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CHAPTER 6 

What's there to decide for Mr. Tas? 

6.1 The case of Mr. Tas 

Mr. Tas is a 65-year-old man who formerly owned a restaurant and is present
ly working as manager in another restaurant. He had always enjoyed good 
health until one Saturday during a dinner party with some friends he sud
denly passed out while getting up from a chair. Other symptoms included 
some coughing, the production of yellowish sputum and fever. 
He was admitted to hospital and because the physician on duty suspected a 
pulmonary embolism, a VQ scan1 was made and showed slight abnormali
ties. Since Mr. Tas had received a hard bump on the head, with a resulting 
headache, a neurologist was consulted to see if there was any risk of inter
nal haemorrhage that would then contra-indicate anticoagulant therapy 
(which was indicated for the possible embolism). The neurologist found no 
such contra-indications, and Mr. Tas was put on heparin. A pulmonary 
angiography was planned to take place following the weekend. 
On Monday during rounds, Dr. Burger, the ward physician, performed a brief 
physical examination and took Mr. Tas' history. Mr. Tas wanted to know 
what had caused him to pass out. Dr. Burger said he thought it was proba
bly due to orthostatic hypotension. Mr. Tas answered: "ho ho, can you say 
that in plain Dutch, please?" Dr. Burger explained it, and Mr. Tas remarked 
that he did indeed feel dizzy every time he got up. Dr. Burger said that this 
symptom could be caused by orthostatic hypotension and that Mr. Tas 
probably had a lung infection as well; he explained that the combination of 
the two could cause a person to pass out. "But we are not sure,- it could also 
be a pulmonary embolism. But a pulmonary embolism causes you to pass 
out only when it is really massive." Mr. Tas wanted to know what was 
meant by a pulmonary embolism. Dr. Burger explained that "this means 
there are little blood clots in the lung vessels. They suspected this and the 
scan showed minor abnormalities. That's why you have been given antico
agulants. But it is. . ." (At this point, the doctor makes a quavering gesture 
with his hands.) "... We are not sure, and so maybe we'll do an angiography, 
another test. But I want to consult with my supervisor first." 
A little later, Dr. Burger was notified that Mr. Tas could go for the angio
graphy straightaway. He called his supervisor to discuss the necessity of the 

1 A VQ scan is a ventilation-perfusion scan. This scan makes ventilation (air) and 
perfusion (blood) of the lungs visible. When there is a 'mismatch' (ventilation 
but no perfusion in a certain part of the lung) this indicates a pulmonary 
embolism. Absolute certainty about the presence or absence of an embolism 
can only be obtained with a pulmonary angiography that is a more invasive 
procedure. 
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test and it was decided to have it performed because the supervisor was not 
convinced of the orthostatic hypotension hypothesis and because the angio
graphy could be performed right away. Dr. Burger said that he personally 
thought it nonsense to perform the angiography since he believed Mr. Tas' 
only problem was an infection and he had passed out temporarily due to 
orthostatic hypotension. "But somebody dropped the word embolism, and 
then they made that scan, and now you can't stop it anymore. Now you'll 
have to do it." 
Dr. Burger went back to Mr. Tas to tell him the angiography would be per
formed straightaway. Mr. Tas asked, "And what does that mean?" The 
physician said they would inject some contrast fluid into his circulation 
system and then make an X-ray so they could see the blood vessels in the 
lungs. The angiography was performed and showed no embolism. 
The next day, while getting ready to leave the room, Dr. Burger asked Mr. 
Tas whether he had any questions. Mr. Tas replied, "Yes, will there be 
more surprises like yesterday?" Dr. Burger asked, "What do you mean, sur
prises?" and Mr. Tas replied, "Well, that test. I didn't know anything about 
it." A bit surprised, Dr. Burger answered, "But I told you, didn't I, that we 
were going to do an angiography?" Mr. Tas said, "Yes, but how should I 
know what that means? I thought an X-ray with a contrast injection, and I 
still had one of these things (pointed to his drip) so I thought they would 
inject it in there. But then, all of a sudden, they had to shave me and all."2 

Dr. Burger attempted to explain the situation by saying, "Yes, well, maybe 
it was because you could go right away that it went very quickly. Perhaps 
that's why maybe I did not explain it too well". 

Later, when I had a short chat with Mr. Tas, he told me he was of the opin
ion that they gave him too little information. He felt he had to drag it out 
of them and was only told when he asked about things himself. He said he 
wanted to know in advance what was going to happen and when, so that he 
could prepare himself. 
Additional diagnostic tests were performed over the next few days. Mr. Tas 
was starting to get a little impatient since he felt well and did not understand 
why it took "them" so long to find out what had been wrong with him. The 
tests ruled out the more serious possible causes of Mr. Tas' passing out (such 
as cardiac arrhythmia or a stricture of the aorta), but no real explanation was 
found for why he had passed out or for his continuing dizziness. 
Mr. Tas was told that they did not know what had caused his problems but 
that they had ruled out "the things we were a little afraid of". Mr. Tas con
cluded, "Oh, so it's all right?" Dr. Burger answered, "yes, we're not worried 
anymore. We'll only have to see whether we can find out what really did 
cause it. So you'll have that examination by the ENT specialist this after
noon." Mr. Tas asked, "So after that, I can go home?" It was decided that he 
could go home the next day, and Mr. Tas was discharged after ten days in 
the hospital with a follow-up appointment for the outpatient department. 

2 For a pulmonary angiography, a probe is carried up to the lungs through a 
vessel in the groin in order to inject the contrast. The groin needs to be 
shaved for that purpose. 
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What's there to decide for Mr. Tas? 

The case of Mr. Tas is an example of a rather normal, uneventful hospital 
episode. From the point of view of patient autonomy, it may appear to be of 
little interest. One might argue that Mr. Tas was not informed very exten
sively and was not very actively involved in decision-making: he merely 
consented to the tests and procedures proposed by the physicians, and this 
consent was often given in a rather implicit way. On the other hand, one 
might also argue that the decisions made were not all that far-reaching, Mr. 
Tas did get information in regard to tests and treatment when he asked for 
it, and nothing was done against his explicit wishes. However, though the 
significance of this case for a theory of autonomy may not be obvious, I 
believe that precisely because it is so ordinary this case reveals a lot about 
medical decision-making in a hospital setting and about the roles of physi
cian and patient in decision-making. 
The following is a discussion of my observation that a large part of medical 
decision-making in a hospital is performed by physicians rather than by the 
patient. I will argue that decision-making by physicians is influenced by 
what I call the 'biomedical perspective' (Sections 2 and 3). Decision-making 
by physicians is also influenced by the physicians' own values and 
preferences, as well as by their estimation of the preferences of a 'standard' 
patient (Section 4). I propose that both the apparently neutral objective facts, 
information and options that the biomedical perspective deals with and the 
decisions made by physicians are informed by values and normative consid
erations, in a way that tends to diminish the attention devoted to individual 
patients' preferences and values. Furthermore, routines and customs of 
everyday hospital practice also influence the degree to which patients' pref
erences and values can and do enter the decision-making process. 
Decision-making models proposed in the medical ethics literature usually 
do not take these factors into consideration and hence they pay too little 
attention to the implicit normativity of many medical decisions. In Section 
5, it is argued that although it is to some degree inevitable that at least part 
of the decision-making is performed by physicians, the individual patient's 
preferences and values should be given a more important place in the deci
sion-making process. Finally, in Section 6, I propose an adapted model of 
medical decision-making and indicate what changes are needed in hospital 
practice in order to enhance and facilitate patient involvement. 

6. 2 The biomedical perspective 

One remarkable aspect of Mr. Tas' case is that a major part or perhaps most 
of the decision-making was actually performed by Mr. Tas' physicians. They 
considered the possibility of embolism, decided to make a VQ scan, consulted 
another physician who decided that the risks associated with anticoagulant 
therapy would not be high, decided to start a heparin drip and decided what 
further diagnostic tests would have to be performed. In making these deci
sions, many factors were considered and weighed. At one point, for instance, 
Dr. Burger wondered whether or not he should perform a pulmonary angiog
raphy. He considered the chance that Mr. Tas had a pulmonary embolism to 
be very slight or even non-existent so he believed it to be unnecessary to 
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look for it. Moreover, he had an alternative hypothesis: he believed he could 
explain Mr. Tas' symptoms better by suggesting a reason other than the 
embolism-hypothesis. Maybe Dr. Burger also weighed the risks and unpleas
antness of an angiography against the risks of missing (and thus not treat
ing) a possible embolism and came to the conclusion that the former risk 
would be greater. He called performing the angiography a 'defensive action', 
indicating that the fear related to a slight chance of missing the proper 
diagnosis was being given priority over other considerations. In the end, 
however, Dr. Burger seemed to feel he had to perform the angiography any
way, not because he himself had a reasoned motivation to do so but 
because: "somebody dropped the word embolism, and then they made that 
scan, and now you can't stop it anymore, now you'll have to do it." 
Though Mr. Tas' physician deliberated on the necessity and desirability of per
forming an angiography, it seemed as if he did not really have a choice. The 
primary reason he presented for performing the angiography was that although 
it should never have become a serious option, now that it was, it should be 
performed. There appeared to be a straight line from the suspicion of a pulmo
nary embolism to performing a VQ scan and another straight line from an 
abnormal scan to performing an angiography. Once certain information was 
available, or once certain actions were performed, it appeared unavoidable that 
other actions should follow, and it seemed as if the physician had or felt he 
had little control over this sequence of events (cf. Mesman 1996). 
This mechanism is recognised by at least some physicians, but they often 
seem to feel that they cannot avoid it. Sometimes, diagnostic tests show 
unexpected abnormalities that appear unimportant. Still, once such an 
abnormality is detected, it is generally felt something should be done about 
it. Although it is sometimes remarked that "we should not have done that 
test in the first place: now you see what happens", it seems as if an abnormal 
test result automatically necessitates further action. On other occasions, a 
test is not performed because "it could show some minor abnormality that 
has nothing to do with the real problem, but once we know about it, we'll 
have to take some further action". Apparently, physicians feel they are free 
to decide whether or not to perform such a test, but not to ignore the results 
once it has been performed. One explanation for this automatism can be 
found in the fear of "overlooking something important", as indicated by Dr. 
Burger. Another more general explanation is that the biomedical perspective 
has a certain inherent logic that functions as an independent force. 
With the term 'biomedical perspective' I mean a certain perspective on dis
ease, illness and health and a related way of thinking and speaking about 
these that can be recognised in hospital practice. From a biomedical 
perspective, illness and disease are primarily understood as being biological 
phenomena: abnormalities that should be corrected. They are explained in 
terms of biological processes and physiological mechanisms, and the goal of 
medicine is primarily understood as correcting and restoring normal biolog
ical and physiological functions. From this point of view, establishing a 
diagnosis or choosing and administering a medical treatment are mainly 
'technical' matters. In the biomedical perspective, the disease plays the 
leading role while the patient is primarily seen as its vehicle. A typical 
example of seeing the patient as a vehicle for his disease is the way in 
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which patients are sometimes still referred to as "that gastric ulcer", or "the 
new pneumonia". 
Though I certainly do not want to claim that physicians limit themselves 
to assuming a biomedical perspective when treating their patients, this per
spective is highly influential. It concerns a way of thinking, perceiving and 
interpreting that is very fundamental to medical practice. Individual physi
cians cannot simply choose to adopt or refuse this perspective,- it is in many 
ways a collective view that constitutes the profession's self-understanding, 
sets much of its goals and standards of excellence, is being passed on in 
medical education, and is continuously being reaffirmed in medical practice. 
For physicians, the biomedical view is a self-evident component of the way 
they think and behave. 
Although it is generally acknowledged that illness and disease are also social, 
psychological and existential phenomena and that patients are persons 
with their own lives that involve more than their biological abnormalities, 
the biomedical perspective often appears to predominate within the hospi
tal. This is not very surprising, however, since it enables physicians to cure 
and ameliorate many diseases and thus to help people who suffer from 
these afflictions. In that sense, it is a useful perspective that has contribut
ed very substantially to the achievements of medical science. However, too 
much emphasis placed on the biomedical perspective accompanied by 
ignoring other perspectives will have unfavourable consequences. After all, 
the biomedical perspective offers a rather one-sided picture of illness and 
disease. From a biomedical perspective, the patient's well-being is defined 
in terms of the absence or presence of disease, and criteria associated with 
biological and physiological normality are used to determine what is good 
for a patient. Since there is little room for other criteria and considerations 
in this perspective, there is equally little room for the views and wishes of 
the patient in the determination of what ought to be done3. From a biomed
ical perspective, the goals of treatment and the benefits for the patient can 
be defined without considering the patient's wishes and values, so that 
patient him or herself has no designated place within the decision-making 
process. From this perspective, medical decision-making is mainly a tech
nical activity: an act of problem-solving for which biomedical knowledge is 
both required and sufficient. 

6. 3 The biomedical perspective in hospital practice 

Although I believe that the biomedical perspective is important in hospital 
practice and that it has a significant effect on medical decision-making pro
cesses, it is hard to say exactly to what degree this perspective is important 

3 In the case of Mr. Tas, for example, the physician wanted to perform more diag
nostic tests in order to get a proper diagnosis while in the meantime Mr. Tas him
self was getting impatient and just wanted to go home. From the perspective of 
the physician, there were abnormalities in Mr. Tas' physical functioning that 
should be explained. From Mr. Tas' perspective, once he knew that he was "all 
right", the question of the proper diagnosis was not very important anymore. 
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and influential. This is a difficult empirical question that I cannot answer on 
the basis of my present research. Moreover, it is a question that will most 
likely lead to different answers if applied to various contexts and settings. 
Instead of speculating on the exact amount of effect that the biomedical 
perspective has, this section explains and shows how the biomedical 
perspective is embedded in everyday decision-making processes and how 
this influences patient participation. 

First of all, the biomedical perspective is continuously being enacted, reaf
firmed and passed on in everyday routines and interactions. For example, 
Dr. Burger had another patient, Mrs. Huisman, who took over 12 different 
kinds of medicine, all prescribed by her general practitioner. Mrs. Huisman 
herself resented having to take all these pills, and from a medical point of 
view many of them were no longer necessary. Dr. Burger changed her medi
cation to 4 different kinds a day, and Mrs. Huisman was very pleased. 
During rounds, the supervisor asked why the medication had been changed, 
and the co-assistant4 answered, "Primarily because she had to take so many 
pills and she did not like that." The supervisor looked a bit surprised, and 
Dr. Burger quickly said, "Well, the main reason, of course, was that many 
of them weren't necessary anymore and that some of them were rather old-
fashioned". This incident, then, is a good example of how the view is con
firmed and passed on that biomedical considerations have priority over a 
patients' wishes. 

Protocols 

Another important way in which the biomedical perspective influences dai
ly hospital practice is through protocols and standards of good medical 
practice. Protocols are sets of instructions telling physicians what course of 
action they should take in a specific situation and guiding them through a 
sequence of steps. The instructions are based on scientific knowledge and 
research and are meant to enhance the quality of care, reduce the variation 
between doctors and give medical practice a more scientific basis. 
According to Marc Berg, one of the problems of protocols is that they con
tribute to "the widespread illusion of the single answer" (1997, p. 1083). 
The assumption of protocol advocates is that there is only one best inter
vention for any one medical problem, and only one best path of action for 
any one situation. Moreover, this implies that there is only one optimal 
rationality. In many protocols, this rationality is primarily that of the 
biomedical perspective. Protocols tend to present this perspective as the 
one and only relevant way of thinking and acting in medicine. But, as Berg 
says, there are many other legitimate considerations, such as the patient's 
own wishes and preferences, that play a part in medical decision-making. 
With their enforcement of the illusion of the single right answer, protocols 
limit the role of the patient in medical decision-making. If the patient is 

1 A co-assistant is a medical student in the last clinical phase of his or her edu
cation. 
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allowed a role in decision-making, it is only after the physician has deter
mined, on the basis of the protocol, what the indicated course of action is. 
By then, the patient is allowed only to consent or refuse. However, what is 
good for the patient is defined by medical criteria: that which works best to 
diagnose or treat a certain disease. The patient's own definition of his or 
her 'own good' as well as his or her own wishes and priorities are thus 
obscured as relevant factors for determining the 'best' course of action. 
The illusion of the single right answer also excludes the possibility of alter
natives. According to the doctrine of informed consent, the physician 
should present patient with information about alternative options so that 
the patient can make his choice. Models of shared decision-making rest 
even more strongly on the assumption that there are alternative courses of 
action from which to choose and about which patient and physician should 
deliberate together. In my observations, however, I was struck by the fact 
that there rarely seemed to be any real alternatives,- often, there was simply 
one course of action which was indicated. If a patient suffers from pneumo
nia, he needs antibiotics; if there is a suspicion of embolism, heparin should 
be given; and if a VQ scan is not conclusive, an angiography should be per
formed. From a biomedical perspective, alternative courses of action do not 
often exist. If there are in fact a number of other usable tests or therapies 
available, but whose results are not as effective, as measured by biomedical 
criteria, as those achieved by the proposed test or treatment, these are sim
ply not considered to be alternatives at all. Consequently, they are not 
included in protocols and not proposed to patients5. An obvious example is 
the fact that 'doing nothing' is generally not considered to be a possible 
alternative. 

Often, what is proposed or offered to patients is the 'single best' course of 
action, as seen from a biomedical perspective. However, the process of 
determining the best course of action is far from being value free, as the use 
of the term 'best' already indicates. It can be said of a treatment that it is 
the most effective for curing a certain disease and that, in that sense, it is 
the best. It does not follow, however, that this treatment is the best solution 
for the patient's problems (cf. Miller 1993). The patient may not want to be 
cured at the expense of other things that are important to him, and there 
are cases in which he may not even want to be cured at all. In the biomedi
cal perspective, the most effective treatment is simply equated with the 
best course of action, but this equation rests on the presumption that the 
effects of the treatment conform to the patient's ends. The idea of the sin-

5 In one of the earliest qualitative studies of medical decision-m a kin g and 
informed consent, Lidz et al. already concluded', "seldom does the doctor see 
a series of alternative possible treatments. Rather, for each problem there typi
cally exists a medically preferable treatment, not a series of alternatives from 
which the patient may choose. It does not seem to the doctor to be a decision
making process but simply a question of persuading the patient to accept 
proper treatment. The decision has been made - by the doctor. It is now, in the 
medical view, time to make a recommendation to the patient" and a little fur
ther: "in the doctor's view there is no decision for the patient to make, except 
whether or not to get proper medical care" (1982, pp. 399-400). 
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gle right answer hinges on adherence to one single set of ends, these ends 
being largely derived from the values of the biomedical perspective (e.g. 
normal biological and physiological function). Alternatives that might be 
considered best from the point of view of other value systems disappear 
from sight. Which options are considered best and which alternatives are 
presented as 'available" is not only a matter of facts and medical-technical 
problem solving, but also one of judgements made on values and ends. This 
means that there may actually be more alternatives available and there 
may be more to choose than often seems to be the case in everyday hospital 
practice. The logic of biomedical thinking may obscure options that, from 
the perspective of informed consent or shared decision-making, should 
actually be discussed with patients6. 

Evidence-based medicine 

A third way in which the biomedical perspective influences hospital prac
tice is through a recent trend in medicine known as evidence-based 
medicine. Evidence-based medicine can be defined as the "conscientious, 
explicit, and judicious use of current best evidence in making decisions 
about the care of individual patients" (Sackett et al. 1996). It entails having 
medical decisions based as much as possible on scientific evidence instead 
of on experience, intuition or custom. The basic principles of evidence-
based medicine are that decisions should be based on the best available evi
dence; that the clinical problem at hand should determine the evidence to 
be sought; that identifying the best evidence means using epidemiological 
and biostatistical ways of thinking; that conclusions based on the available 
evidence are useful only if put into action in managing patients or in mak
ing health care decisions and, finally, that performance should be continu
ally evaluated (Davidoff et al. 1995). 
Here, the priority given to scientific evidence, and especially to the method 
of the clinical controlled trial, threatens to obscure other relevant informa
tion. Relatively little research is done into aspects that are relevant from 
the patient's point of view; often, such aspects do not lend themselves to 
the research methods considered to be most 'scientific'. Moreover, choos-

6 Another way in which protocols tend to limit the role of the patient in the deci
sion-making process is by contributing to a "loss of importance of information 
and interventions which are difficult to explicate and/or to quantify" (Berg 1997, 
p. 1085). Berg mentions the social circumstances of the patient and the tone of 
a conversation as examples of such information. It seems as if a lot of informa
tion crucial to determining what a patient considers to be for his own good and 
a lot of interventions directed to including the patient's point of view in 
decision-making are difficult to explicate and certainly difficult to quantify. One 
cannot measure the fear of a patient for a procedure, and this automatically 
makes it a less important piece of information than the evidence-based risk and 
success rates. Moreover, it is much more difficult to give standardised and sci
entifically sound instructions for discussing such fear with a patient than it is to 
make a protocol for a state-of-the-art implementation of the procedure. 
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ing the right treatment on the basis of evidence causes a bias against those 
kinds of treatments that have been poorly investigated. In general, it can be 
said that "the objectivity and rationality which is part of the rhetoric of evi
dence-based medicine tends to obscure the fact that values play an important 
role in the conclusions from evidence-based medicine" (Hope 1995, p. 260). 
Evidence-based medicine thus provides answers to clinical questions or sup
ports certain courses of action in a way that is less value free than it may seem. 
The principle that "the problem at hand should direct the search for evidence" 
can (and I believe should) be understood as an incentive to collect informa
tion and evidence that is relevant from the patient's point of view. It can 
only work in this way, however, if physicians also define the problem at 
hand in the patient's terms and not only in their own. Understood as a tool, 
evidence-based medicine can be put to good or bad use but given the domi
nance of the biomedical perspective in hospital practice, the use made of 
this tool will be guided primarily by that perspective. Moreover, the factors 
previously discussed make the tool itself better suited for supporting the 
biomedical perspective than for changing it. As Jacobson et al. remark, 
"EBM [evidence-based medicine, MS] predominantly addresses the biomed
ical perspective of diagnosis, principally from a doctor-centred paradigm" 
(1997, p. 450). These authors also conclude that an over-emphasis on 
evidence-based medicine would reinforce the biomedical approach. This, in 
turn, could weaken the role and importance of the patient's own preferences 
and values in decision-making processes. 

6.4 Patient-centred perspectives 

Biomedical or patient-centred? 

Naturally, the biomedical perspective is not the only perspective taken by 
individual physicians or physicians writing protocols - considerations other 
than biomedical considerations do play a part in the decision-making of 
physicians as well as in protocols and guidelines. The unpleasantness, side 
effects, pain or other consequences of tests or treatments are usually taken 
into account as well. An example of this is the fact that the least invasive 
but probably less conclusive tests are scheduled before tests that are both 
more invasive and conclusive. This concept was followed in the case of Mr. 
Tas, where the VQ scan was performed before the angiography; had the VQ 
scan been conclusive on the absence or presence of an embolism, there would 
have been no need to perform the more unpleasant and risky angiography7. 
From a historical perspective, the emergence of a patient-centred perspec
tive is of more recent date than that of the biomedical perspective. The rise 
of modern medicine was accompanied by a great optimism with regard to 
its possibilities and a lack of attention in regard to its negative sides. In the 

7 S t i l l , w h e t h e r i n s u c h a c a s e i t i s t h e unp leasan tness or the heal th r isks of the 
p r o c e d u r e that are c o n s i d e r e d to be the m o s t i m p o r t a n t reason fo r th is cou rse 
of ac t ion is not c lear. 
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Netherlands, an important moment that marked a change in this situation 
was the publication of a booklet by a physician by the name of Van de Berg 
( 1969) who asked whether everything that was regarded as good from a 
biomedical point of view was equally good when viewed form a human per
spective (cf. Zwart 1995). The picture of a man who had undergone a hemi-
corporectomy (the amputation of one half of the body from the waist down) 
drove the issue home with great force. Was survival the only relevant 
issue? Did patients really want this? During the last three decades, then, 
social and technological changes have increased the importance of patient-
centred considerations and have gradually put pressure on the dominance 
of the biomedical perspective. As this has happened, the internal morality 
of medical practice has changed8. This does not mean that a patient-centred 
perspective now dominates the biomedical view, however. There is still an 
ongoing tension between the two, as the following case fragment illustrates. 
It also shows that patient-centred considerations can overrule more strictly 
biomedical ones. 

Mrs. Westblad is a 69-year-old widow who comes from Surinam and has lived 
in the Netherlands with one of her daughters for 8 years. Her other six chil
dren still live in Surinam. 
She suffers from diabetes, diabetic retinopathy and renal insufficiency, and 
is hard of hearing. 
Mrs. Westblad was admitted to the hospital because of acute dyspnoea, pain 
in the chest and a developing fever. The physician who admitted her thought 
it possible that she was suffering from pneumonia or pulmonary embolism, 
so she received both antibiotics and heparin. A VQ scan, which was per
formed the next day, was inconclusive about the existence of an embolism. 
The ward physician wondered whether she should do a pulmonary angiog
raphy in order to get a secure diagnosis. She discussed the case with her 
supervisor who was of the opinion that the chance that it was indeed an 
embolism was low and who said, "... let's not be too strict. We won't do an 
angiography, and we will stop the heparin. It looks most like an infection; 
the chance of embolism is very theoretical. After all, an angiography is an 
invasive procedure." Mrs. Westblad soon recovered, and was dismissed a 
few days later. 
In the case of Mrs. Westblad, as in the case of Mr. Tas, one can sense the 
power of authority attributed to the biomedical perspective. Once the pos
sibility of a pulmonary embolism was raised, it seemed as if a pulmonary 
angiography could not be avoided. In this case, however, the doubt about 
the necessity of the test was so great that other arguments ("it is an 
invasive test") were considered strong enough to support the decision of 

8 Laine and Davidoff describe this change as a "professional evolution" (Laine & 
Davidoff 1996). Faden and Beauchamp describe it in terms of a replacement of 
a beneficence model by an autonomy model. Though the efforts of lawyers 
and ethicists have certainly contributed to these changes, other factors such 
as the various civil rights movements, the Nuremberg trials, and the increas
ingly technological and impersonal character of medical care had a great influ
ence as well (Faden & Beauchamp 1986, pp. 86-88). 
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not performing it. Nevertheless, not performing the test was "strictly speak
ing" not considered to be the proper course of action. In this and in other 
cases as well, the power of authority attributed to the biomedical perspec
tive was successfully resisted. 

Physicians' values and the standard patient 

When more patient-related considerations such as the pain or discomfort of a 
certain test or the side effects of a certain treatment are taken into account, 
however, the physician's beliefs or what the physician deems to be the pref
erences of the 'standard' patient often become the frame of reference in the 
decision-making process. That is to say that the weighing of such factors is 
often not done on the basis of the preferences of the individual patient, but 
on the basis of what the physicians believe to be important or of what they 
presume patients in general deem important. In deliberations about the best 
course of action, both biomedical considerations and patient-centred consid
erations are usually taken into account, but the weighing of these factors 
(e.g. the weighing of a better chance of recovery as opposed to more side 
effects) is often largely performed by physicians, on the basis of their estima
tion of the importance of various factors. Such judgements are incorporated 
into everyday routines and standards of good medical practice and affect 
what options are presented to patients and how they are presented. With 
regard to some diseases, for example, there may be a dissensus among physi
cians about the 'best course of action'. Different wards or hospitals may have 
different routines or guidelines for treatment, but these facilities offer their 
patients only the option that their own guideline prescribes, without inform
ing them of the options available in other hospitals9. 

Physicians' judgements about the desirability of a certain course of action 
also affect the decisions they make for their individual patients. Mrs. Van 
der Horst, an 80-year-old lady suffering from dementia, was admitted 
because of a thrombosis of the leg. She also proved to suffer from atrial fib
rillation for which she was given digitalis. The supervisor decided that Mrs. 
Van der Horst should receive acenocoumarol (an anti-coagulant) for her leg 
but not for her atrial fibrillation10. He explained this policy to the ward 
physician by saying, "I believe that if there is no longer any interaction 
between people, life is over. When that happens, you should give them the 
absolute minimum package, agreed?" 

9 In the case of diagnosis and treatment of eusophagus varices due to chirrosis 
of the liver, a Dutch court has ruled that physicians should at least inform 
patients that various opinions exist on the best course of action and should 
offer the patient the possibility to go to another hospital that follows different 
guidelines and offers different options (Gerechtshof Amsterdam 1998). 

10 Standard therapy after thrombosis is three months of acenocoumarol. 
Standard therapy in atrial fibril lation is acenocoumarol for as long as the atri
al fibrillation lasts, probably the rest of one's life. Atrial fibril lation enhances 
the chances of embolism (blood cloths) that can damage organs such as the 
brain or kidneys; acenocoumarol diminishes this risk. 
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The option of treating Mrs. Van der Horst with acenocoumarol for her atrial 
fibrillation was not presented to or discussed with her husband. Obviously, 
this is not in line with the requirements of informed consent. In this case, 
the decision not to offer a specific available option was made in an explicit 
way. Often, however, value judgements are incorporated in such decisions 
in a much more implicit way, and the physicians involved may not even be 
aware that value judgements are involved at all. 
Judgements and deliberations involving consequences, side effects, the un
pleasantness of treatment and the like can also be made by considering the 
values and preferences of the average or 'standard' patient. It can be 
assumed, for example, that patients in general prefer to be free of pain, that 
they prefer certainty over uncertainty, that they prefer being at home over 
lying in a hospital and so forth. The 'standard patient' not only represents 
the preferences and values of the majority of patients,- the standard patient 
represents the most common preferences, though sometimes both majority 
and minority standards are recognised. In regard to the treatment of renal 
failure, for example, there will be patients who prefer haemodialysis to 
peritoneal dialysis and patients who prefer peritoneal dialysis to haemo
dialysis. In this case, the image of the 'standard' patient does not provide a 
single answer as to how the various advantages and disadvantages of the two 
options should be weighed but provides two eligible alternatives between 
which individual patients must choose. Nevertheless, it can be assumed 
that the standard patient prefers some form of treatment to no treatment 
(especially in cases where no treatment would lead to death), so from the 
point of view of the standard patient, no treatment is not an option at all. 
Though it does not seem unreasonable to take the standard patient's prefer
ences as a starting point in determining what options should be offered (the 
alternatives that should be considered 'available") or what information 
should be given, ideas about what patients in general deem important may 
block physicians from seeing and taking into consideration the individual 
patient's preferences. Mr. Visser, a 71-year old former wholesale dealer in 
stationery, for example, had metastatic cancer and was terminally ill. After 
a four-week admission period, his condition had improved to such a degree 
that hospital care was no longer necessary. The ward physician presumed 
that Mr. Visser would like to go home and proposed this to Mr. Visser who 
then raised a number of objections, most of which were practical in nature. 
The physician said all of these problems could be solved and that he would 
start to arrange for discharge. Afterwards, Mr. Visser told me that he did 
not want to go home at all because doing so would be too much of a burden 
on his wife,- he also felt that the physician had not really listened to him 
and had not understood his point of view. 
Another problem with physicians making presumptions about the 
preferences and values of patients in general is that the physicians' images 
of the standard patient may be incorrect. Empirical research has shown that 
physicians often misjudge patients' preferences. One example of this is that 
they underestimate patients' desire for information while overestimating 
their desire to participate in decision-making (Strull, Lo & Charles 1984). 
Physicians also fail to give patients the kind of information they want 
(Chaitchick et al. 1992),- which suggests that they do not have an accurate 
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picture of what their patients deem important. Though some idea of the 
standard patient seems necessary as a starting point in identifying options 
and providing information, this image of the standard patient's preferences 
should be perfected as much as possible (by means of basing it on empirical 
research), and it should not become so overpowering that it obscures the 
physician's view of the individual patient. 

Organisation and routines 

The organisation of the hospital and of everyday hospital practice adds to the 
tendency to neglect the preferences and values of the individual patient. 
There is little structured attention devoted to the individual patient's point 
of view. In the taking of a patient's history or the performance of the physi-
cal examination, every 'tractus' (pulmonary, circulatory, digestive and so 
on) has its routine questions and actions and all of these have their designated 
place within the patient's file. The patient's values, goals or preferences, 
however, or even her 'social history' (marital status, children, occupation 
and the like) are not treated as systematically and most of the time they are 
not considered at all. 
When other specialists are consulted, they see the patient briefly if at all 
while the information exchange between the various physicians or special
ists concerns only biomedical information and disregards information con
cerning the patient's preferences or values. In the meetings in which 'diffi
cult cases' are discussed, the emphasis is on the medical-technical aspects 
of treatment with little if any attention given to the patient's own perspec
tive. Meetings in which social or psychological problems of individual 
patients are discussed are rare and usually considered to be of minor impor
tance; many physicians consider them to be a nuisance and a waste of time ' '. 
Although some attention is shown to the patient's own preferences, values, 
and point of view, it depends largely on the individual professionals 
involved and is not incorporated systematically into the routines of hospi
tal practice. 
Finally, other factors than the ones previously mentioned affect medical 
decision-making and the opportunities for patients to be involved in deci
sion-making in a meaningful way. 
Barnard (1985) has shown that medical decision-making and doctor-patient 
interaction are determined largely by occupational usage, routines and 
apparently self-evident assumptions about the tasks of medicine and the 
proper roles for patients and physicians; he argues that these factors under
mine the possibilities of patient participation within the decision-making 
process. Apart from the biomedical perspective12, he mentions activism, a 

11 Nurses are o f ten dep i c ted as the pa t ien t ' s advoca tes and they genera l l y pay 
more a t ten t i on to pa t i en ts ' i nd i v i dua l goa ls , p re fe rences , hopes and fears . 
The b i o m e d i c a l pe rspec t i ve is less p resent in nu rs ing prac t ice than it is in 
med ica l p rac t i ce . H o w e v e r , as The (1997) has c lear ly s h o w n , nurses have dif
f i cu l t i es in mak ing t h e m s e l v e s hea rd , p rec ise ly because they do not speak 
the language of the b i o m e d i c a l pe rspec t i ve . 

12 Barnard used the t e r m ' m a t e r i a l i s m ' , bu t f r o m his exp lana t i on th is appears to 
be equ iva len t to w h a t I have ca l led the b i o m e d i c a l pe rspec t i ve . 
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benevolent authoritarian attitude, and communication patterns as factors 
that negatively influence patient participation. Lidz et al. have stated that, 
"In practice, the medical decision-making process is governed far more by 
the logic, the logistics, and the ethos of medical practice than by the legal 
ideal of individual autonomy" (1982, p. 399). Although a shift to a more 
patient-centred perspective seems to have taken place, I believe this state
ment actually still applies to much of hospital practice. 

In summary, medical decision-making is, differently from how it is depict
ed in ethical theory, a process influenced by many other factors than scien
tific 'facts' and the preferences or values of patients. Barnard (1985) called 
the values embedded in the structures and routines of daily medical practice 
the "unsung questions of medical ethics". Only some of these influencing 
factors have been discussed here, but it would be desirable for medical 
ethics to extend its view to incorporate the whole setting in which 
decision-making takes place instead of focusing only on isolated instances 
of physician-patient interaction. The following sections examine how the 
influences discussed here can be taken into account within ethical models 
for decision-making and consent. 

6. 5 Physicians' decisions and patients' values 

In regard to decision-making in hospital practice, it can be concluded, first, 
that a large part of the decision-making is performed by the physician and, 
second, that this decision-making by the physician is influenced by the 
biomedical perspective, the values of physicians, the presumed values of 
patients in general and the organisation and routines of medical practice. 
In the medical ethical literature, it is usually argued that in order to 
promote patient autonomy and prevent paternalism, the task of decision
making should be shifted from the physician to the patient. In the follow
ing, I argue that it is not only the extent to which decision-making is per
formed by physicians, but also the extent to which the decision-making by 
physicians ignores individual patients' values and preferences that consti
tutes a problem in regard to patient autonomy. Physicians need not leave 
all decision-making to their patients in order to promote autonomy, but 
they should take the patient's values as a guideline in making medical deci
sions. This idea has implications for the theory of informed consent and its 
associated decision-making models. 

In the event model of informed consent, the patient's part in decision-mak
ing is still relatively limited. The physician proposes a treatment option to 
the patient, informs him (more or less elaborately depending on the 
standard of disclosure) of the advantages, disadvantages and alternatives, 
after which the patient decides to authorise or to refuse the proposal or to 
opt for one of the alternatives. Appelbaum, Lidz and Meisel (1987) have 
rightly argued that this view presupposes an overly simplistic model of 
medical decision-making. Various observational studies lead them to con
clude that medical decision-making is a continuous process rather than a 
single event. Medical decision-making involves many decisions rather than 
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one, and treatment strategies evolve over time as more information becomes 
available, rather than being set at one specific moment. So, if decision
making must be seen as a continuous process rather than as a single event, 
then in order to guarantee a greater degree of patient participation, informed 
consent must be understood as the involvement of the patient throughout 
this process, instead of only at the end of it. 
Though the process model of informed consent is a major improvement, I 
believe it does not pay enough explicit attention to the specific role of the 
physician in the decision-making process. Even if a patient is informed 
throughout the decision-making process instead of only at the end she will 
never be as informed as the physician. As is generally recognised, patients 
cannot be expected to become medical experts themselves. Appelbaum. 
Lidz and Meisel also recognise this fact and remark that "this model [the 
process model, MS] does not imply stream-of-consciousness revelations by 
the physician" (1987, p. 156). This does imply, however, that giving a patient 
adequate information and the right to decide for herself do not make her 
the sole decision-maker, since the physician has to select the information 
and alternatives the patient needs in order to make decisions. The decision
making process thus consists of at least two different activities: the pre
selection of information and options (this activity necessarily having to be 
performed by the physician) and the final decision-making that ideally is 
performed by the patient. Both these activities are present throughout the 
process of information exchange and decision-making. In health care 
ethics, most attention has been directed to the final decision-making by the 
patient while the pre-selection done by the physician has been mainly dis
cussed in terms of standards of disclosure. In the professional standard of 
disclosure, information and alternatives to be presented to the patient are 
selected on the basis of biomedical considerations and values. In the 
reasonable person standard, the 'standard patient' is taken as the norm. 
According to the subjective standard of disclosure, which has been advocat
ed by many authors as the most desirable from the point of view of patient 
autonomy, the information to be presented to the patient should depend on 
the individual patient's values and preferences. Little attention, however, 
has been given to the fact that providing information on the basis of any 
standard still involves choices by the physician and can be understood as 
part of the decision-making process. 
The theory of informed consent introduces a division of labour between 
physician and patient: the first provides factual information while the lat
ter provides the values and makes the decision. This view has been termed 
the 'engineer model' (Veatch 1972) or the 'advisor model' (Wulff 1995) of 
the physician's role and it has been criticised by various authors for reduc
ing the physician to a mere information supplier (e.g. Charles, Gafni & 
Whelan 1997, Brock 1993, Emanuel & Emanuel 1992). 
In general, however, both the proponents and the critics of the engineer 
model depict the task of supplying information in an overly simplistic way. 
The general view seems to be that medical information is simply there: 
that it consists of a bundle of facts lying on a shelf like products in a super
market and that the relevance of these facts to the patient's values is 
always clear, so that the physician can pick out those items the patient has 
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put on her shopping list. In practice, however, patients do not have a very 
precise shopping list; most of the time, they do not possess enough knowl
edge and understanding to know exactly what facts they need. Selecting 
facts and combining them into the kind of information and alternatives 
that are relevant in light of specific values and preferences requires the 
medical expertise of a physician. Moreover, since facts are rarely as 
unequivocal and clear-cut nor as value free13 as is suggested by the super
market metaphor, selecting them involves deliberation and choice. 
Decisions have to be made regarding the value and meaning ascribed to the 
facts, their connections to other facts and their relevance to specific values 
and preferences. This selection is not, therefore, just some prefatory activi
ty that the physician has to undertake in order to enable the patient to 
make the decision,- instead, it is an important part of the decision-making 
process itself. The ideal role of the physician is not that of a 'mere' fact 
supplier, but that of an active decision-maker who integrates her medical 
knowledge with the patient's values and preferences in order to present the 
patient with a selection of information and alternatives that is optimally 
suited to make decisions according to the patient's own value-system. The 
combination of knowledge, skills and creativity required for this task is 
exactly what constitutes the physician's expertise. 

This does not mean that the physician should become the sole decision
maker as is suggested in the professional-as-agent model discussed by 
Charles, Gafni and Whelan (1997), in which choices are based on the 
patient's values and preferences but still made by the physician alone. I 
have merely argued that the pre-selection and structuring of information 
and options is a part of the decision-making process that must necessarily 
be performed by the physician. This task is not (and cannot be) value free, 
but this need not be such a problem if the values and preferences of the 
patient are taken as a guideline instead of those of the biomedical perspec
tive or the individual physician. The final decision-making should still be 
performed by the patient after he has received the necessary information. 
In some situations, this will mean that only one option will be presented to 
the patient with an explanation of why this option best fits the patient's 
preferences and perhaps accompanied by a brief discussion of the reasons 
why other options are deemed not applicable. In such cases, most of the 
actual weighing and deliberating involved in decision-making is performed 
by the physician on the basis of the patient's values and goals, while the 
final authorisation is given by the patient who should ideally understand 
how the decision fits his preferences. In such cases, 'decision-making by 
the patient' refers primarily to giving or withholding consent. Many daily 
decisions in hospital practice will be of this kind. Routine diagnostic tests 
and treatments (antibiotics for pneumonia, a VQ scan in case of a suspected 
pulmonary embolism) can usually be proposed, while alternatives that are 
hardly ever preferred by patients in general need not be discussed 

13 Take, for instance, the availability of alternatives discussed previously. For a 
more extensive discussion of the value-laden and constructed character of 
medical facts, see Brock 1993 and Berg 1992. 
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extensively, though I believe they should be mentioned. Obviously, physi
cians should remain alert to recognising those cases in which non-standard 
information or alternatives should be proposed, that is those cases in which 
routines and their built-in logic might threaten to obscure the individual 
patient's perspective14. The involvement of the patient in such routine 
decisions will primarily imply the incorporation of the patient's values and 
preferences into the physician's deliberations, on the one hand, and the 
patient's final consent on the other. 
In other situations, decision-making by the patient will involve the weigh
ing of important values and preferences and extensive deliberation about 
various alternatives and options. This will usually be the case for decisions 
in which important values and preferences are at stake and about which the 
preferences of patients in general are not uniform but more diverse. In such 
non-routine decisions, the patient will be more actively and explicitly 
involved in the decision-making process. If necessary, the physician can 
help her patient to weigh risks and benefits and if asked she can tell the 
patient which option she believes to be preferable in view of the goals and 
values held by the patient. In these cases, decision-making conforms more 
to the image of shared decision-making in the form of joint deliberation and 
discussion between physician and patient. 

6.6 Collaborative decision-making 

The model best suited to express these roles of physician and patient in deci
sion-making is the process model of informed consent as proposed and elabo
rated by Appelbaum, Lidz andMeisel (1987, pp. 151-174). However, I prefer to 
use the term 'collaborative decision-making' for this model since this term 
places more emphasis on the fact that physician and patient should work 
together in medical decision-making and ultimately strive for the same goal: 
putting to use medical possibilities in order to improve the patient's well-
being in accordance with his or her own values and life plan. In the case of 
Mr. Tas, decision-making was clearly not 'collaborative'. On the contrary, the 
physician presented the tests that had to be performed as something "we" (he 
and his supervisor) wanted to perform, or that "we" were not yet sure about, 
while Mr. Tas was of the opinion that "they" gave him too little information 
and that "they" took too long to find out what was wrong with him. 
The model of collaborative decision-making (i.e. the process model of 
informed consent] entails having physician and patient exchange informa-

14 Mr. Tas' perspective may not have been all that different from the biomedical 
perspective, and in his case, the biomedical logic probably did not obscure 
relevant alternatives. There was a woman on the same ward, however, who 
had been told that her uterus should be removed because it threatened her 
health. For several reasons, this woman very much wanted to keep her uterus 
even if this meant some health risks. Her reasons and point of view were 
hardly discussed with her at all, and no effort was made to find alternatives 
because the physicians involved only looked at the issue from a biomedical 
point of view and found it only logical that the uterus should be removed. 
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tion throughout the decision-making process in such a way that the patient 
understands the choices and options relevant to him so that he can use 
them in his deliberations, and that the physician understands the patient's 
values and goals relevant to decision-making so that he can provide the 
patient with the information he needs. Appelbaum, Lidz and Meisel focus 
exclusively on decision-making concerning treatment and leave decision
making concerning diagnostic interventions out of their model. I think the 
model should be adapted to include these as well, since diagnostic inter
ventions can pose as much risk as therapeutic ones and can have an impor
tant effect on further decision-making as well. 
The first step in the model is the establishment of a relationship between 
physician and patient. Secondly, physician and patient must come to an 
agreement on the nature of the problem; this activity entails, in addition to 
the medical definition of the problem, the recognition of those aspects of 
the problem that are most troublesome to the patient. Thirdly, the goals for 
treatment must be agreed upon (I am assuming that the goals for treatment 
can include establishing a proper diagnosis), and after that, an approach to 
diagnostics and/or therapy should be selected. Here, I believe it is useful to 
distinguish decisions concerning the treatment policy from decisions con
cerning specific diagnostic or therapeutic interventions. Discussing the 
treatment policy implies a discussion of the burdens (pain, side effects, 
inconveniences and so forth) that are deemed acceptable by the patient in 
attaining the goals agreed upon. This also means that the physician should 
give a brief overview of the kind of actions and interventions associated 
with a certain policy so that the patient can give a global indication of how 
he feels about these. The physician should give the patient a general idea of 
what to expect when a certain approach is selected, and the patient should 
give the physician some idea of the considerations and preferences that are 
important to him in making a choice. In the case of Mr. Tas, for example, 
Dr. Burger and Mr. Tas could have come to the agreement that the first goal 
should have been to understand what had caused Mr. Tas to pass out, by 
establishing a proper diagnosis. Mr. Tas could have indicated what was 
most important to him (knowing the cause, knowing it was nothing 
serious, being cured of the continuing dizziness and so on), while the physi
cian could have explained what kind of tests were possible and what could 
be achieved by performing them. 

When the patient considers the expected burdens of a certain medical poli
cy to be too great while at the same time there are no other means of attain
ing the goals for treatment initially agreed upon, this may imply that these 
goals must be redefined, or that an alternative policy must be selected 
which offers a smaller chance of attaining the set goals but is nevertheless 
more acceptable to the patient. Setting goals for treatment and selecting an 
approach to treatment will therefore often be intertwined. In Mr. Tas' case, 
once it was clear that his symptoms did not indicate a serious problem, it 
appeared that the goal of setting a proper diagnosis was not very important 
to him anymore, or at least not so important that he was willing to stay in 
the hospital much longer. 
Once a policy is agreed upon, consecutive decisions in regard to specific 
tests or interventions can be made within this pre-structured context. 
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Considerations, goals and values that have been discussed in selecting the 
policy can be referred to or specified in discussing specific interventions. 
Agreement on policy sets a frame of reference within which consecutive 
decisions can be positioned, thereby giving them a less isolated character. 
An emphasis on policy instead of on isolated actions or decisions can 
enable a more meaningful involvement of the patient in decision-making. 
One of the nurses in my study remarked that when a patient had agreed to a 
certain treatment policy, she did not ask separate consent for every activity 
or intervention that was part of that policy. If the patient refused any of 
these interventions, however, she would take this as a sign that he did not 
agree to the policy in general and that, consequently, the policy should be 
discussed again. I think it is right that once a treatment policy has been dis
cussed and agreed upon, consent for the various smaller interventions 
falling within that policy often need not be so explicitly expressed and that 
the provision of information need not be so extensive. Much of the relevant 
issues will already have been discussed, and the physician should be able to 
present that kind of information and options that fit the patient's 
preferences. However, I do not believe that agreement on policy implies 
that consent for consecutive actions is completely unnecessary nor that the 
whole policy should be discussed again, every time a refusal occurs. Patients 
always have a right to refuse interventions, even if they have consented to 
them previously. Moreover, a treatment policy is not a 'package-deal": if a 
patient consents to a certain policy, this does not imply that she has 
consented or must consent to every intervention associated with that poli
cy. Consent to a treatment policy will often be based on rather global infor
mation, while consent for separate interventions may require more detailed 
information. Sometimes, of course, a refusal by a patient will put her agree
ment to a policy into question, but on many occasions, it will be possible 
to make some minor adjustments without changing the entire policy. 
The final phase in the model of collaborative decision-making is that of the 
follow-up. During the follow-up, the process of information exchange 
should continue, policy should be evaluated and if necessary adapted, and 
further decision-making should follow the lines set out previously. In a 
hospital setting, the initial contact between physician and patient is not 
clearly separated from the follow-up as it is, for example, in an out-patient 
setting. Instead, information exchange, setting and evaluating goals, select
ing treatment approaches and deciding on specific tests or interventions are 
recurring phases within a continuing process. 

6.7 Summary and conclusions 

I started this chapter with the observation that in daily hospital practice, 
patients often seem little involved in decision-making. Many decisions are 
actually made by physicians while the patient's only role is to assent to the 
proposed treatment or test. There often seems to be little from which to 
choose. On closer inspection, however, many normative judgements and deci
sions prove to be incorporated into apparently neutral facts and decisions. 
In the opening sections, I discussed how the biomedical perspective, the 
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individual physician's values and the image of the standard patient influence 
decision-making by physicians and consequently influence what options 
are presented to the patient, what information is provided, and how it is 
provided. I claimed that the normative judgements that are implicit in 
medical routines limit the possibility of including individual patient's pref
erences in decision-making. Moreover, in hospital practice, there appears 
to be too little structured attention devoted to the patient's own values and 
preferences and this fact also limits the patient's input into decision-mak
ing. This means that there may actually be more to choose from and to 
decide upon for patients than physicians often seem to think. I do not 
believe, however, that all judgements and decisions concerning such aspects 
as the availability of alternatives should be discussed extensively with 
patients. It is inevitable that decisions are pre-structured by physicians. 
Patients cannot and need not become medical experts themselves, and it is 
not realistic to require them to do all the weighing and deliberating involved 
in sometimes routine medical decisions by themselves on the basis of 
'objective' and 'neutral ' information13. 

In Section 5, I argued that decision-making involves a pre-structuring of 
options and information which must be performed by the physician on the 
basis of the individual patient's preferences and values. Physicians should 
present options and information that are appropriate to their patients' pref
erences and values and do so in a way that is meaningful to these patients. 
In many cases, it does not seem unreasonable to take the standard patient's 
preferences as a starting point in this process. Although the selection of 
alternative options, for example, should not rest solely on biomedical crite
ria that lead only to the 'single right answer', a physician does not have to 
elaborate on possibilities most people would reject if on the basis of his dis
cussions with the patient he has no reasons to presume that this specific 
patient is an exception to the rule. In many routine or 'ordinary' cases, 
decisions do indeed involve only one viable alternative. In this sense, there 
may actually be less from which to choose and decide upon for patients 
than sometimes appears to be presumed in the medical ethics literature. 
Nevertheless, there is still a tension between the standardisation necessary 
for a workable practice and the individualisation necessary from the auton
omy point of view. More structured, intensive and explicit communication 
about goals, values and preferences is needed between physicians and their 
patients in order to attain greater patient involvement. 
The model of collaborative decision-making I presented in Section 6 clari
fies how the exchange of information can be a continuous and bilateral pro
cess. If this model, which according to Appelbaum, Lidz and Meisel is "in 
many ways an ideal" (1985, p. 171), is to be implemented in hospital 
practice, however, the factors influencing the process of decision-making 
discussed previously should be taken into account. Greater patient partici-

15. Research has shown that patients do not want to do so either. "Given the 
choice between abiding by the decisions of a paternalistic provider and 
being handed a stack of medical books and told to figure out what they wish 
to do, most patients unsurprisingly opt to hand over control to the trusted 
provider" (Deber, Kraetschmer & Irvine 1996). 
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pation is not reached by simply adding a decision-making model or set of requi
rements of informed consent; instead, it is necessary to reform prevailing 
practices and routines. 
In order to enable the model of collaborative decision-making to become 
more than simply an ideal, certain changes will be needed in hospital prac
tice. If the part in the decision-making process performed by the physician 
is to be guided by the values, goals and preferences of the patient, the 
physician should not only be aware of these values and preferences and 
learn to discuss them, but he should also appreciate their importance. This 
is not just a matter of conversation skills but also one of attitude and per
spective, as well as of institutional and organisational arrangements. 
Taking the patient's values as a guideline requires a fundamental change in 
the perspective on illness, disease and medicine itself, a change from a 
biomedical to a more patient-centred perspective. As mentioned above, this 
shift has already been taking place over the last decades. In order to further 
promote this shift and embed it in medical practice I believe one should 
build on the changes that have already been effected and the solutions that 
have already been instituted within medical practice. 

6.8 Preview 

In this chapter, I have argued that in order to respect patients' rights to self-
determination, physicians need to incorporate patients' values and prefer
ences in decision-making and adopt a more individualised patient-centred 
perspective in regard to medical practice. However, the model of collabora
tive decision-making I have proposed may seem to limit the physician's 
own professional responsibility and require her to do whatever the patient 
demands or whatever the patient believes to be good for himself. The fact 
that respecting patients' values and preferences does not always sit well 
with promoting their well-being may appear to be overlooked. A patient's 
preferences and wishes do not always agree with what the health care pro
fessionals involved believe to be best for that patient. Physicians, however, 
have not only the duty to respect their patients' autonomy but also the 
duty to promote their well-being. A physician should not be required to act 
in a way that is detrimental to her patient. 
As mentioned in Chapter 5, the question of what would promote a specific 
patient's well-being frequently came up on the wards where I conducted my 
observations. Although the staff was often of the opinion that they were 
the best judges of this as far as the 'medical-technical' sides of treatment 
were concerned (and in this chapter I have argued that they tended to con
sider many issues to be 'medical-technical' that were actually also affected 
by values), they also felt that in certain situations the patient's own prefer
ences and his own conception of what was good for him were important. 
There seemed to be no agreement, however, on how well-being should be 
understood, how it could be determined, what would be conducive to a 
patient's well-being, or how much weight should be attached to the 
patient's own opinions. 
Consequently, an important question, both from a theoretical and from a 
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practical perspective, is how to determine what will promote a patient's well-
being and how this well-being relates to the patient's own values, goals and 
preferences. These questions will be discussed in the next chapter. 
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