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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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