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CHAPTER 5 

Autonomy in hospital practice: results of the 
init ial analysis 

The previous chapter discussed how the empirical data were collected and 
how this material was processed and analysed. This chapter presents an 
overview of the most striking findings of the initial analysis of the case 
material collected. As explained in Chapter 4, I analysed my empirical 
material by comparing it with the theories and concepts concerning patient 
autonomy taken from the literature. Consequently, the following descrip
tion of the observations and aspects I found most remarkable and interest
ing in hospital practice is a description of practice seen from a theoretical 
perspective. It contains the observations that were the most striking in 
light of the theories that were presented in the Chapter 2 and, more impor
tantly, in Chapter 3. 
This chapter is intended to give the reader some insight into the hospital 
practice I observed. It also offers an inventory of the relevant issues that 
emerged from the initial analysis of the empirical material and a justifica
tion of the selection of issues that will be elaborated in the next chapters. 
Also mentioned here are issues I chose not to discuss and an explanation of 
why they have been left out. 

5.1 Decision-making 

I started the interpretation of the empirical material from the perspective 
of autonomy as the right to self-determination. Medical decision-making, 
informed consent, paternalism and incompetence were the concepts guid
ing the analysis. 
Certain aspects in regard to medical decision-making were remarkable. 
First of all, it became clear that medical decision-making was an ongoing 
process, not an isolated moment, and that it was often hard to localise 
exactly according to time, place and person. There was not one moment at 
which ' the' decision was made, but there were many moments, with many 
smaller and bigger decisions clustering together. Outcomes of one decision 
influenced others, and many small decisions sometimes paved the way for a 
bigger one. Decisions were not always made by the ward physician but also 
by consultants or by a physician on duty during the night or the weekend. 
Some decisions were discussed with other physicians, the nurses, other 
paramedic professionals, the patient or his family. Depending on the urgen
cy of the problem, such discussions could take place at one moment in time 
or over the course of a couple of days or even weeks. In cases that were 
more complex from a medical perspective, many different discussions took 
place between various parties and on various occasions; this fact made the 
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decision-making process hard to trace. In these cases, decision-making did 
not take place primarily between physician and patient but between various 
members of the team or other specialists and consultants. The patients 
were confronted with the outcomes of the decision-making and had little 
input into the process itself. 
Discussions leading to medical decisions took place at the bedside, in the 
hallway, in a conference room, in the coffee corner or over the phone. Often, 
minor decisions concerning medication or diagnostic tests were made by 
the ward physician alone without further discussion. It was not always 
clear exactly when a decision was made. Sometimes, for instance, a physician 
made a decision but reversed it later after having consulted his colleagues. 
The physicians themselves did not always agree on where and when the 
'real' decision-making took place. When I started my observations, one 
physician told me that observing the daily rounds would not be of much 
use since the actual decisions were made elsewhere (during the meetings 
between the ward physician and his supervisor), while another told me to 
always be present during daily rounds because that was where the decisions 
were made, in discussion with the patients. Sometimes a decision was 
made but cancelled again after consultation with the supervisor, or it was 
raised for discussion again at a clinical conference. New information 
frequently became available, which would then elicit a re-evaluation of the 
problem and lead to the changing of a previous decision. It also happened 
that a patient would change his mind. Decisions did not remain stable over 
time but continued to change. 

5.2 Norms, values and goals 

Another thing that struck me as remarkable was that there was little explicit 
attention devoted to the norms, values or goals guiding treatment plans or 
actions. I was looking for situations in which the norms and values of indi
vidual patients would be at stake, or for decisions which would have a sig
nificant impact on the patient's life or life plan, but these proved rather 
hard to find. Most decision-making could be seen as a 'technical' exercise: a 
matter of finding the most effective solution to the problem, mainly defined 
in medical terms. Many decisions did not require much thinking or deliber
ating but were the obvious answer to the situation at hand. An infection 
required antibiotics, suspicion of pneumonia required a chest X-ray and so 
on. Decisions that did require more deliberation and discussion were often 
related to finding the most effective or useful tests or treatments and only 
rarely involved normative discussions about the desirability of actions or 
goals. As a consequence, decision-making was generally performed by 
physicians. For patients, there was often not much real choice,- a course of 
action was proposed or prescribed to them that they could either accept or 
refuse. Shared decision-making in the sense that physician and patient dis
cussed various options or alternatives together was rare. 
I found it typical that most of the time, a short-term perspective dominated 
decision-making. Many problems were dealt with at the moment they 
arose, on a day-to-day basis. At first, I thought that this was characteristic 
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of medical decision-making in the hospital and related to the usually acute 
nature of medical problems. The same phenomenon has also been described, 
however, in palliative out-patient care for cancer patients (The 1999), thus 
indicating that it may also have something to do with the difficulty of fac
ing the longer-term perspective when recovery, either partial or complete, 
is not expected. Naturally, many medical problems such as possible or 
expected side effects of treatment or complications of treatment or disease 
were anticipated; preventive measures were taken, relevant parameters 
monitored, and so on. In regard to psychosocial problems, however, antici
pation and policy-making were more limited, and these problems were 
often dealt with on a day-to-day basis. There was one patient, for example, 
who had been rather depressed and occasionally refused to eat or drink dur
ing a period of up to two or three weeks. On one of his 'bad days', a staff 
meeting was scheduled to discuss this problem because the physician and 
nurses felt it had become urgent. However, when the patient had one of his 
'good days' the next day, some of them wanted to cancel the meeting 
because they felt that it was no longer necessary. It also happened more 
than once that during a staff meeting, someone (usually a nurse) pointed 
out that a specific problem was to be expected in the future but that the 
reaction was "yes, we will have to start thinking about that" which closed 
the discussion and delayed the real 'thinking' to a future meeting or until 
the moment when the problem would become acute. 
Although in many situations, the case-by-case approach of dealing with pro
blems as they arose or became urgent worked well, the emphasis on short-
term problem-solving could become problematic for patients who were 
admitted for a longer period of time, for patients who were chronically ill, 
and for patients who were not expected to make a full recovery. It struck 
me that for some patients who had been in the hospital for a long time and 
whose discharge was not to be expected soon, there were few if any long-
term plans. Or, in any event, these plans were not the subject of discussion. 
In one case, it was clear that the patient would have to stay in hospital for a 
considerable length of time but, although it gradually emerged that she 
found this very difficult, no long-term plans were made to make things eas
ier for her. When she refused to take her medication, this was handled by 
individual nurses or physicians, but no plan or strategy was made for how 
the team as a whole should deal with these recurrent incidents. 
In general, the whole hospital regimen seemed to be geared to more or less 
problem-free recovery, and to the medical side of problems. As long as 
recovery was to be expected and there were no major problems on the psy
chosocial level, the goals of admission were clear and what had to be done 
to achieve them was obvious. In such cases, it was not very surprising that 
decision-making was mainly seen as a medical-technical matter to be per
formed by physicians. However, in cases in which there were many compli
cations,- where a hospitalisation lasted longer; and where chronic illness, 
disabilities or further deterioration were to be foreseen, the tacit agreement 
on the goals and desirable effects of treatment came loose. While in situa
tions such as these, the norms, values and goals of patients could be consid
ered to become far more important from a theoretical perspective, I saw lit
tle evidence in practice of an increased interest for these norms, values and 
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goals in terms of explicit or systematic discussion. The system did not appear 
to be very well geared to dealing with uncertainty, incomplete recovery, 
lasting disability and the associated psychosocial consequences. Instead, 
people continued to react mainly in the form of day-to-day solutions, 
focused on the medical side of problems and adopting a wait-and-see 
attitude towards psychosocial problems. In the case of patients that could 
not simply be 'cured' and discharged in a more or less healthy state, I 
noticed that there was generally only limited discussion and deliberation 
about a long-term perspective, about long-term goals of treatment and 
admission, or about a comprehensive policy. 

I noticed that when it was not clear what course of action should be followed, 
discussions and disagreements often centred on what would be best for the 
patient, and not on what the patient himself might want. Whenever a 
patient and a physician disagreed about what should be done, the question 
of what would be best for the patient was always an important one. It 
seemed as if considerations concerning a patient's well-being were far more 
important than considerations concerning patient autonomy. At the same 
time, however, discussions about an individual patient's well-being were 
often confused and unstructured, focusing more on the expected effects of 
various options than on the goals to be attained. While on the one hand, 
physicians and nurses often believed they were best placed to decide about 
such matters, many of them also felt that the patient himself was the best 
judge of his own well-being. There seemed to be no agreement 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 conception of what was good for him1. These 
observations led me to believe that the concept of patient well-being need
ed more clarification. Hence, this became one of my issues for further elab
oration (Chapter 7). 

5.3 Informed consent 

I next analysed what elements of the doctrine of informed consent could be 
recognised in the actual decision-making processes I had observed. While 
checking the required elements of informed consent one by one, I noticed 
that the risks involved in diagnostic procedures or treatment were hardly 
ever mentioned by the ward physician, that prognoses with and without 
treatment were rarely mentioned, and that most of the time no alternatives 
to the course of action were proposed. However, some explanation was usu
ally given of what was going to happen and why. Sometimes, expected side 

1 These problems with understanding and discussing well-being are related to the 
problems mentioned previously concerning patients for whom the goal of rapid, 
complete and problem-free recovery is not attainable. When other goals must 
be found and agreed upon, and when one has to deal with uncertainty, disabili
ties and possible decline, questions about well-being become more pressing. 
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effects or inconveniences were also mentioned. The actual understanding of 
a patient was sometimes doubted, but rarely tested. The voluntariness of a 
patient's decisions rarely seemed to be a problem. There were only two or 
three occasions where family members appeared to make decisions for a 
(competent] patient while it was unclear how the patient himself felt about 
these decisions. Most of the time, a family's involvement in decision-mak
ing was accepted by the staff without much question as to the family's 
influence on the voluntariness of the patient's wishes. The staff hardly ever 
tried to separate the patient's opinion from that of his or her family, and it 
often turned out that these opinions actually did coincide. 
Among physicians and nurses, there was a general aversion to coercion. 
Obvious manipulation of and lying to patients were also seen as unaccept
able. Presenting the facts in a biased way or withholding certain facts for a 
certain length of time, however, were seen as less problematic. Physicians 
sometimes used their medical authority to persuade patients or acted in a 
'directive' fashion, some of them convinced that this was right, others with 
a little more doubt about the justification of this behaviour. There was, 
however, a wide range of opinions on what physicians and nurses considered 
to be 'directive'. For some, telling the bitter truth (for example, that the 
patient would die if he would not accept therapy) was a way of putting pres
sure on the patient. Usually, however, physicians used vaguer terms such 
as "this treatment is really necessary" or "it will harm you if you refuse". 
An explicit request for consent ("do you consent to this?") was made only 
occasionally and under special circumstances. For example, consent to test 
for HIV was usually asked explicitly. However, some form of more or less 
explicit consent was usually evident. Questions such as "do you agree with 
this?", "if that is all right with you?", "how do you feel about this?" or sim
ply "OK?" were frequently posed. An assenting nod or murmur after the pro
posal of a treatment or procedure was usually taken as consent, as was some
times the absence of protest or refusal after the announcement of an 
intended action. Informed consent 'according to the book' - with disclosure 
of all the required information and explicit authorisation by the patient - was 
not a frequent phenomenon on the wards where I was conducting my obser
vations, nor was shared decision-making in the sense that patient and physi
cian deliberated together about the preferred course of action. In this regard, 
my findings showed much similarity to those of the excellent study conduct
ed by Lidz et al. in an American hospital almost twenty years ago (1982). 
In general, patients were informed in broad terms about what was wrong 
with them, what tests would be performed or what therapeutic measures 
would be taken. Some information was given regarding the reasons for the 
proposed or prescribed action and regarding the expected effects and side 
effects. The patient was either asked whether he agreed or his non-rejecting 
reaction was taken as consent. When patients requested more information or 
protested against the proposed course of action, more discussion followed 
in which the physician usually tried to convince the patient - and usually 
succeeded. Such discussions, however, could also lead to minor changes in 
the plans. Only a few patients took the initiative to engage in some form of 
shared decision-making. Physicians took the initiative to do so mainly in 
cases in which they were not certain as to what the best course of action 
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would be, i.e. when there were equally effective alternatives or when a deci
sion was heavily dependent on personal preferences. 
The observations regarding decision-making in general and informed con
sent in particular made me wonder to what degree patients are actually able 
to participate in decision-making. The fact that many decisions were of a 
rather technical nature, the fact that there often appeared to be no alterna
tives, and the fact that the 'participation' of patients in decision-making 
mainly consisted of assenting and agreeing with proposed actions did not 
seem to fit in well with ideas about informed consent and shared decision
making. I therefore decided to explore this issue in more detail (Chapter 6). 

5.4 Paternalism and incompetence 

Other concepts guiding the initial analysis of the empirical material were 
paternalism and incompetence. With regard to incompetence, the first most 
striking observation was that the term was hardly ever used in practice. 
Still, the cognitive capacities of patients were an important factor in deci
sion-making. Generally, physicians tried to explain as much as possible, 
taking the cognitive capacities of their patients into account. Most of the 
time, a patient's implicit consent was accepted even if he seemed to have 
little understanding of the information. Only when decisions were consid
ered serious or far-reaching was it attempted to involve family members in 
decision-making. 
Some patients were clearly incompetent while others were obviously compe
tent, but there was also a group of patients whose cognitive capacities and 
decision-making competence were debatable2. For this group, the question of 
how much weight the patient's own wishes should be given in the decision
making process, and especially how much weight his consent or refusal 
should be given, was a difficult one. Aspects of the situation other than the 
patient's cognitive abilities appeared to be important in answering this ques
tion. The primary question to be answered in problematic situations was not 
whether a patient was competent or not but whether his consent could be 
accepted as valid or whether his refusal should be overruled. In practice, as 
in theory, the issue of incompetence thus proved to be intertwined with that 
of paternalism. Due to their importance in both theoretical and practical 
respect, these issues were elaborated further (Chapter 8). 
I also encountered a few situations in which the actions of the caregivers 
could not easily be interpreted in terms of paternalism as it is understood 
in ethical theory but still had some paternalistic touch about them. These 
were situations in which the patient literally said he felt treated like a 
child, even though the physician was acting with his consent and did not go 
against his wishes. The problem here was that the patients in question did 

2 Usually, capacities for understanding and remembering were the most impor
tant capacities that were lacking. Sometimes a depression was believed to 
affect a person's decision-making abilities. Capacities for deliberation or ratio
nal reasoning, or the possession of a set of values and goals were usually not 
taken into consideration. 
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not feel they were being taken seriously or respected. Some felt the physician 
decided and acted as based on his own perspective and not on theirs, and, 
moreover, that the physician did not pay enough attention to their point of 
view. Some complained that nobody really listened to them. The implicit 
lack of real interest in and respect for their perspective was felt as insulting. 

5.5 Autonomy in situations not involving decision-making 

A general conclusion that could be drawn from this analysis of the empirical 
material from the perspective of self-determination, informed consent and 
decision-making was that in everyday hospital practice, decisions requiring 
a choice between two or more alternatives, or decisions clearly involving 
norms and values about which substantial disagreement existed did not 
occur that frequently. Moreover, for many patients, medical decision-mak
ing was not something they were very concerned about or wanted to take 
part in. Many patients felt this was the domain of the physician; they felt 
incapable of understanding the medical information and of actively partici
pating in decision-making. Some were simply too ill to bother, and others 
were of the opinion that it was the physician's job to decide what was need
ed, not theirs. 
The fact that many patients were not particularly eager to be involved in 
decision-making and that far-reaching or possibly controversial decisions 
were not all that frequent prompted two questions. The first was whether 
autonomy must necessarily express itself in active participation in medical 
decision-making or whether it can also manifest itself in other ways. What 
can patient autonomy mean in a hospital setting besides making decisions 
or giving consent? 
While thinking about this question, I noticed that having some control over 
their own daily life in the hospital was important to many patients. Being 
able to prepare oneself mentally and physically for procedures or therapies, 
being able to schedule at least some of one's own daily activities, and hav
ing some discretion in issues such as what to eat, how to spend one's day 
and how to carry out one's personal care were valued highly. 
Next to having some discretion in the personal domain, some patients also 
found it important to be able to do as much as possible for themselves 
without help from the nurses. Independence and self-sufficiency, often con
sidered to be synonyms of autonomy, were valued highly by some patients, 
especially with regard to personal care. On the other hand, there were also 
cases in which the patient left everything to the nurses and took very little 
initiative himself. In some of those cases, the nurses were of the opinion 
that the patient should be stimulated to do more for themselves and to be 
more self-sufficient and independent. 
In order to answer the question about the meaning of autonomy in situations 
not requiring decisions, I also tried to analyse the empirical material from 
the perspective of the theories of autonomy discussed in Chapter 2. While I 
found the view of the split-level self to be of little use, a developmental 
perspective on autonomy appeared to have some relevance in hospital prac
tice. Some patients were compelled by their disease and hospitalisation to 
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re-evaluate their values and goals and to adjust their self-image and life plans, 
which, according to the developmental view, is part of the process of auton
omy. Because this seemed to point to an interesting new interpretation of 
autonomy in health care, I decided to elaborate on this issue (Chapter 9). 
The second question elicited by the observation that many patients showed 
little interest in participating in decision-making was how this should be 
judged from the perspective of autonomy as a character ideal. Are patients 
who leave decision-making to the physicians not sufficiently autonomous? 
Should they perhaps be stimulated into becoming more involved? While 
analysing the empirical material with this in mind, it struck me that 
patients frequently justified or explained their lack of involvement with an 
appeal to their confidence and trust in their physician(s). While the concept 
of trust appeared to be important in practice, it proved to be 
underdeveloped in medical ethical theory. I therefore chose to explore this 
issue further (Chapter 10). 

5.6 Selection of issues for further analysis 

Having now described the results of the first confrontation of hospital practice 
with ethical theory concerning patient autonomy, I selected some of the 
issues that arose in this analysis as the starting points for further elaboration 
and theory development. Before giving a brief summary of the selection I 
made, I should mention the issues that were not selected for further analysis. 
First, the problem of demanding patients and the limits of autonomy as a 
positive right were not included for further investigation. During my obser
vations, I encountered a few situations in which patients asked or demand
ed the physician to do something he did not want to do3. This raised the 
question of the limits of autonomy as a positive right: how much can 
patients ask or demand of physicians with an appeal to autonomy? 
Although this is an interesting and important issue, I have not elaborated 
on it, partly because it would take me too far into other fields (such as that 
of distributive justice) and partly because it was not a very pressing 
problem in the setting I was investigating. 
Another matter I have not explored in more detail is how the various ways 
of persuading or convincing patients influenced the voluntariness of their 
assents4. 
I have also not elaborated much on the issue of decision-making for fully 

3 Actually, the occasions I observed were very rare but in discussions with 
physicians and in the public media, the issue of the 'demanding' patient regu
larly came up. Perhaps this phenomenon is more frequent in other health care 
settings (such as general practice or in outpatient clinics) and among groups 
of patients other than the elderly patients I observed (probably the group of 
younger and higher educated patients). 

4 In part, I believe this is an empirical matter and a subject for psychological 
research. On a more conceptual level, some interesting work has been done 
by Lelie (1999), in her discussion of implicit normativity in physician-patient 
communication. 
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incompetent patients, because I did not encounter many patients who were 
both clearly incompetent and for whom important decisions had to be made. 
For this reason, I had little empirical material on the issue. Moreover, in my 
opinion, the role of autonomy in decision-making for incompetent patients 
raises so many specific questions that it deserves separate attention0. 
Furthermore, I have not devoted as much attention to the perspective and 
role of the patient's family as I would have liked. Interesting issues in this 
regard include how a family's opinions, influence and pressure on patients 
reflect on the patient's autonomy; how physicians react and ought to react 
to this,- and how family members are involved in decision-making, both for 
competent and incompetent patients. Due to practical restrictions, the 
empirical material I collected on this point was limited and the available 
time did not allow for a more extensive elaboration of these issues. The 
same goes for the specific autonomy-related problems of nurses. Questions 
such as whether or not patients should be stimulated into getting out of 
bed or taking a shower if they do not want to do so, and whether nurses 
should act as advocates and spokespersons for their patients or empower 
them and encourage them to be more assertive are not discussed. My focus 
on medical decision-making initially obscured these issues from view. 
Moreover, as a consequence of my choice to follow physicians and not 
nurses in their daily work and interactions with patients, the material I 
collected about the daily work and interactions of nurses was limited. The 
dilemmas concerning control and self-sufficiency with regard to daily 
activities and personal care might have come more to the fore had I taken 
the nurses' perspective. 
As a summary of this chapter and an introduction to the following five 
chapters, I would like once again to briefly mention the issues I have 
selected for further elaboration and analysis. Chapter 7 will discuss the 
issue of individual well-being; the relationship between patients' norms, 
values and goals and their well-being; and the question of how health care 
professionals can assess their patients' well-being. Incompetence and pater
nalism are discussed together in Chapter 8, where I will examine how 
patients' capacities for decision-making are related to the acceptability of 
their consent or the justifiability of overruling their refusal. I will also 
briefly discuss how one can deal with patients whose competence is debat
able. In Chapter 9, I will turn to the subject of autonomy as an ideal that is 
not always directly connected to decision-making. Issues such as self-suffi
ciency and independence, self-adjustment in dealing with disease, and 
respectful treatment are addressed in this chapter. In Chapter 10, the issues 
of control and trust will be discussed in relationship to autonomy. First, 
however, Chapter 6 will further explore the observations concerning decision
making and informed consent in hospital practice in their consequences for 
the theory and practice of informed consent. 

5 This subject is currently being researched extensively by other Dutch 
researchers (Touwen 2000). 
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