indicative or negatively framed {DCS items: 01, 03, 07, 10 and 11). The third 

factorr represented 'perceived effectiveness' and the last factor involved 'clarity about the 

choicee to be made'. Several items loaded on more than one factor. 

Tablee 4. Factor structure of decisional conflict scale (principal components analysis, varimax rotation) 

Factor!! 2 3 4 Communality 

1.. DCS09: know importance of risks(F)* 
2.. DCS08: know importance of benefits (F) 
3.. DCS03: not sure what to chose (U)* 
4.. DCS01: difficult decision to make (U) 
5.. DCS10: hard to decide if benefits or risks more important (F) 
6.. DCS11: pressure from others (F) 
7.. DCS07: more advice/information (F) 
8.. DCS13: feel I made an informed choice (E) 
9.. DCS 14: choice shows what?s important (E)* 

10.. DCS 16: satisfied with decision (E) 
11.. DCS04: aware of the choices (F) 
12.. DCS02: dear what choice is best (U) 
13.. DCS12: right amount of support from others (F) 
14.. DCS06: feel I know the risks (F) 
15.. DCS05: feel I know the benefits (F) 

"" -
89 9 
84 4 

.44 4 

56 6 
54 4 

,83 3 
.79 9 

.57 7 
52 52 

78 8 
.85 5 
,88 8 

.46 6 

69 9 
21 21 
31 31 
.68 8 
.63 3 

.83 3 

.75 5 

.75 5 

.66 6 

.66 6 

.49 9 

.63 3 

.66 6 

.74 4 

.81 1 

.48 8 

.73 3 

.38 8 

.82 2 

.75 5 

factorloadingss between -.40 and .40 are omitted, *U= subscale 'Uncertain'; F= subscale 'Factors 
contributing';; E= subscale 'Effective decision making' (According to O'Connor) 
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Discussion n 
Inn this paper, the psychometric properties of a Dutch version of the DCS were studied. O'Connor 

originallyy tested the DCS in the context of decision making concerning preventive behaviours. 

Wee tested the instrument in a cancer clinical context. Patients in this study had to decide 

eitherr on starting or forgoing palliative chemotherapy, or between mastectomy and breast-

conservingg treatment. 

Thee internal consistency of the DCS was found to be sufficient to good (a=0.61 -0.83). The 

constructt validity was evaluated by studying the relations among subscales. O'Connor expected 

thee three scales to be positively correlated. This pattern of correlations was confirmed in the 

firstt sample. In the second sample, these relations were not found. Although, the significance 

levell was smaller than 0.05, the coefficient of correlation between the subscales 'Factors 

contributing'' and 'Effective decision making' did not reach 0.40. The absence of a relation 

couldd be due to the fact that in the second sample, the subscales were administered at 

differentt times: 'Uncertainty' and 'Factors contributing' at baseline, and 'Effective decision 

making'' 3 months after surgery. Another explanation is that completion of the questionnaire 

tookk place after the patients received the diagnosis. At that time, they had not received a lot 

off information yet. 

Criterionn validity was supported. Comparison of the certain and uncertain groups in both 

sampless uncovered differences in the DCS scores between patients who felt certain and 

patientss who felt uncertain about their choice. The inter-rater reliability of group assignment 

couldd not be established for practical reasons. Still, it was found that in the palliative treatment 

group,, the DCS is sensitive to differences as expected. In the second sample, no difference 

wass found between the certain and uncertain groups concerning 'Effective decision making'. 

Thiss might be due to the timing of the third subscale at 3 months post-surgery. 

AA previous study on decision making in cancer patients found that those offered palliative 

chemotherapyy did not feel they had a choice. They considered chemotherapy as the only 

possiblee option13. If patients do not experience a choice, they cannot experience decisional 

conflict.. We used this thought to interpret the mean scores in the different samples. When 

thee current findings are compared to those of O'Connor's3, the patients in our first sample 

categorisedd as 'certain' tended to be more certain (M=1.6) than O'Connor's patients who 

acceptedd the proposed intervention (M=1.7-2.3). The uncertain patients in Sample I (M=2.7) 

weree comparable to the 'uncertain' groups of O'Connor (M=2.2-3.4). In our Sample II, the 

DCSS mean scores were higher than those found by O'Connor. These findings are in line with 

resultss from previous research13, and confirm the known-groups validity of the DCS. 

Confirmatoryy factor analysis showed that the structure proposed by O'Connor3 did not fit 

thee data of the Dutch version of the DCS in our samples of cancer patients. In order to gain 
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moree insight in the scale structure, an exploratory factor analysis (PCA) was performed. This 

analysiss resulted in four factors, which we labelled as: 'knowledge about risks and benefits 

(treatment)',, 'uncertainty', 'perceived effectiveness of decision making' and 'clarity of choice'. 

Onee of the factors, uncertainty, consisted of contra-indicative items only. These items, although 

positivelyy worded, needed to be scored in reverse order, because they indicate higher levels 

off decisional conflict. This implies that the factor may be a reflection of response tendencies, 

aa bias that occurs when respondents react to items because of their positive or negative 

wordingg rather than their content14. O'Connor did not allude to response tendencies in her 

workk concerning the DCS. When the items are susceptible to such bias, the indicative and 

contra-indicativee items of a concept no longer form a scale. To avoid this bias and to strengthen 

thee structure of the DCS, it may therefore be necessary to reconsider the wording of items. 

Timingg of the DCS 
Thee question arises, what the appropriate point in time is to measure 'perceived effectiveness' 

ass an indication of decisional conflict. Items in this subscale have an evaluative intent. This 

cann probably inform us about patients' satisfaction after a decision has been made, but it is 

problematicc to use it as an indicator of decisional conflict during the decision-making process 

itself.. During the decision-making process, uncertainty can be resolved by seeking and receiving 

information.. As a consequence of this information-gathering process, patients can perceive 

thee decision-making process as effective, even though they experience uncertainty during the 

decision-makingg process. 

Afterr the decision is reached, uncertainty can be further reduced by cognitive dissonance15. 

Thee theory of cognitive dissonance predicts that patients will retrospectively discard all 

argumentss against the decision they have made, resulting in a more positive attitude towards 

thee decision15. Indeed, we found that the correlations between the 'Effective decision making' 

scalee and the other subscales decreased dramatically in the second sample in which perceived 

effectivenesss of the decision was assessed 3 months after the surgical treatment. 

Thiss suggests that the two subscales 'Uncertainty' and 'Factors contributing' are useful 

duringg the decision-making process, but the administration of the 'Effective decision making' 

scalee during this process is problematic. Our data suggest that the complete DCS including 

thee effective decision making scale is best administered immediately after the moment that 

thee actual decision has been made in order to rule out the effects of cognitive dissonance. 

However,, we would like to emphasise the importance of recognising decisional conflict during 

thee decision-making process, and therefore suggest to assess the first two subscales of the 

DCSS during this process and the third subscale afterwards. 
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Practicee implications 

Adaptationss of the wording of the items in order to strengthen the internal structure and 

furtherr validation of the scale may be required. However, all in all, the decisional conflict scale 

wass found reliable and valid in a group of cancer patients. Especially in cases where decision 

aidss are developed and tested, decisional conflict may be a useful concept in the evaluation 

off these aids. 
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Appendixx A 
Att the end we would like to ask you to indicate what your current treatment preference is. Your 

answerr is not binding. It concerns the treatment you prefer at this moment. 

Basedd on what you know and feel now, what is your current treatment preference? (6 answer 

categories) ) 

1.. my preference will certainly be a mastectomy 

2.. my preference will probably be a mastectomy 

3.. I am in doubt and still thinking 

4.. my preference will probably be a lumpectomy 

5.. my preference will certainly be a lumpectomy 

6.. I have no preference for one or the other treatment 

N N 

16 6 

13 3 

19 9 

23 3 

66 6 

4 4 

% % 
11 1 

9 9 

14 4 

16 6 

47 7 

3 3 

total l 1411 100 
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Summary y 
Inn this thesis several aspects of the decision-making process concerning palliative chemotherapy 

aree investigated and described. The patient's eventual choice is the ultimate outcome variable. 

Inn the other boxes are the intermediate variables which influence the decision-making process 

too some extent. The following model depicts how the several aspects might relate to each 

otherr and are investigated. The results of these investigations are summarized in the following 

paragraphs. . 

] ] 

Physician'ss 1 
background d 
characteristics s 

Patient'ss 2 
background d 
characteristics s 

Physician'ss 6 
considerations s 

Physician'ss 3 
preferences s 

Patient'ss 4 
preferences s 

Consultationn 7 
informationn given 

""  b 

Patient'ss 5 
considerations s 

Patient'ss 8 
choice e 

Thee introduction, chapter 1, gives insight into the purpose of this thesis. Attention is also 

givenn to the concept of shared decision making. It appears that shared decision making is a 

conceptt applicable only in an ideal situation and is far removed from daily clinical practice. 

Inn chapter 2 the literature is reviewed. A decade ago, inducing tumor response was thee main 

goall of palliative chemotherapy. Nowadays, the aims of improving or maintaining quality of 

lifee and achieving a survival gain are increasingly important in the decision-making process 

concerningg palliative chemotherapy. Although cure is still impossible in most patients with 

metastaticc cancer, treatment can prolong a patient's life. But the result of the treatment is 

quitee uncertain and side effects are likely to occur. Physicians as well as patients experience 

dilemmass in the decision-making process concerning palliative chemotherapy because of the 

limitedd efficacy and frequent side effects of the treatment. This underlines the importance of 

informationn exchange about disease and treatment and also of the patient's values with 

respectt to quality and quantity of life, when decisions have to be made. The pros and cons 

havee to be balanced during the decision-making process by both physicians and patients. 



128 128 ChapterChapter 8 

However,, from the literature it appears that a number of physicians lack the communication 

skillss necessary to discuss end-of-life topics. Patients do not always receive all the information 

necessaryy to make balanced decisions. Moreover, not all patients want to be actively involved 

inn the decision-making process. Although there is considerable variation in the results, a 

numberr of studies show that only slightly more than half of the patients want to participate 

inn the decision-making process. 

Manyy studies have been performed to investigate patients' preferences towards information 

withh regard to both the amount and the content of information given. These studies showed 

thatt most patients want as much information as possible on almost all topics concerning disease 

characteristicss and developments, treatment possibilities and consequences, and the prognosis. 

Inn chapter 3 the preferences of physicians with regard to palliative chemotherapy or watchful 

wait ingg are addressed. In a large sample of oncologists, treatment preferences were 

investigated,, using vignettes, i.e., paper case descriptions. The results showed that physicians 

preferr palliative chemotherapy in a situation with a survival gain of > 3 months, in case of 

existingg physical complaints or when future complaints of the disease were expected. Watchful 

waitingg was preferred when physicians expected severe toxicity of chemotherapy, when there 

wass no explicit wish of the patients to be treated and when patients were of older age. 

Thee physicians' preference scores were well distributed. This indicates that we succeeded in 

elicitingg preferences for both palliative chemotherapy and watchful waiting. The small confidence 

intervalss reveal a considerable consensus among physicians with regard to individual patient 

profiles.. However, in only 25% of the cases an agreement percentage of > 66% was achieved. 

Physiciann characteristics such as sex, age, employment status, type of hospital and number 

off cancer patients treated, did not influence preference scores. With regard to specialism, 

radiationn oncologists had, on average, a stronger preference for watchful waiting than the 

otherr specialists. This might be explained by the fact that radiotherapy is usually intended to 

relievee symptoms in the short term with a minimum of side effects, whereas palliative 

chemotherapyy may induce tumor shrinkage in the long term only and may result in substantially 

moree severe side effects. 

InIn chapter 4 the factors determining the patients' actual choice are studied. The most 

remarkablee finding of our study was that the patients' preference for chemotherapy assessed 

att baseline, before they had consulted their medical oncologist, strongly predicted their eventual 

treatmentt choice. Of the patients, 68% had a preference for chemotherapy, although they 

hadd not received information from their medical oncologist yet about treatment options; 

78%% of the patients decided to undergo palliative chemotherapy eventually. This indicates 
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thatt patients make up their minds about starting or forgoing palliative chemotherapy before 

theyy are informed by their medical oncologist. What was said during the consultation did not 

havee a substantial impact on the eventual choice. 

Thee initial treatment preference was strongly explained by striving for length of life. 

Additionally,, both a preference for chemotherapy and choosing palliative chemotherapy were 

negativelyy associated with striving for quality of life. Patients chose to be treated with 

chemotherapy,, seemingly clinging to the hope that this chemotherapy would extend their life 

duration.. They may thus have lacked or denied some basic information. Bearing in mind the 

purposee of palliative chemotherapy: the enhancement or maintenance of quality of life by 

meanss of alleviation of symptoms, one would expect striving for quality of life also 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. 

Inn contrast to the literature we did not find socio-demographic factors to be related to 

treatmentt choice. 

InIn chapter 5 we investigate the content and the amount of information given to patients 

whilee consulting their medical oncologist. Our most prominent finding is that physicians give 

theirr patients hardly any information about the option of watchful waiting. Watchful waiting, 

nott mentioned at all to half of the patients, and only briefly mentioned to another quarter. 

Onlyy 27% of patients received information that was more extensive. Quite often, the oncologist 

toldd the patient in one sentence that 'doing nothing' was also an option. However, 'doing 

nothing'' is not equivalent to watchful waiting and formulating it in such way may frighten 

patientss rather than inviting them to consider watchful waiting seriously. Thus, they do not 

perceivee it as an equivalent option. Watchful waiting, or, in other words, having an oncologist 

watchingg over you, means that supportive care is given and that symptoms are being dealt 

withh carefully. In situations, where no evident best option is available, patients' own values 

becomee more important. As oncologists do not know what values and priorities a patient 

has,, they should fully inform each patient about alternative options and discuss the benefits 

andd the risks thereof. If not, patients cannot make a well informed choice. 

Thee categories of information given as coded in this study were chosen in accordance wi th 

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

decisions.. In other words, all categories distinguished should have been mentioned. We found 

thatt the aims 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. 
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lackk of knowledge about disease symptoms, prognosis, and important side effects of 

treatment,, will compromise patients' balanced decision making. We therefore concluded 

thatt many patients do not receive sufficient information to make informed treatment choices 

andd that an approach according to the principle of shared decision making should be enhanced. 

Chapterr 6 explains the paradoxes that exist in the world of medical oncologists and patients 

withh metastatic cancer when deciding about palliative cancer treatment. Physicians seem to 

preferr to treat patients aggressively without discussing the small chances of benefit or discussing 

watchfull waiting as a valid alternative. While the notion of patient autonomy and control are 

becomingg more and more important, as in patient-centered care and shared decision making, 

patientss and physicians are bonding when treatment decisions are made: avoiding difficult 

discussionss and doing something rather than confronting each other with difficult issues as 

powerlessness,, death and dying. 

Wee concluded that high-quality care, especially at the end of life, requires a patient-centered 

approach.. Involving patients in the decision-making process concerning palliative chemotherapy, 

evenn though they may wish to leave the decision to their physician, enables patients to 

managee their fear, to manage their emotions and to shape to the last part of their lives. 

Inn order to assess the difficulty of the decision-making process, we translated the Decisional 

Conflictt Scale (DCS) and validated it in two samples of cancer patients (chapter 7). In patients, 

havingg to choose between mastectomy or breast-conserving therapy, the scale appeared to 

bee able to distinguish between women who experienced a decisional conflict and those who 

didd not. In the sample of patients with metastatic cancer however, no decisional conflict 

couldd be assessed. This finding was in accordance with the patients' perceived situation, 

namelyy that they did not experience having a choice. Watchful waiting is not seen as a 

treatmentt option, neither by the patient nor by the physician since s/he does not fully inform 

thee patient about this option. Our conclusion in chapter 7 therefore was that the DCS was 

usefull only in a condition in which there is more than one treatment option available and 

patientss experience a choice to be made. 

Generall discussion 
Inn this thesis several aspects of the decision-making process concerning palliative chemotherapy 

aree reported. However, besides the strength of preference of both patients and physicians 

andd the information being given, other aspects also play a role in this process. We will focus 

onn these aspects, but first we will describe the limitations of the study. 
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Studyy limitations 

Thee present study was conducted with patients with incurable cancer. Most patients are referred 

too a medical oncologist by other specialists. It is unknown, however, how these patients compare 

too the total population. It is most likely that patients who are convinced that they do not want 

palliativee chemotherapy, may never consult a medical oncologist. Thus, there is likely to be a 

referrall bias. This implies that the number of patients who choose watchful waiting in real life, 

iss supposed to be higher than the percentage we have found in our study. Another bias of this 

studyy may be that we investigated only the first consultation of the patient. It would have given 

moree insight if we had also known what the referring specialists had said to their patients. 

Additionally,, we do not know what information is gathered by the patient him/herself or given 

byy other professionals (in particular oncology nurses). It would be interesting to conduct a study 

whichh is directed at the information patients have and to investigate where this information 

originated.. For ethical reasons, only patients who mentioned that they expect their physician to 

offerr them palliative chemotherapy were included in the analyses concerning treatment 

preferencess for palliative chemotherapy. In doing so, we might have created a selection bias. It 

appearedd that patients who did not expect their oncologist to offer them chemotherapy were 

olderr than those who expected their oncologist to offer chemotherapy. However, neither 

'expectingg chemotherapy' nor age appeared to be correlated with the actual treatment choice. 

Thereforee we concluded a possible selection bias to be inconsequential. 

Considerationss of patients and physicians 

Inn chapter 4 we reported the strength of treatment preference of patients before visiting 

theirr medical oncologist. We demonstrated that most patients prefer palliative chemotherapy, 

althoughh they had not yet received any information from the medical oncologist. Most of 

thesee patients chose to be treated with chemotherapy. In chapter 5 the content of the 

informationn was analyzed. We found that patients were not given a real choice, that information 

aboutt side effects and prognosis was sparse and that the amount of information given did 

nott appear to be related to the actual treatment choice. Thus, at that time of the study we 

hadd insight into the patients' preference and the type of information given by their oncologists. 

Thee question remains, however, what kind of considerations the patients had in mind when 

makingg their final treatment choice. Therefore, we asked the patients this question after they 

hadd consulted their physicians and made their eventual treatment choice1 . These data are 

11 In the second interview we asked all patients whether they had made a decision concerning palliative chemotherapy 
orr watchful waiting yet. If they had decided to start palliative chemotherapy we asked them what considerations had 
playedd a role in the decision-making process and, if it played a role, how important that role had been. If they had 
decidedd to choose watchful waiting, similar questions about considerations were asked. The answering categories 
were:: no role, a little important role, a rather important role and a very important role. 
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Tablee 1a. Considerations of patients who chose palliative chemotherapy 

Patientss who chose palliative chemotherapy (N=102) 

Chancee of cure 
Chancee of survival gain 
Chancee of relief or absence of pain 
Chancee of relief or absence of other complaints 
Preventionn of complaints 
Smalll chance of side effects 
Chancee of improvement of well being 
Doingg nothing is impossible 
Children n 
Age e 
Doingg something is better than nothing 
Physiciann advised it 
Pressuree of family 
Sociall circumstances 

not t 
important t 

48% % 
11% % 
7 1 % % 
77% % 
65% % 
6 1 % % 
47% % 

9% % 
37% % 
48% % 

6% % 
45% % 
84% % 
82% % 

aa little 
important t 

3% % 
2% % 
4% % 
6% % 
6% % 

18% % 
8% % 
6% % 
2% % 
3% % 
3% % 
8% % 
7% % 
3% % 

rather/very y 
important t 

49% % 
87% % 
25% % 
17% % 
29% % 
2 1 % % 
45% % 
85% % 
6 1 % % 
50% % 
9 1 % % 
47% % 

9% % 
14% % 

Tablee 1b. Considerations of patients who chose watchful waiting 

Noo chance of cure 
Smalll chance of survival gain 
Smalll chance of relief or absence of pain 
Smalll chance of relief or absence of complaints 
Chancee of side effects 
Smalll change of improvement 
Age e 
Physiciann discouraged it 
Sociall circumstances 
Burdenn outweighed benefits 

Patients s 

not t 
importar r 

10% % 
24% % 
83% % 
93% % 
17% % 
48% % 
76% % 
76% % 
79% % 

7% % 

who o 

i t t 

choosee watchfu 

aa little 
important t 

3% % 
3% % 

--
--

10% % 
3% % 

7% % 
--

10% % 

waitingg (N=29 

rather/very y 
important t 

86% % 
73% % 
17% % 
7% % 

72% % 
49% % 
24% % 
17% % 
20% % 
82% % 

nott given in chapter 4 and 5. Tables 1a and 1 b present these considerations in relation to the 

patient'ss actual treatment choice. 

Forr almost 50% of the patients who chose palliative chemotherapy the chance of being 

curedd was rather to very important. This is striking since almost all patients were told that 

curee was impossible. Survival gain was an important consideration to almost all of these 

patientss (87%). Palliative goals of chemotherapy, such as relief of pain or other complaints, 

preventionn of complaints, and improvement of well being, were considered important by 

onlyy a minority of the patients. Personal circumstances such as age and having children played 
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aa role with at least half of the patients. Considerations, such as 'doing nothing is impossible' 

andd 'doing something is better than doing nothing' were important to most patients who 

chosee palliative chemotherapy (85% and 9 1 % , respectively). 

Onlyy a minority of the patients chose watchful waiting (n=29). There were clear differences in 

theirr considerations. For example, the fact that there was no chance of being cured was important 

too most (86%) of these patients. The limited possible survival gain played an important role in 

73%% of the patients. About 80% of the patients thought that the burden of chemotherapy 

wouldd outweigh the benefits. Likewise, the risk of side effects was an important consideration 

whenn choosing watchful waiting (72%). This group of patients also did not consider pain relief 

orr reduction of other complaints important to their choice. In comparison to patients who 

chosee chemotherapy, fewer patients felt their physician's opinion played a relevant role. 

Inn conclusion, patients who had chosen palliative chemotherapy seemed to base their decision 

onn several irrational considerations. Half of them thought that the possibility of cure was 

importantt for their decision. However, this finding needs to be put into perspective because 

mostt of these patients added, when asked, that they were told by their physician that cure 

wass not possible, but that they still hoped for a miracle. Additionally, most of them felt that 

'doingg nothing' is impossible and that 'doing something', i.e., active treatment, is better than 

'doingg nothing'. The patients who chose watchful waiting seemed to be more rational since 

thee majority thought that no chance of being cured and the small chance of survival gain 

weree not sufficient to prefer chemotherapy. Moreover, the risk and impact of side effects 

playedd an important role in their actual choice. 

Wee also investigated the considerations of the physicians when offering palliative chemotherapy2. 

Inn table 2 these considerations are given, distinguishing between physicians of patients choosing 

palliativee chemotherapy and physicians of patients forgoing palliative chemotherapy. 

Physicianss considered survival gain (54%) and prevention of progression (95%) more important 

forr patients who finally chose chemotherapy, than for patients who chose watchful waiting 

( 3 1 %% and 75%, respectively). Reduction and prevention of complaints, the impact of side effects, 

thee condition of the patients and their wishes were considered important in both groups. It is 

remarkablee that the importance of having no alternative treatment option was more or less 

alikee in both groups, while the patients who had opted for watchful waiting obviously chose an 

alternativee to chemotherapy. The consideration 'doing something rather than doing nothing' 

didd not differ importantly in the two groups. However, physicians of patients in the chemotherapy 

22 The physicians were asked what considerations played a role in his decision to offer chemotherapy to a particular 
patient.. The types of considerations were comparable to those of the patients (with the exception of 'the chance of 
cure').. The answering categories were the same as in the patient questionnaire. 
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Tablee 2 Considerations of physicians who proposed chemotherapy to their patients who chose 
chemotherapyy or watchful waiting 

Physicianss of patients choosing Physicians of patients choosing 
chemotherapyy (n=96) watchful waiting (n=27) 

Survivall gain 
Reductionn complaints 
Preventionn of progression 
Preventionn of complaints 
Sidee effects 
Conditionn of patient 
Noo alternative 
Patient'ss wish for treatment 
Children n 
Age e 
Doingg something is better 
thann nothing 
Doingg nothing is not an option 

not t 
mportant t 

6% % 
14% % 
2% % 
5% % 
3% % 
5% % 

24% % 
2% % 

61% % 
30% % 
52% % 

52% % 

aa little 
important t 

40% % 
13% % 
3% % 

12% % 
20% % 

--
25% % 
3% % 

22% % 
31% % 
29% % 

22% % 

rather/very y 
important t 

54% % 
73% % 
95% % 
83% % 
77% % 

52% % 
95% % 
17% % 
39% % 
19% % 

26% % 

not t 
important t 

19% % 
11% % 
25% % 
11% % 
11% % 
95% % 
22% % 

7% % 
71% % 
33% % 
57% % 

78% % 

aa little 
important t 

50% % 
15% % 

--

18% % 
4% % 

37% % 
7% % 

21% % 
37% % 
32% % 

22% % 

rather/very y 
important t 

31% % 
74% % 
75% % 
89% % 
71% % 
96% % 
41% % 
85% % 

8% % 
30% % 
11% % 

groupp saw 'doing nothing is not an option' clearly more often as important. 

Whenn summarizing, we see that prevention of progression and complaints, the condition 

off the patients and their wish to be treated were the most important considerations for 

physicianss to propose chemotherapy to their patients. It is remarkable that physicians considered 

'doingg something is better than doing nothing' and 'doing nothing is not an option' at least 

off some importance in half of the group of patients who had chosen chemotherapy. This 

indicatess that chemotherapy is given on bases other than evidence alone. Medical oncologists 

mayy expect that some medical outcomes can be affected and that treating patients with 

palliativee chemotherapy can improve their quality of life. It is likely that, as suggested by 

Levine11 for patients, active treatment can provide clinicians with a sense of control. The 

consequencess seem twofold. First, treatment may be futile and given with little efficacy but 

importantt side effects. Second, the option of watchful waiting or providing supportive care is 

givenn less attention than may be warranted. 

Patient'ss informed preference for treatment 

Too further investigate patient's treatment preference and treatment choice we used a treatment 

preferencee question. During the second interview we asked the patients what type of treatment 

theyy would recommend to a friend who is more or less in the same situation as they are 

themselves.. In the instruction of the question, the health status and the prognosis of the 

friendd were given along wi th an explanation of the two treatment options, palliative 
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chemotherapyy and watchful waiting After this explanation patients were asked what amount 

off survival gain (from 1 to 26 weeks) would be worthwhile to recommend chemotherapy. 

Figuree 1 shows the percentage of patients that considered a certain amount of survival gain 

necessaryy to recommend to a friend that they be treated with palliative chemotherapy. 

Figuree 1 weeks survival gain neccessary in order to recommend chemotherapy 
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Almostt 10% of the patients would recommend chemotherapy even when there is only a one-

weekk survival gain. 5 1 % of the patients would advise chemotherapy if the possible survival 

gainn was 26 weeks. 

Twoo remarkable findings are presented here. The first is that almost half of the patients 

considerr 26 weeks survival gain not enough to recommend palliative chemotherapy. This is in 

contrastt to the findings in our study: almost 80% of the patients chose palliative chemotherapy. 

Thee second observation that arises from the first is that 6 months' survival gain is seldom 

establishedd by palliative chemotherapy in daily clinical practice. Thus, one wonders whether a 

numberr of patients in our study have based their own decision on the right information, since 

mostt of them chose palliative chemotherapy themselves. Again, it appears that provision of 

informationn is crucial to the ability to make well-balanced decisions. When combining our 

findingss concerning patients' considerations and the amount of survival gain considered 

necessaryy to recommend chemotherapy, it can be concluded that at least some of the patients 

inn this study have made their decision under the unrealistic impression that they would gain a 

certainn extent of survival time. 
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Finall conclusions 
Thee studies described in this thesis were performed to provide more insight and better 

understandingg of the decision-making process concerning starting or forgoing palliative 

chemotherapy. . 

Ourr first conclusion is that patients should be better informed about treatment options and 

theirr consequences. Most physicians inform their patients about chemotherapy, the way it 

works,, how it is administrated and the most important side effects. We consider this information 

nott sufficient to enable patients to make a balanced treatment choice. As long as patients 

choosee palliative chemotherapy because they think or hope that cure is possible or because it 

leadss to a relative substantial survival gain, they lack important information. Since patients do 

havee a responsibility of their own, one would expect them to ask questions should they want 

too know something. However, it is also known that patients in these situations may be passive 

andd vulnerable, as a result of the information about the diagnosis, the prognosis or other 

thingss they were told by the physicians. Nevertheless, more attention should be paid to the 

factt that patients ask few questions. Physicians therefore need to take sufficient time for 

theirr patients and should encourage them to ask questions. 

Thee second conclusion is that oncologists are less convinced about palliative chemotherapy 

beingg the best treatment choice for patients than one would expect from daily clinical practice. 

Thee vignettes study (chapter 3) showed that physicians differentiate between their preferences 

forr palliative chemotherapy and watchful waiting, depending on a particular situation. Treatment 

preferencess appeared to be related to patient-, disease-, and treatment characteristics. However, 

thiss was not shown in their information given to patients. As described in chapter 6, doctors 

experiencee problems informing patients about all treatment options and their consequences. 

Theyy often find this kind of information process time-consuming and difficult to pursue in daily 

clinicall practice. However, it seems as though other mechanisms are at stake as well. First, 

oncologistss seem to want to be optimistic, especially with patients with a poor prognosis. 

Keepingg hopes up allows both physician and patient to avoid difficult conversations about the 

endd of life and death. Second, the fact that they seem to prefer to give active treatment rather 

thann elaborate on the option of watchful waiting is reflected in their conversations with patients: 

byy giving it such little attention, this treatment is less likely to be chosen. Again, fear of discussing 

end-of-lifee topics, fear of the emotional response of patients to bad news, could be important 

reasonss for not providing much information about the option of watchful waiting. 

Thee third conclusion is that patients are not a tabula rasa. Before entering the consultation 

roomm in order to be informed about their disease and the treatment options, they already 

havee a strong treatment preference. The resulting consequences are that physicians have to 

investigatee and to anticipate what patients already know and whether this knowledge is 
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basedd on facts or fiction. Daily practice in the consultation room often remains a one-way 

process,, in which physicians inform their patients about what they think is best for them. 

Mostt patients are too timid to demand a shared decision-making process in which the physician 

fullyy informs the patients and in which the patients' values and ideas are investigated as part 

off the decision-making process. Although there is a law in the Netherlands concerning 

informationn provision for patients, clinical practice does not meet its rules. 

Ourr fourth and final conclusion is that the perception of 'doing something is better than 

doingg nothing' still plays an important role in the decision making of both patient and physician. 

Onee of the reasons is that neither the physician nor the patient considers watchful waiting a 

reall treatment option. Watchful waiting is presented by most physicians as 'doing nothing', 

and,, as stated earlier, doing nothing will frighten patients because it is perceived as giving up 

hope.. Watchful waiting should therefore be presented as a fully equivalent treatment option 

withh both the inherent risks and benefits. 

Inn the past few years it has become more and more clear that the process of shared decision 

makingg is difficult to implement in clinical practice. On paper, shared decision making seems 

too be an ideal model for both physician and patient. Both parties can gain by this model in 

termss of quality of the decision and its consequences. However, there are evidently some 

mechanismss that complicate this process. It could be that physicians are satisfied about the 

wayy they run their practices with regard to efficacy and efficiency. Expanding their tasks 

withoutt any other reinforcement than patient satisfaction is not a realistic goal. One can even 

questionn that goal, since bad news often does not make for more satisfied patients. However, 

thee concept of shared decision making seems to be in the patients' best interests. Patients 

cann gain by such an approach in terms of improved understanding and therefore a stronger 

sensee of control. Especially in situations in which no evident best treatment option exists, 

patientss should be part of the decision-making process in which they will be fully informed 

andd in which their values will be explored. Decision supports can play an important role in 

presentingg all available information and exploring patients' values. 

Practicall guidelines and training will be necessary to teach physicians how to assess patients' 

valuess and personal information in order to understand the patients' perspectives. Training 

willl be necessary as well, to be able to discuss the different treatment options and to stimulate 

thee patients to reveal their treatment preferences. But first of all physicians will only act upon 

thee rules of shared decision making, if they acknowledge that all stages of shared decision 

makingg are part of their tasks as a physician. 
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Hoofdstukk 1 Introductie 

Hett onderwerp van dit proefschrift is "het besluitvormingsproces rond palliatieve 

chemotherapie".. Het gaat hierbij om patiënten met kanker voor wie genezing niet meer 

mogelijkk is. Een behandeling met palliatieve chemotherapie is erop gericht om progressie van 

dee ziekte af te remmen en daarmee mogelijk enige levensverlenging te realiseren en/of de 

kwaliteitt van leven te verbeteren. 

Wanneerr mensen kanker krijgen, kunnen er drie fases onderscheiden worden, al naar gelang 

hett ziekteproces is gevorderd. De eerste fase is de curatieve fase. Wanneer kanker wordt 

geconstateerdd zal eerst nagegaan worden of de ziekte te genezen is. Alle behandelingen zullen 

daaropp gericht zijn. Wanneer echter blijkt dat de ziekte niet te (meer) genezen is, is er sprake 

vann de palliatieve fase. In deze fase zal getracht worden de ziekte zo goed mogelijk te remmen, 

enn klachten als gevolg van de ziekte te voorkomen of weg te nemen en daarmee het leven 

mogelijkerwijss te verlengen. Het behoud van de kwaliteit van leven van de patiënt is daarbij een 

belangrijkk uitgangspunt. Tot slot breekt de laatste, de terminale fase aan. Dit is wanneer 

behandelingen,, gericht op de tumor, geen positief effect meer hebben en de ziekte voortgaat. 

Inn de terminale fase is de behandeling erop gericht om de kwaliteit van leven van de patiënt zo 

goedd mogelijk in stand te houden door middel van pijnbestrijding en het verlichten van andere 

klachten.. Meestal zal de patiënt in deze fase binnen enkele dagen tot enkele weken overlijden. 

Err zijn gedurende een ziekte proces, verschillende momenten waarop beslissingen met 

betrekkingg tot behandelingen genomen moeten worden. Deze besluitvorming kan volgens 

verschillendee modellen plaatsvinden. Van oudsher bestaat het model waarin de arts, op grond 

vann hetgeen hij/zij vooreen specifieke patiënt de beste behandeling acht, de beslissing neemt. 

Dee arts wordt daarin gezien als een soort belangenbehartiger van de patiënt die op dit specifieke 

terrein,, ziekte en gezondheid, het beste kan bepalen wat voor zijn patiënt de meest geëigende 

behandelingg is. 

Aann de andere kant van het spectrum bevindt zich het 'informatie model ' . Hierin voorziet 

dee arts de patiënt van alle informatie die noodzakelijk is om een behandelingsbeslissing te 

kunnenn nemen, bovendien kan de patiënt alle vragen stellen die hij/zij nodig acht. Vervolgens 

iss het echter de patiënt, eventueel bijgestaan door familie of vrienden, die de beslissing neemt 

enn dus ook verantwoordelijk is voor de beslissing. 

Tott slot is er de benadering van de gezamenlijke, gedeelde besluitvorming (shared decision 

making).. Deze vorm van besluitvorming ligt tussen de traditionele benadering en de 

informatievee benadering in. Gezamenlijke besluitvorming gaat ervan uit dat arts en patiënt 

beidee verantwoordelijk zijn voor het tot stand komen van de behandelingsbeslissing. Op basis 

vann uitwisseling van informatie over de behandelingsopties, en de waarden en normen van 

dee patiënt worden de voors en tegens van de opties besproken en wordt uiteindelijk toegewerkt 



naarr de beslissing waarin beide partijen zich kunnen vinden. In geval de uiteindelijke keuze 

niett door beide partijen onderschreven wordt is weliswaar het proces gezamenlijk geweest 

maarr de uiteindelijke keuze niet. 

Ditt proefschrift is gebaseerd op twee onderzoeken: het eerste onderzoek betreft patiënten 

mett kanker die voor palliatieve chemotherapie in aanmerking komen en hun artsen. Het 

tweedee onderzoek is een vignettenstudie onder verschillende soorten oncologen. 

Hett onderzoek onder patiënten is een prospectief onderzoek waarin patiënten op twee 

momentenn geïnterviewd worden: de eerste keer nadat een afspraak is gemaakt met de 

oncoloog,, dus nog voordat met de oncoloog gesproken is, de tweede nadat de beslissing 

overr de behandeling is genomen. Daarnaast zijn alle consulten op audio tape opgenomen en 

iss de artsen gevraagd om voor iedere patiënt een checklist in te vullen. Bij het onderzoek zijn 

voornamelijkk patiënten betrokken die of een gastro-intestinale tumor, een hoofd-hals tumor, 

borstkankerr of een 'niet klein-cellig long carcinoom' hadden. 

Voorr het tweede onderzoek zijn 1235 artsen aangeschreven die zich met oncologie 

bezighouden,, te weten: medisch oncologen, internisten, longartsen, chirurgen, gynaecologen, 

radiotherapeutenn en KNO-artsen. Aan deze specialisten is een zestiental patiëntbeschrijvingen 

voorgelegdd waar palliatieve chemotherapie en afwachtend beleid de twee mogelijke 

behandelingsoptiess waren. De artsen is gevraagd om hun behandelingsvoorkeur aan te geven 

bijj de verschillende beschrijvingen. 

Hoofdstukk 2 
Ongeveerr tien tot vijftien jaar geleden was het verkleinen van de tumor of het remmen van 

dee groei, het belangrijkste doel van palliatieve chemotherapie. Tegenwoordig richt de 

behandelingg met chemotherapie zich in deze fase meer en meer op het in stand houden of 

verbeterenn van de kwaliteit van leven en/of op levensverlenging. Met de ontwikkeling van 

nieuwee soorten chemotherapie is de kans en de omvang van de mogelijke levensverlenging 

toegenomen.. Het blijft echter vrijwel onmogelijk om al voor de behandeling aan te geven of 

dezee effect zal hebben, terwijl het optreden van bijwerkingen tamelijk waarschijnlijk is. Het 

onzekeree effect van de behandeling en de bijwerkingen die kunnen optreden maken de 

besluitvormingg met betrekking tot palliatieve chemotherapie ingewikkeld, zowel voor artsen 

alss voor patiënten. Voor artsen is het moeilijk om van tevoren te bepalen of de betreffende 

patiëntt gebaat is bij palliatieve chemotherapie. Voor de patiënt is dit moeilijk omdat die 

meestall de consequenties niet kan overzien, zich onzeker en angstig voelt en het liefst wil dat 

err iets gebeurt. Het belang van het geven van informatie aan patiënten en het bespreken van 

dee behandelingsopties wordt hierdoor onderstreept. Uit de literatuur blijkt dat niet alle artsen 

overr voldoende communicatieve vaardigheden beschikken om dit soort onderwerpen met 
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patiëntenn te bespreken. Dit betekent dat niet alle patiënten voldoende informatie krijgen om 

afgewogenn beslissingen te kunnen nemen. Daarnaast is het zo dat niet alle patiënten bij de 

beslissingg betrokken willen zijn. Uit de literatuur komt naar voren dat iets meer dan de helft 

vann de patiënten met kanker bij de besluitvorming betrokken wil worden. 

H o o f d s t u kk 3 

Datt er verschillen bestaan tussen artsen in de mate waarin zijzelf voorkeur hebben voor 

palliatievee chemotherapie of afwachtend beleid voor hun patiënten, valt te verwachten, maar 

iss weinig onderzocht. Aan de hand van een vignettenstudie, waarin 16 patiëntbeschrijvingen 

aann een grote groep specialisten die patiënten met kanker behandelen werden voorgelegd, 

hebbenn we getracht om meer inzicht te verkrijgen in de factoren die een rol spelen bij het al 

dann niet een voorkeur hebben voor palliatieve chemotherapie bij kankerpatiënten. Aan de 

handd van de vraag naar hun behandelingsvoorkeur voor de betreffende papieren patiënt is 

perr casus geïnventariseerd of de artsen een voorkeur hadden voor palliatieve chemotherapie 

dann wel voor afwachtend beleid. In het onderzoek zijn de antwoorden van 697 artsen 

geanalyseerd. . 

Geblekenn is dat een mogelijke overlevingswinst van drie maanden, de aanwezigheid van 

fysiekee klachten of wanneer de verwachting is dat er in de nabije toekomst klachten op zullen 

treden,, de voorkeur voor palliatieve chemotherapie versterken. Wanneer patiënten ouder zijn, 

wanneerr de chemotherapie ernstig toxisch is en wanneer de patiënt geen uitgesproken 

behandelingswenss heeft, is er over het algemeen een sterkere voorkeur voor afwachtend beleid. 

Tussenn de patiënt beschrijvingen bestond een tamelijk grote variatie in voorkeur voor 

palliatievee chemotherapie en afwachtend beleid. Dit bevestigt dat we erin geslaagd zijn om 

beidee voorkeuren te meten. Daarnaast waren er binnen patiëntbeschrijvingen eveneens 

verschillenn tussen artsen wat betreft hun behandelingsvoorkeur. Bij slechts een kwart van de 

beschrijvingenn bleek er 66% overeenstemming te zijn wat betreft voorkeur voor de behandeling. 

Ditt is overigens niet verwonderl i jk. Wanneer er twee min of meer geli jkwaardige 

behandelingsoptiess bestaan neemt de kans op variatie in de behandeling toe. 

Achtergrondkenmerkenn van artsen bleken niet van invloed te zijn op de voorkeur voor 

palliatievee chemotherapie of afwachtend beleid. Wanneer echter alle patiëntbeschrijvingen 

bijj elkaar genomen worden, blijkt dat radiotherapeuten een iets sterkere voorkeur hebben 

voorr afwachtend beleid. Een verklaring hiervoor kan zijn dat radiotherapie over het algemeen 

eenn zekere en snelle palliatieve behandeling geeft terwijl het effect van chemotherapie pas 

naa verloop van langere tijd duidelijk wordt, en daarbij meestal ook nog bijwerkingen zijn. 
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Hoofdstukk 4 
Hett prospectieve karakter van de studie bood de gelegenheid om na te gaan of de 

behandelingskeuzee van patiënten bepaald wordt door andere factoren dan hetgeen hen 

doorr de oncoloog wordt verteld. We zijn hiervoor, nog voordat de patiënt bij de oncoloog 

wass geweest, nagegaan of de patiënt een idee had over de behandeling die de oncoloog zou 

voorstellen.. Het bleek dat 102 van de 140 patiënten dacht dat de oncoloog chemotherapie 

zouu voorstellen. Aan deze 102 patiënten is gevraagd naar hun behandelingsvoorkeur: 68% 

hadd vooraf voorkeur voor chemotherapie. De overigen hadden geen voorkeur of wilden geen 

behandelingg met chemotherapie. Van degenen die vooraf een voorkeur hadden voor 

chemotherapiee bleek ongeveer 90% inderdaad voor chemotherapie te kiezen. Geconcludeerd 

kann worden dat een groot deel van de patiënten vooraf aan het consult al min of meer heeft 

beslotenn welke behandeling hun voorkeur heeft, dus voordat ze de informatie van de oncoloog 

hebbenn ontvangen. Deze behandelingsvoorkeur bleek dan ook de sterkste voorspeller van de 

uiteindelijkee keuze te zijn. 

Wee hebben ook bekeken welke patiëntkenmerken op de behandelingsvoorkeur van invloed 

zijn.. Het 'streven naar levensverlenging' bleek het sterkst gerelateerd te zijn aan de 

behandelingsvoorkeur.. Het 'streven naar kwaliteit van leven' was ook sterk gecorreleerd 

maarr in omgekeerde richting. Patiënten kiezen kennelijk voor chemotherapie in de hoop dat 

zijj daarmee hun leven verlengen, terwijl het verbeteren van de kwaliteit van leven minder 

belangrijkk wordt gevonden. Een van de redenen echter in de oncologie om een behandeling 

mett chemotherapie te overwegen is het verbeteren van de kwaliteit van leven. Men kan zich 

afvragenn in hoeverre het eigenlijke doel van een behandeling met chemotherapie uitgelegd is 

aann patiënten en of dit doel door de patiënten is begrepen. 

Eenn van de belangrijkste aanbevelingen op basis van de resultaten is dat specialisten rekening 

moetenn houden met het feit dat de patiënt een behandelingsvoorkeur heeft voordat het consult 

heeftt plaatsgevonden. Dit betekent dat de arts actief navraag zal moeten doen bij de patiënt 

naarr het hoe en waarom van de behandelingsvoorkeur van de patiënt. Bij het geven van informatie 

overr ziekte en behandeling zal hiermee dan rekening gehouden moeten worden. Het gezamenlijk 

nemenn van beslissingen (shared decision making) wordt dan in praktijk gebracht. 

Eenn paar beperkingen van deze studie moet genoemd worden. Allereerst is er kans op een 

selectiee als gevolg van het feit dat alleen patiënten bij het onderzoek betrokken waren die 

warenn doorverwezen naar de medisch oncoloog. Patiënten die zich laten doorverwijzen hebben 

wellichtt een positievere attitude ten aanzien van chemotherapie. Ten tweede zijn, vanuit 

ethischee overwegingen, alleen die patiënten in de analyses meegenomen die op de vraag 

"Watt denkt u dat de arts u zal voorstellen?", aangaven te verwachtten dat de arts hen 

chemotherapiee zou voorstellen. Dit kan een selectie van patiënten tot gevolg hebben gehad. 
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Tenn derde weten we niet welke informatie patiënten al hadden, bijvoorbeeld van de verwijzend 

specialist,, voordat ze bij de oncoloog terecht kwamen. Het is belangrijk om nader te 

onderzoekenn hoe de preferentie van patiënten tot stand komt voordat ze verwezen worden 

naarr een oncoloog. 

Hoofdstukk 5 

Inn hoofdstuk 5 is nagegaan welke en hoeveel informatie tijdens het eerste consult bij de 

oncoloogg aan patiënten wordt gegeven. Hiertoe zijn de consulten op audio tape opgenomen. 

Vervolgenss is de informatie die tijdens het consult is gegeven gecodeerd in categorieën die 

ontleendd zijn aan de Wet op de Geneeskundige Behandelingsovereenkomst (WGBO). De 

gecodeerdee categorieën zijn: 1. ziekte en het verloop van de ziekte, 2. doel van de behandeling, 

3.. praktische kanten van de behandeling, 4. bijwerkingen van de behandeling, 5. alternatieve 

behandelingen,, en 6 invloed op andere aspecten (zoals werk, sociale gevolgen, seksualiteit 

enn dergelijke). Wanneer informatie over alle categorieën wordt gegeven, kan een patiënt in 

staatt geacht worden een weloverwogen beslissing te kunnen maken. 

Vann 102 patiënten kon het consult worden opgenomen. Van zeven van deze 102 patiënten 

konn de uiteindelijke behandelingskeuze niet achterhaald worden. De analyses zijn daarom 

gebaseerdd op 95 opgenomen consulten waarbij 33 specialisten betrokken waren. 

Artsenn blijken op de ziekte zelf in 53% van de consulten meer of minder uitvoerig in te 

gaan.. Over symptomen als gevolg van een behandeling met chemotherapie is aan 35% van 

dee patiënten iets verteld en over de prognose aan 39% van de patiënten. Aan bijna alle 

patiëntenn (84%) is gezegd dat genezen niet meer mogelijk was. 

Dee belangrijkste uitkomst van dit onderzoek is dat door de betrokken artsen bijna niets 

wordtt verteld over de mogelijkheid van afwachtend beleid. Afwachtend beleid houdt in dat 

eenn oncoloog bij de patiënt betrokken blijft, dat controle consulten door blijven gaan en dat 

wanneerr nodig en mogelijk de lichamelijke klachten behandeld zullen worden. Aan ongeveer 

dee helft van alle patiënten wordt helemaal niets verteld over afwachtend beleid, aan ongeveer 

eenn kwart wordt er een enkele zin aan gewijd en aan nog weer een kwart van de patiënten 

wordtt iets meer verteld over afwachtend beleid. Overigens, in geen van de consulten wordt 

gesprokenn over afwachtend beleid, er wordt altijd gesproken over 'niets doen'. Niets doen is 

echterr iets anders dan afwachtend beleid. Op deze wijze gepresenteerd, zal het door de 

patiëntt nooit als een gelijkwaardige optie beschouwd worden. 

Inn situaties waar er geen sprake is van een medisch beste behandelingsoptie worden de 

normenn en waarden van patiënten bij de keuze voor een behandeling meer belangrijk. Omdat 

oncologenn deze normen en waarden van hun patiënten niet kennen, zullen ze tijdens het 

besluitvormingsprocess expliciet besproken moeten worden. In een dergelijke situatie zullen 



dee behandelingsopties en de bijbehorende voor en nadelen aan de patiënt voorgelegd moeten 

worden,, zodat deze een goed geïnformeerde en weloverwogen behandelingsbeslissing kan 

nemen. . 

Hoofdstukk 6 
Ditt hoofdstuk beschrijft de paradoxen die er bestaan in de wereld van arts en patiënt wanneer 

err een beslissing met betrekking tot een palliatieve behandeling genomen moet worden. 

Eenn patiënt gerichte benadering impliceert dat psychosociale aspecten belangrijk zijn wanneer 

dee behandeling en de besluitvorming worden geëvalueerd. Daarnaast draagt het geven van 

informatiee bij aan een groter gevoel van controle bij de patiënt en een grotere betrokkenheid 

bijj de besluitvorming. 

Dee eerder genoemde paradox bestaat eruit dat zogenoemde patiëntgeoriënteerde 

uitkomsten,, zoals bijvoorbeeld kwaliteit van leven, door patiënten zelf verworpen lijken te 

wordenn in de afweging tegen levensverlenging. In het verlengde hiervan lijken ook artsen 

eenn voorkeur te hebben om patiënten een agressieve behandeling voor te stellen zonder dat 

dee kleine kans op respons of de mogelijkheid van afwachtend beleid besproken wordt met 

dee patiënt. Beiden partijen, arts en patiënt, hebben een voorkeur om iets te doen, om actief 

tee behandelen om op die manier een gevoel van controle in stand te houden. Het geven van 

eenn behandeling, zelfs als deze agressief is en veel bijwerkingen heeft, is een manier om de 

confrontatiee met de onmacht om te genezen of anderszins perspectief te bieden te vermijden. 

Ditt vermijdingsgedrag is terug te vinden in de communicatie die er rondom palliatieve 

chemotherapiee plaatsvindt. 

Patiëntgerichtee zorg is erop gericht om het gevoel van controle en autonomie van de 

patiëntt te versterken. Veel patiënten echter, lijken het krijgen van informatie zelf te mijden en 

hett nemen van beslissingen aan de arts over laten. Artsen reageren hierop door alleen 

informatiee te geven over chemotherapie en de mogelijkheid van afwachtend beleid onderbelicht 

off achterwege te laten. 

Tott slot nog een laatste dilemma. Het gevolg van het niet informeren van patiënten die 

lijkenn aan te geven niet met slecht nieuws geconfronteerd te willen worden kan ertoe leiden 

datt patiënten in de terminale fase niet de best mogelijke ondersteuning in behandeling krijgen. 

Inn een dergelijke situatie zou er ook bij weerstand bij de patiënt toch informatie over 

alternatievenn gegeven moeten worden met respect voor de grenzen van de patiënt. 

Hoofdstukk 7 
Overr het algemeen is men het erover eens dat het belangrijk is om patiënten bij de 

besluitvormingg te betrekken. Echter, het nemen van beslissingen over medische behandelingen 
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blijktt een moeilijke opgave voor de meeste patiënten. Om nu na te kunnen gaan of patiënten 

problemenn hebben bij het nemen van beslissingen in de gezondheidszorg, is de 'decisional 

conflictt scale' (DCS) ontwikkelt . Met behulp van de DCS wordt geïnventariseerd in welke 

matee patiënten een conflict ervaren bij het nemen van beslissingen die betrekking hebben op 

hunn gezondheid. De schaal bevat drie subschalen, te weten: 1. de onzekerheid over de 

verschillendee alternatieven, 2. de factoren die bijdragen tot die onzekerheid, en 3. de mate 

waarinn de patiënt ervaart dat er een goede keuze is gemaakt. 

Inn het onderzoek zijn we de betrouwbaarheid en de validiteit van het instrument nagegaan. 

Eenn schriftelijke versie van de schaal is voorgelegd aan twee groepen patiënten in Nederland. 

Dee ene groep bestond uit patiënten met een (inmiddels) ongeneeslijke vorm van kanker die 

moestenn kiezen tussen palliatieve chemotherapie en afwachtend beleid (n=29). De andere 

groepp bestond uit vrouwen bij wie kortgeleden de diagnose borstkanker was gesteld en die 

kondenn kiezen tussen borstamputatie en een borstsparende behandeling (n=141). 

Mett name bij de groep vrouwen met borstkanker bleken de subschalen voldoende 

betrouwbaarr en valide. In de groep patiënten met een ongeneeslijke vorm van kanker bleken 

dee verschillende schalen minder betrouwbaar en valide. Dit kan wellicht verklaard worden 

doorr het feit dat deze patiënten niet echt een keuze hebben ervaren. Zij zagen palliatieve 

chemotherapiee als de enige behandelingsoptie. Wanneer er echter geen keuze wordt ervaren, 

wordtt er ook geen conflict in de besluitvorming gevoeld. 

Dee conclusie van het onderzoek is dat de schaal zeker bruikbaar is bij beslissingen die door 

kankerpatiëntenn genomen moeten worden. Echter, zowel aan de tijdstippen waarop de DCS 

wordtt afgenomen als aan de formulering van de items valt nog het een en ander te verbeteren. 

Hoofdstukk 8 Discussie 

Inn dit proefschrift zijn verschillende aspecten van het besluitvormingsproces rond palliatieve 

chemotherapiee aan de orde geweest. Echter, naast de behandelingsvoorkeur, de uiteindelijke 

keuzee en de informatie die is gegeven, zijn er andere aspecten die een rol spelen bij de 

besluitvorming.. Hierop wordt in de discussie ingegaan. 

OverwegingenOverwegingen van patiënten en artsen 

InIn hoofdstuk 4 is onderzocht welke behandelingsvoorkeuren patiënten hebben en wat hun 

uiteindelijkk behandelingskeus is. Hoewel men nog geen informatie van de oncoloog had 

ontvangen,, hadden de meesten reeds een voorkeur voor een bepaalde behandeling. Wij 

hebben,, nadat men to t een bepaalde behandeling had besloten, gevraagd wat de 

overwegingenn tot die beslissing waren. 



Patiëntenn die voor chemotherapie hebben gekozen, lijken hun beslissing vooral te baseren 

opp irrationele argumenten. De helft van de patiënten zegt dat de mogelijkheid om te genezen 

belangrijkk was bij de genomen beslissing. Tegelijkertijd melden de meesten dat de oncoloog 

henn had verteld dat er geen kans meer was op genezing. Echter, ze blijven hopen op een 

wonder.. Daarnaast is het gevoel dat 'niets doen niet mogelijk is', belangrijk geweest bij de 

beslissingg voor palliatieve chemotherapie. Bij de patiënten die voor een afwachtend beleid 

hebbenn gekozen, lijken meer rationele overwegingen aan hun keuze ten grondslag te liggen. 

Dee meeste vonden het feit dat er geen kans meer was op genezing en dat de kans op 

levensverlengingg klein was, niet opwegen tegen de bijwerkingen van de behandeling. 

Ookk bij de artsen zijn we nagegaan welke overwegingen een rol spelen bij het aanbieden 

vann palliatieve chemotherapie. We hebben gekeken of er verschillen waren in hun 

overwegingenn bij de groep patiënten die uiteindelijk koos voor chemotherapie en de groep 

diee voor afwachtend beleid koos. Het blijkt dat preventie van ziekteprogressie, de lichamelijke 

conditiee van de patiënt en de behandelingswens van de patiënt de meest belangrijke 

overwegingenn waren voor artsen om chemotherapie voor te stellen. Ook bleek dat de 

overwegingenn 'iets doen is beter dan niet doen' en 'niets doen is geen optie' bij de helft van 

dee artsen in de groep patiënten die uiteindelijk voor chemotherapie hebben gekozen, tenminste 

vann enig belang waren. Dit impliceert dat chemotherapie niet alleen wordt voorgesteld op 

basiss van rationele overwegingen. Het zou heel goed kunnen dat actief behandelen, in 

tegenstellingg to t afwachtend beleid, de arts meer het gevoel van controle geeft. De 

consequentiee hiervan is tweeledig. Aan de ene kant zou hierdoor chemotherapie gegeven 

kunnenn worden die niet zinvol is vanwege de te kleine kans op effect terwijl er wel bijwerkingen 

opp zullen treden. Aan de andere kant krijgt hierdoor de mogelijkheid van afwachtend beleid 

wellichtt minder aandacht dan eigenlijk goed zou zijn. 

DeDe voorkeur van de geïnformeerde patiënten 

Dee vraag kan gesteld worden, wanneer we ervan uitgaan dat de meeste patiënten onvoldoende 

informatiee krijgen over zowel palliatieve chemotherapie als afwachtend beleid, wat de 

behandelingsvoorkeurr zou zijn wanneer die informatie wel was gegeven. 

Aann alle patiënten is een situatie geschetst waarin hen gevraagd werd om een vriend, die 

inn een vergelijkbare situatie verkeert als zijzelf, te adviseren om voor een behandeling met 

palliatievee chemotherapie te kiezen of voor afwachtend beleid. Beide behandelingsopties 

warenn van te voren beschreven waarbij de effecten van de behandelingen en de bijwerkingen 

werdenn geschetst. Vervolgens werd aan alle patiënten gevraagd bij hoeveel weken 

levensverlengingg zij palliatieve chemotherapie zouden adviseren. 

Hett bleek dat 10% van de patiënten, ook bij slechts een week levensverlenging. 
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chemotherapiee zou adviseren. Aan de andere kant zou 49% nog afwachtend beleid adviseren 

zelfss wanneer er sprake zou zijn van 26 weken levensverlenging. Dit leidde tot twee opvallende 

observaties.. De eerste is dat bijna de helft van de patiënten een half jaar levensverlenging 

niett voldoende vindt om palliatieve chemotherapie te adviseren. Dit komt niet overeen met 

hett percentage patiënten (80%) in deze studie dat zelf wel voor chemotherapie heeft gekozen. 

Tenn tweede is het zo dat een half jaar levensverlenging zelden of nooit met palliatieve 

chemotherapiee bereikt wordt. Men kan zich dan ook afvragen of de patiënten in onze studie 

opp basis van de juiste informatie voor chemotherapie hebben gekozen. 

Slotconclusies Slotconclusies 

Onzee eerste conclusie is dat patiënten beter geïnformeerd moeten worden omtrent de 

verschillendee behandelingsmogelijkheden zodat op een weloverwogen wijze beslissingen 

genomenn kunnen worden. In de huidige praktijk is die informatie lacuneus. 

Oncologenn zijn zelf minder overtuigd van het feit dat palliatieve chemotherapie de beste 

behandelingg is voor patiënten dan men op grond van de dagelijkse klinische praktijk zou 

verwachten.. Patiënt-, ziekte- en behandelingspecifieke kenmerken dragen ertoe bij dat artsen 

differentiërenn in hun voorkeur voor palliatieve chemotherapie dan wel afwachtend beleid. 

Eenn derde conclusie is dat patiënten geen onbeschreven blad zijn wanneer zij bij de arts 

komen.. Dit betekent dat wanneer patiënten bij de oncoloog binnenkomen om geïnformeerd 

tee worden, de meeste al een duidelijke voorkeur voor een behandeling hebben. De 

consequentiee hiervan is dat oncologen moeten achterhalen (exploreren) wat de patiënt al 

weet,, ongeacht of deze kennis gebaseerd is op feiten of niet, en hun informatie daarop 

zoudenn moeten afstemmen. 

Tenn vierde is het feit dat de overwegingen 'iets doen is beter dan niets doen' en 'niets doen 

iss geen optie' een belangrijke rol spelen bij besluitvorming rond palliatieve chemotherapie 

opmerkelijk.. Dit kan te maken hebben met onder andere de beperkte aandacht die er aan de 

mogelijkheidd van afwachtend beleid wordt besteed in de geneeskundige praktijk en opleiding. 

Tott slot concluderen wij dat het concept van gezamenlijke besluitvorming een ideaal model 

iss voor zowel de arts als de patiënt in situaties waarin geen beste behandelingsoptie bestaat. 

Ditt ideaal staat veraf van de huidigee dagelijkse praktijk. Om beslissingen te kunnen nemen in 

dergelijkee omstandigheden is het belangrijk dat de patiënt alle informatie krijgt en begrijpt en 

datt zij deel uitmaken van het besluitvormingsproces. Hulpmiddelen om deze beslissingen 

inzichtelijkk te maken kunnen daarbij in de toekomst wellicht dat proces ondersteunen. 
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Datt de totstandkoming van dit proefschrift naast trots en plezier ook een spoor van tijdelijke 

moedeloosheidd en dus vooraf doorzettingsvermogen heeft achtergelaten is alle ondersteuners 

enn omstanders luid en duidelijk bekend. De steun, stimulering en vooral het vertrouwen in 

eenn goede afloop van een aantal bijzondere mensen zijn van groot en doorslaggevend belang 

geweest. . 

Allereerstt de patiënten die belangeloos meegewerkt hebben aan het onderzoek. De wijze 

waaropp zij over hun ziekte vertelden en over de keuzes die zij moesten gaan maken en 

vervolgenss ook gemaakt hebben, was indrukwekkend wat betreft de openheid en de moed 

diee ze daarbij toonden. Velen van hen passeren nog regelmatig mijn gedachten. Ik ben hen 

bijzonderr dankbaar voor hun bereidwilligheid en koester de herinneringen aan de bijzondere 

ontmoetingenn die ik met hen gehad heb. 

Dann de artsen en verpleegkundigen die bij de uitvoering van het onderzoek in de verschillende 

ziekenhuizenn betrokken waren. Dankzij jullie bereidheid in de eigen ziel en spreekkamer te 

latenn (mee)kijken en luisteren is dit onderzoek mogelijk gemaakt en konden anderen via de 

artikelenn van jullie ervaringen leren. Jullie betrokkenheid heeft mij geholpen en zeer geroerd. 

Hartelijkk dank. 

Hoofdstukk drie had niet geschreven kunnen worden zonder de inzet van alle specialisten 

diee zich met oncologie bezig houden en die de vragenlijst hebben ingevuld en teruggestuurd. 

Dee vele positieve commentaren die daarbij gegeven werden gaven mij het vertrouwen dat ik 

niett de enige was die het nut en belang van het onderwerp inzag. Hartelijk dank voor uw 

medewerking. . 

Mijnn beide promotores en co-promotores hebben mij gedurende de vele stadia die tot dit 

uiteindelijkee resultaat geleid bijgestaan. Samen hebben we inspirerende discussies gevoerd, die 

gekenmerktt werden door openheid, plezier, vindingrijkheid, betrokkenheid en nog veel meer. 

Geachtee professor de Haes, beste Hanneke. Inmiddels zijn het al tien jaren waarin wij 

intensieff hebben samengewerkt. Je kritische blik vormde vaak het rode potlood dat het 

proefschriftt uiteindelijk beter en meer to the point heeft gemaakt. Ik wil je op deze plaats dan 

ookk danken voor je niet aflatende inzet om dit project tot een goed einde te brengen en voor 

hett vele dat ik van je heb geleerd. 

Geachtee professor de Haan, beste Rob. Hoewel wij elkaar pas later in het onderzoek 

tegenkwamen,, is de samenwerking er niet minder om geweest. De intensiviteit waarmee wij 

samenn aan het vignetten artikel hebben gewerkt was niet alleen leerzaam maar ook altijd erg 

opbeurend.. Je, toch wel andere, kijk op het begrip kwaliteit van leven en de wijze waarop 

onderzoekk behoort plaats te vinden leidde tot vruchtbare confrontaties tussen verschillende 

werkelijkheden.. Erg bedankt voor je secuurheid, je steun en betrokkenheid. 

Geachtee dr Bakker, beste Piet. Mijn eerste echte ervaring met jou als dokter was toen je in 



eenn gesprek met ouders van een bijna volwassen zoon moest vertellen dat hij niet meer beter 

zouu worden. De manier waarop jij dit deed heeft diepe indruk op mij gemaakt. In de loop van 

mijnn onderzoeksjaren is deze eerste indruk van een bijzondere dokter alleen maar bevestigd. 

Heell erg bedankt voor je betrokken-blijven bij het onderzoek in al zijn fases, maar vooral ook 

voorr je openheid en bereidheid om andere wegen te verkennen. 

Geachtee dr de Graeff, beste Alexander. Ik was zo blij voor jou maar ook voor mijzelf toen 

jee promoveerde, want op dat moment kon je mijn co-promoter worden. Op die manier kon ik 

jee een waardige plaats geven bij de begeleiding van het onderzoek en zou ik verzekerd zijn 

vann je waardevolle inbreng bij de toen nog te schrijven artikelen. Dat die inbreng waardevol 

zouu zijn had ik al ervaren toen ik bij jullie (Universitair Medisch Centrum Utrecht) stage kwam 

lopen,, bij het opstellen van de onderzoeksprotocollen en het meedenken over de artikelen. 

Heell erg bedankt hiervoor. 

Jannekee Willems, zonder jou had ik het nooit gered om alle patiënten te interviewen, alle 

artsenn alert te houden, alle interviewers enthousiast te houden. Kortom het onderzoek had 

nooitt datgene opgeleverd wat het nu heeft gedaan. Ik hoop dat onze gesprekjes in de vroege 

ochtenden,, over werk, kinderen en andere bezigheden, op de een of andere wijze in stand 

gehoudenn kunnen worden. 

Franss Oort, weliswaar wat later bij het onderzoek betrokken maar niet minder belangrijk. 

InIn tegendeel! Niet dat je statistische adviezen altijd leuk waren, of het ongecompliceerder 

maakten,, maar het was altijd erg nuttig en kwaliteit van het artikel verbeterend. Dankjewel 

voorr de prettige wijze van uitleg en bijstaan. 

Mariannee Nooij, Anne Stiggelbout en Peep Stalmeier. Het was erg plezierig dat ik altijd een 

beroepp op jullie kon doen wanneer er gebrainstormd, meegedacht, gelezen, geregeld enzovoorts 

moestt worden. Bedankt voor jullie helpende hand en hoofd en waardevolle adviezen. 

Toenn jij, Chris Bor, twee jaar geleden zei dat ik mijn eerste artikel alvast kon brengen ieek 

mee dat enigszins overdreven vroeg. De tijd heeft anders geleerd. Dank zij jouw expertise en 

inzett is het 'piece de resistance' tot een boekje geworden waar ik zeer trots op ben. De 

gezelligheidd waarmee het tot stand is gekomen maakt dat ik bijna weer een proefschrift zou 

willenn schrijven. 

Afdelingg Medische Psychologie en haar medewerk(st)ers. De tien jaar die ik bij en met jullie 

hebb doorgebracht vormen meer dan alleen een prett ige herinnering. De onderlinge 

betrokkenheidd voelde als een warm bad, dat ik ernstig zal missen. Een paar mensen wil ik in 

hett bijzonder noemen. 

Allereerstt Mart Calff, want laten we wel wezen, zonder jouw bemoeienis was ik überhaupt 

nooitt op de afdeling beland. Ik heb het altijd als steunend ervaren om te merken dat wij over 

veell (voor jou en mij belangrijke) onderwerpen dezelfde gedachten hadden. Samen zijn we 
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begonnenn aan onderwerpen die ons beiden zeer beroeren, ik hoop dat we uiteindelijk nog 

veell samen zullen gaan doen. Wie weet wat onze toekomst ons brengt 

Sjaakk Molenaar, goed voorbeeld doet volgen! Weet dat ik altijd bereid ben om samen te 

ontbijtenn en ons boeiende onderzoeksgebied te bespreken. Ik heb erg genoten van onze 

gesprekkenn en dank je voor je steun en meebeleven. 

Evelienn Spelten, heerlijk om regelmatig met jou de perikelen van het KWF onderzoeker zijn 

tee kunnen bespreken onder het genot van het uitzicht op mooie mannen in spannende films. 

Hanss van Laarhoven, weggaan van de afdeling medische Psychologie was al een onzalig 

idee,, maar dat je daarmee uit mijn kamer bent verdwenen dat deed voor mij de deur dicht. Je 

bentt lange tijd een prettig baken geweest in de roerige tijden van het onderzoek en nog veel 

meer.. Dank je wel dat je er was en dat je, zij het wat verder weg, er nog steeds bent. 

Opp deze plaats wil ik mijn vriendinnen en vrienden begrip vragen voor mijn toch enigszins 

asocialee gedrag in het afgelopen jaar. De samenloop van leuke en minder leuke 

omstandigheden,, waaronder de afronding van dit proefschrift, heeft ertoe geleid dat ik weinig, 

zoo niet helemaal geen tijd voor jullie had. Mijn plan is om het in het komend jaar goed te 

maken.. Dank jullie voor je vriendschap. 

Fred,, postillon de Rotterdam, wegberijder voor mijn proefschrift. Dankjewel. 

Mijnn boezemvriendinnen Olga en Liesbeth what can I say.... Ook jullie heb ik dit jaar iets 

minderr gezien dan goed is voor mijn ego en welzijn. Ook al hebben we de dagelijkse contacten 

niett nodig om te weten wat we voor elkaar betekenen, een onsje meer zou best mogen. Dat 

dee Ardennen-weekenden verdubbeld moge worden! 

Mijnn paranimfen Nel en Frans, jullie hebben aan de wieg van mijn wetenschappelijke opleiding 

gestaann en nu zullen jullie naast mij staan bij het einde ervan. In 1978 zijn wij begonnen met 

dee studie Andragologie en Pedagogie en in de tussenliggende jaren hebben jullie al mijn 

'majorr life-events' meegemaakt. Dankjewel voor jullie steun, trouw en vooral het er zijn. 

Peterr en Sally, dank jullie wel voor jullie betrokkenheid. Broertje, I did it! Intussen heb jij 

fermee stappen gezet op het pad der zelfstandigen; iets waar ik alleen nog maar over heb 

durvenn fantaseren. Sally, jij heel erg bedankt voor het feit dat ik nooit tevergeefs een beroep 

opp je deed om toch nog even naar het engels van een artikel te kijken, toch nog snel een 

abstractt te controleren of mee te denken over pakkende zinnen en titels! 

Lievee zusjes, José en Annemieke, regelmatig heb ik jullie een warm oor bezorgd door 

ellenlangee telefoongesprekken over het lijden van een promovenda. Dank jullie voor je 

aandacht. . 

Lievee Els en Wulfert, de weldadige warmte en zorg die jullie mij en de mijnen de afgelopen 

jarenn hebben gegeven zijn niet alleen kostbaar maar hebben ertoe bijgedragen dat telkens 

weerr de moed gevonden kon worden om door te gaan. 



Lievee Fiet, dank je wel voor je niet aflatende belangstelling gedurende de vele jaren waarin 

ikk aan mijn proefschrift heb gewerkt. Het onderwerp blijft erg onplezierig, maar mocht je de 

moedd opbrengen het te lezen, dan zul je zien hoe boeiend het ook is. Ik vind het heerlijk dat 

jee erbij bent. 

Dierbaree ouders, als je de wereld van wetenschap en promoveren niet kent is het moeilijk 

jee er een voorstelling van te maken. Desalniettemin was jullie belangstelling altijd verwarmend 

enn stimulerend. Dank jullie wel voor alle kansen die jullie mij hebben gegeven. 

Lievee Mattijn, Stijn en Naomi, dankjewel dat jullie er zijn. Ik hoop niet dat het eindeloze 

trajectt dat ik heb afgelegd een afschrikwekkend voorbeeld voor jullie is geworden. Jullie 

wetenn gelukkig dat ik het onderwerp en onderzoek doen, uiteindelijk zelfs het schrijven, altijd 

ergg leuk, boeiend en stimulerend heb gevonden. Dank jullie wel voor het geduld waarmee 

julliee mijn 'mindere momenten' over je heen hebt laten komen. 

Lievee Leen, wat ben jij er voor mij geweest! Je bent het er volstrekt niet mee eens als ik zou 

zeggenn dat dit proefschrift er zonder jou niet was geweest. Daar heb je ook wel gelijk in, 

maarr het zou beslist anders geworden zijn. 

Nelleke,, juli 2003 
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Stellingenn behorende bij het proefschrift: 

"Agains tt  a sea of troubles " 
Choosingg between palliative chemotherapy and watchful waiting 

1.. To treat or not to treat, that is the question. 

vrijvrij naar Shakespeare 

2.. Meer informatie is niet altijd een oplossing om patiënten goed te informeren. 

ditdit proefschrift 

3.. Wie watchful waiting als 'niets doen' voorstelt, biedt de patiënt geen reële keuze 

ditdit proefschrift. 

4.. Loten is voor idioten. 

uitspraakuitspraak van een patiënt 

5.. De ambivalentie van artsen ten aanzien van palliatieve chemotherapie vjpdfje 

niett terug in hun voorlichting aan patiënten. s 

ditdit proefschrift 

6.. De arts die ervan uit gaat dat de patiënt een 'tabula rasa' is, leeft in een ander 

tijdperk. . 

ditdit proefschrift 

7.7. Als je er niet over praat dan bestaat het niet (conspiracy of silence). 

8.. Dat 'iets doen' beter is dan 'niets doen' lijkt voor het emotionele welbevinden op 

tee gaan, maar zeker niet altijd voor het lichamelijke. 

ditdit proefschrift 

9.. "In times of change, learners inherit the earth while the learned find themselves 

beautifullyy equipped to deal with a world that no longer exists." 

EricEric Hoffer 



10.. Het één loket systeem in de jeugdzorg is een goede remedie tegen wachtlijsten; 

dee ouders zijn de weg naar de aanbieders namelijk geheel kwijt. 

11.. "The human mind, when it has once adopted an opinion, draws all things else to 

supportt and agree with it." 

SirSir Francis Bacon, 1620 

12.. Despite the rising of the costs of living, it still remains quite popular. 

13.. Na de hobbykippen en klikkippen vormt de witte ANWB paddestoel de nieuwste 

bedreigdee soort. 

14.. Als je niet weet waarnaar toe je op weg bent, ben je ook nooit de weg kwijt. 

15.. Wat is de functie van promoveren als je niet kunt degraderen? 

16.. Dankzij de aandacht van de media voor ernstige en levensbedreigende ziekten is 

dee 'kandidatenziekte' nu een wijdverspreide aandoening. 

Nellekee Koedoot 

Septemberr 2003 
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