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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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