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1.1 Introduction 

 

In February 2007, a group of bioethics journal-editors met in San Francisco to 

discuss topics of mutual interest. The result was a collective call for responses 

to the question: What is our methodology?1 A recent special issue of Bioethics 

was devoted to the debate on appropriate and inappropriate uses of empirical 

research in bioethics.2 The question illustrates that methodology is an aspect 

of research in bioethics that has gained attention, but is in need of sound 

proposals and systematic analysis. In this thesis, we aim to contribute to the 

further development of a method of moral reasoning.  

 

A good method in bioethics is only an instrumental goal. The ultimate aim is 

to progress towards an ethics research-methodology that can contribute to 

solving ethical questions in practice. This aim of ethics research is neither 

self-evident nor uncontested. To illustrate this point, we first reflect briefly on 

the introduction of empirical research in bioethics. Subsequently, we 

formulate a key-element of our perspective on the role of ethics in moral 

decision-making: it is the view that ethics should take into account the moral 

wisdom that we believe is present among experienced agents in a moral 

practice. This view has consequences for our research methodology. More 

specific, it leads us to propose a method of ethical inquiry that is a modified 

version of the Reflective Equilibrium model.  

 

 

1.2 Empirical research in bioethics 

 

Ethics is the systematic reflection on moral values and on the rules and 

principles that ought to guide human conduct. The development of 

methodology in bioethics research during the 20
th

 century is generally seen as 

a turn from abstract ethical theory to concrete applied ethics. This turn was 

motivated by the desire to make philosophical discourse more relevant to 

(medical) practice. Initially, this resulted in the application of universal 

principles to moral problems in medicine. However, this approach to 

bioethics was critized for its inadequacy with regard to actual moral problem 

solving. Alvarez gives a summary of the arguments against the 'philosophical 
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approach'.3 He lists critical points made by several authors. We see three 

recurrent objections in this summary: 

 

 (i) Principles in medical ethics theory are too general and vague to 

 provide practical guidance; 

 (ii) Because there is no method of resolution of moral conflict, the 

 traditional approach merely restates moral disagreements instead of 

 resolving them; 

(iii) The application of ethical abstractions renders bioethics contextless. 

 

Review of the empirical research published in bioethics, indicates that 

ethicists increasingly began to use empirical methods of social scientists for 

their research.4 5 6 For the purpose of contributing to moral judgement and 

ethical theory construction, various empirical strategies were employed. For 

example, morally relevant facts were obtained in empirical studies. These 

studies were guided by non-normative questions, for example: How many 

end-of-life decisions were made in a certain time span? However, ethicists 

have performed empirical studies not only to ‘get the facts right’, but also to 

see how a moral principle works in practice, or as a heuristic tool.7 8 

 

The study of methodological approaches in empirical bioethics usually is 

limited to an inventory of types of data and their possible role in ethical 

reasoning. Several authors reviewed the field of empirical study in ethics 

research. Some examples: Musschenga points out that empirical research can 

be performed for the description and analysis of actual conduct. Another form 

is empirical research that takes the moral beliefs from practice not merely as 

a field of application, but also as a source of morality.9 Sugarman identified 50 

medical-ethical topics and 8 roles of empirical data.10  Molewijk described five 

‘approaches’ to the use of empirical data, among which are ‘theorists’, 

‘particularists’ and his own ‘integrated empirical ethics’.11 'Integrated 

empirical ethics’ is one out of three ways of combining empirical ethics and 

ethical theory, as described by Van der Scheer and Widdershoven.12 And 

finally, Ives and Draper describe three ways of using empirical data in the 

context of normative policy oriented bioethics.13 
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Not all ethicists welcome the contributions of empirical study to their 

discipline.14 It is a common worry that, in considering empirical evidence, the 

naturalistic fallacy is luring.15 Since Hume formulated the law that an OUGHT 

cannot be concluded from an IS, philosophers have argued that factual 

statements about human conduct should be strictly separated from normative 

conclusions about how people ought to behave.16 Empirical research is clearly 

about factual statements and Hume’s law has inspired an ongoing debate 

about the use of empirical reseach in ethics. It is questionable however, if 

Hume’s law is a decisive argument against combining empirical and 

normative research in bioethics. Reiter-Theil points out that Hume's law can 

be considered valid as long as it is used precisely and without exaggeration. 

An example of such exaggeration would be a total ban on the use of  empirical 

knowledge in making moral value judgements.17 Hume’s law does not exclude 

the possibility of reference to empirical claims in moral argument. What's 

more, such arguments often depend on factual information.18 In this thesis, we 

start from the view that the interesting question is not so much if empirical 

information is relevant to ethics. Instead, we need to reflect on how empirical 

data can be integrated in ethical reasoning and decision making. We hope to 

contribute to this reflection by studying the possibilities for the integration of 

empirical findings in an existing model for ethical reasoning. 

 

 

1.3 Methods in bioethics 

 

In the field of bioethics, the distinction between principlism on the one hand 

and casuistry  on the other initially dominated the debate on methodology.19 It 

seemed as if bioethicists had to commit themselves to either one of these 

positions. However, as the discussion progressed, the distinctions that 

separated principlism and casuistry appeared less salient than their growing 

tendency towards convergence.20 21 In the last decade of the 20th century, the 

use of empirical methods in bioethics became popular. This trend invited 

extensive discussion on the contributions and limitations of empirical 

information in ethics. This thesis can be seen as part of this debate.  

 

Two approaches in ethics that have the potential to integrate empirical and 

ethical research are pragmatic hermeneutics and reflective equilibrium. 
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Pragmatic hermeneutics is inspired by Dewey’s pragmatism and Gadamer’s 

hermeneutics.22 The aim of pragmatic hermeneutic interpretation is to 

contribute to a better understanding of what is needed for specific practices 

to be sustained and improved. In this process, the focus is not on reasons, 

arguments and opinions. Instead, the researcher seeks a dialogue with others 

about the norms and concepts that are needed to improve and sustain good 

practices. The assumption is that the people involved have good reasons for 

their views and conduct. However, the role of the researcher is to facilitate a 

process of critical reflection, in which the participants can explicate their 

limitations, inconsistencies and controversies. Through a dialogical process, a 

person learns to interpret a situation in a different way and to find new 

solutions for a problem.23 

  

A second approach is based on the model of Reflective Equilibrium (RE). 

Founding father of RE-thinking is John Rawls, who offered RE as a method for 

developing and justifying a general theory of justice.24 There are several 

interpretations of RE, but four characteristics are essential to the method. 

First, it invites all kinds of moral and non-moral beliefs into a process of 

careful consideration and deliberation. The beliefs can be divided into several 

categories. Rawls included considered moral judgements and principles. 

However, other authors such as Daniels added and modified elements. In 

general a RE includes beliefs at different levels of generality and reflection: 

initial judgements (considered moral judgements or moral intuitions), mid-

level principles and backgroundtheories or ideals.25 Besides these, the 

element morally relevant facts is pointed out as a separate category.26 Second, 

all propositions in the reasoning process are open to revision. There is no 

single type of belief that plays a foundational role and can overrule all other 

considerations. Third, the process of reasoning is directed toward achieving 

coherence among the relevant considerations. When the person who performs 

the reasoning in RE – the thinker – has formed a moral view or theory in 

which the relevant beliefs are fitted into a coherent whole, the point of RE is 

reached. And finally, deliberation towards a point of reflective equilibrium is 

an argumentative process. The justificatory power of the resulting RE 

depends both on the strength of  the moral view and on the argumentative 

force that is displayed in the reasoning process. 
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In this thesis, we aim to strengthen the model of RE. Our view is that RE can 

benefit from the use of empirical research. Well-performed research can 

produce more relevant information and broaden the scope of beliefs that can 

be introduced in a reasoning process towards RE. Moreover, empirical 

research can diminish the risk of conservatism and circularity in RE. However, 

for this purpose, modifications in the original RE model are necessary.  

 

This theses offers three chapters (two, three and four) on different types of 

empirical research we believe can contribute to moral reasoning in RE. These 

are followed by a chapter on Normative Empirical Reflective Equilibrium (NE-

RE), a version of Reflective Equilibrium we developed for moral reasoning in 

which empirical and ethical elements are integrated. The final chapter is an 

example of how NE-RE can be employed with regard to an actual moral 

problem: the case of the severely disabled American girl Ashley. Her story 

sparked international debate, because she was medically treated to stop her 

growth before she could physically develop into adulthood. In the subsequent 

sections, we outline the content of each chapter of this thesis. 

 

 

1.4 Empirical research and reflective equilibrium methodology 

We present three empirical studies and address the relevance of the results 

for bioethics. 

 

1.4.1 Empirical research to obtain factual information about states of 

 affairs 

The first role of empirical research in (NE-)RE is to provide the thinker with 

factual information on the state of affairs in a specific practice. This type of 

empirical research will not answer the ‘ought questions’ of bioethics, but it is 

essential to providing sound answers to normative questions.  Chapter two, 

in which we present a study on end-of-life decisions in the care for mentally 

handicapped people, can serve as an example. This study provides empirical 

information that is relevant for ethical reflection on the acceptability of such 

decisions. For example, some people fear that regulating euthanasia would 

cause physicians to slide down a slippery slope towards widespread 

euthanasia.  To determine the relevance of this worry, series of empirical data 

are needed.  It is important to note that facts resulting from this type of 
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empirical research are potentially analysed from both moral and non-moral 

perspectives. For example, facts about the success-rate of cardiopulmonary 

resuscitation in nursing homes can be used to discuss normative ideas about 

good nursing home care. The same data can also play a role in a cost-

effectiveness analysis. 

 

1.4.2 Empirical research in the light of a normative question 

Another appearance of ‘the empirical’ in NE-RE is one in which the data are 

obtained in the light of a normative research question. Elements of moral 

theory are often incorporated in the empirical studies that yield this type of 

information. Consequently, the results are linked to moral values. This is the 

type of research that ethicists usually talk about when they describe the field 

of empirical ethics research. The research itself can be descriptive, but it is 

closely linked to the goal of evaluating the normative context it was collected 

in. For example, the empirical data can have a heuristic function or can 

identify problems associated with moral principles in practice.  

In Chapter three we illustrate this type of research by referring to our study 

into the conduct and opinions of nurses regarding respect for patient 

autonomy.  The moral principle of respect for autonomy is generally accepted 

as a core-principle in health care ethics. In quality criteria for nursing home 

care, this principle is translated in two categories: informed consent and 

respect for privacy. We assumed that in nursing home care, this principle 

might provoke ethical questions because a portion of the population is likely 

to have diminished capacities for autonomous decision making. We collected 

empirical information about the principle and the practice of respect for 

autonomy in the care for nursing home residents.   

 

1.4.3 Empirical study of moral intuitions 

The third role of empirical research is to enrich the thinker’s set of moral 

intuitions. This requires empirical research that is designed to shed light on 

the moral intuitions of groups of persons. In Chapter four we describe a 

strategy that we have employed to achieve this aim. In a study in nursing 

homes, we sent questionnaires to 100 nurses and 50 physicians. In addition, 

we designed 10 short case descriptions (vignettes) with four options for a 

response to the case. Each response was based on one of four interpretations 

of the principle of respect for patient autonomy and contained a suggestion 
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for a response to the issue at stake. The respondents were asked to indicate 

their preferred view on autonomy and one of the four options with each 

vignette. We explicitly asked them to choose the option that best reflected 

their normative ideas, not the one that most adequately described everyday 

practice. In this way we tried to obtain empirical information on the moral 

intuitions of caregivers regarding respect for autonomy of nursing home 

residents.  

 

 

1.5 Method and justification in NE-RE 

 

The chapters two, three and four, in which different types of empirical 

information are described are followed by a chapter on the model of moral 

reasoning that is central to this thesis. It is a version of Reflective Equilibrium 

and we named it NE-RE: Normative Empirical Reflective Equilibrium. As 

stated earlier, a research methodology is instrumental to the goal of arriving 

at justifiable moral judgements and theories. Salient to the view on moral 

justification behind RE is the role of initial moral judgements. Proponents of 

RE support the view that the considered moral judgements or moral 

intuitions people have regarding a moral case, should be allowed to influence 

a process of deliberation towards an ethical view or theory on the issue at 

stake. As DePaul puts it:  

“The inquirer should not, as some foundationalists would have it, start moral 

reasoning with throwing out her moral beliefs, and then attempt to win back a 

moral theory from some secure base of operations. Rather, the inquirer must 

use her initial moral beliefs, along with her other beliefs, as she tries to 

develop a moral theory.”27 

 

We take this argument one step further and opt for the possibility to include 

more intuitions than the ones of the thinker who performs the reasoning in 

NE-RE. In Chapter five, we argue for the use of  moral intuitions instead of the 

considered moral judgements that were introduced by Rawls. Moreover, we 

choose to broaden the set of moral intuitions that plays a role in NE-RE 

because we think this will enable a thinker to touch a specific moral wisdom 

that is present among people who are involved in a moral practice. This 

wisdom entails ‘expert-level knowlegde’ of relevant moral aspects and the 
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ability to combine this knowledge with emotional, social and ethical 

capacities. 28 29  We propose to use empirical methods to gain insight in the 

moral intuitions of agents other than the thinker.  

 

A problem with moral intuitions is that their reliability is questionable.30 

Some philosophers argue that instead of taking moral intuitions seriously, we 

should challenge the intuitions that first come to mind when we are asked 

about a moral issue.31 The arguments against RE associated with the use of 

moral intuitions are summarized in the no-credibility objection.32 The 

credibility of moral intuitions is considered problematic in general, but in a 

coherentist model such as RE, these problems are especially relevant. In 

coherentist methods, a moral judgement or principle is justified through its 

coherence with other beliefs. However, this justification is based on the 

assumption that the elements among which coherence is achieved, are all 

reliable on their own.  In chapter five we address the relevance of these 

objections for NE-RE and we consider strategies and arguments in defense of 

the model. 

 

 

1.6 The proof of the pudding is in the eating 

 

The final chapter of this thesis is devoted to the practical use of NE-RE. The 

work of John Rawls is influential to date. The idea of reflective equilibrium as 

a part of this work, has received equal attention. However, examples of  the 

practical use of RE are still scarce. Our aim was to not only contribute to the 

discussion on methods in ethics or to abstract ideas about the role of 

empirical research in RE. In addition, we wanted to look into the possibilities 

for practical use. Chapter six contains an example of reasoning through NE-

RE regarding a real-life moral problem: the case of the severely disabled girl 

Ashley, who was medically treated to stop her growth (the Ashley case). This 

example can illuminate the method as we view it. Since the proof of the 

pudding is in the eating, this example can invoke new questions. In our 

analysis of the Ashley case, we expand our empirical research beyond the 

scope of moral intuitions of practitioners in health care. The moral wisdom of 

experienced agents is an important source of beliefs. However, it has no 

special epistemic status compared to moral intuitions of other morally serious 
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persons. Moral wisdom can be found not only among health care 

professionals and patients, but also among other stakeholders in health care 

and society at large. Our study of responses to the Ashley case on internet 

message boards is an attempt to involve the broadest set of moral intuitions 

in moral reasoning through NE-RE. Our decision to abandon the (implicit) 

idea that intuitions should be derived from selected sources is a next step in a 

continuous process of development and testing  of NE-RE.   

 

This thesis offers insight into our work over the past decade, aimed at 

combining the normative and the empirical in bioethics research. It can be 

seen as a story of development of NE-RE not only by thinking about the model 

but also by employing it. This combination of reflecting on ethics methodology 

on the one hand and 'learning on the job' about its practical use on the other 

hand is fruitful for further development of NE-RE towards a valid and 

workable model to arrive at justified moral conclusions.  
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2.1 Abstract 
 

Objectives: To gain insight into the reasons behind and the prevalence of 

doctors' decisions at the end of life that might hasten a patient's death ("end of 

life decisions") in institutions caring for mentally handicapped people in the 

Netherlands, and to describe important aspects of the decisions making 

process.  

 

Design: Survey of random sample of doctors caring for mentally handicapped 

people by means of self completed questionnaires and structured interviews.  

Subjects: 89 of the 101 selected doctors completed the questionnaire. 67 

doctors had taken an end of life decision and were interviewed about their 

most recent case.  

 

Main outcome measures: Prevalence of end of life decisions; types of decisions; 

characteristics of patients; reasons why the decision was taken; and the 

decision making process.  

 

Results: The 89 doctors reported 222 deaths for 1995. An end of life decision 

was taken in 97 cases (44%); in 75 the decision was to withdraw or withhold 

treatment, and in 22 it was to relieve pain or symptoms with opiates in 

dosages that may have shortened life. In the 67 most recent cases with an end 

of life decision the patients were mostly incompetent (63) and under 65 years 

old (51). Only two patients explicitly asked to die, but in 23 cases there had 

been some communication with the patient. In 60 cases the doctors discussed 

the decision with nursing staff and in 46 with a colleague.  

 

Conclusions: End of life decisions are an important aspect of the 

institutionalised care of mentally handicapped people. The proportion of such 

decisions in the total number of deaths is similar to that in other specialties. 

However, the discussion of such decisions is less open in the care of mental 

handicap than in other specialties. Because of distinctive features of care in 

this specialty an open debate about end of life decisions should not be 

postponed.  
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2.1.1  Key messages  

• Little is known about doctors' decisions at the end of life that might hasten 

death in the care of mentally handicapped patients  

• This study shows that these end of life decisions are an important aspect 

of care of mentally handicapped people in institutions, occurring in around 

40% of deaths  

• As is the case in other specialties, a public debate about such decisions 

could greatly contribute to the quality of care for mentally handicapped 

patients  

• The role of communication with patients should be reconsidered to draw 

attention to the expressions of incompetent patients 

 

 

2.2  Introduction 

 

The life of mentally handicapped people is usually strongly influenced by the 

care of others because most of them are dependent on help with all types of 

activities. Also, many of the decisions of other people have repercussions on 

their way of living and dying, an important example being decisions at the end 

of life that might hasten death ("end of life decisions"). Six years ago data from 

the Netherlands (published in the so called Remmelink report) offered insight 

into the end of life decisions made by doctors in hospitals, family practice, and 

nursing homes but not by doctors caring for mentally handicapped people. 1 2 

Recently, the study was repeated,3 but, again, there were no specific data on 

mental handicap. How many people in the Netherlands are mentally 

handicapped is unknown,4 but about 31 000 people live in 136 institutions.5 

Until recently, end of life decisions by doctors caring for mentally handicapped 

people have been discussed only among people directly concerned with a 

specific case. One of the reasons for the lack of public debate is that there is no 

insight into what is happening. We therefore performed a nationwide 

retrospective study of doctors' end of life decisions for mentally handicapped 

patients in institutionalised care, with the aim of discovering what type of 

decisions had been taken, the prevalence of such decisions, and the important 

aspects of the decision making process.  



 16 

2.3 Subjects and methods 

 

The study population consisted of doctors. Although nurses and the patients' 

representatives usually participate in decision making, the doctor has final 

responsibility for medical decisions. There is no official registry of doctors 

working in the care of mentally handicapped people but most are members of 

one association. This association gave us its membership list, which contained 

224 names.  

 

2.3.1 Questionnaire survey 

We drew a sample at random. To reach the number of interviews envisaged 

we had to draw 142 names. The people selected had to be currently working 

in the care of mentally handicapped people. Twenty six failed to satisfy this 

criterion; 15 others were untraceable or unable to participate because they 

had been ill for a long time. Twelve of the 101 people selected who satisfied 

the selection criterion and could be traced refused to participate. The 89 

doctors reported all deaths of patients for whom they were the attending 

physician that occurred from 1 March 1991 to 1 March 1996. When less than 

five years were covered the doctor indicated the actual period. Deaths in 

hospital and deaths occurring while the respondent was working as a locum 

were excluded. Eighty nine doctors completed a questionnaire, which 

comprised six questions for each case, including whether an end of life 

decision had been taken. Doctors were recommended to use the patients' files 

while filling in the questionnaire. To estimate annual absolute numbers, we 

used a weight of 1.79 on the basis of the proportion of doctors represented in 

the sample.  

 

2.3.2 Interviews 

Sixty eight doctors mentioned at least one case in which they had taken an end 

of life decision, and they were invited to be interviewed about the most recent 

such death. One refused. Finally, 67 interviews took place between March and 

June 1996. The interviews were conducted by eight trained interviewers. All of 

them had experience as a doctor in caring for mentally handicapped people. 

The interviews lasted between one hour and two and a half hours.  
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The decisions we studied were withholding and withdrawing life prolonging 

treatments (non-treatment decisions), relieving pain and symptoms with 

opiates in dosages that may have shortened life, and ending life by giving 

lethal drugs (euthanasia by lethal injection). The interview schedules 

contained many questions identical with those in the Remmelink 

questionnaire.6 7 Because most mentally handicapped patients are 

incompetent, a refinement was made about the patient's request. We asked in 

detail about patients' other actions such as non-autonomous requests or non-

verbal communication. Examples of non-autonomous requests were patients 

saying that they wanted to go to heaven or that they wanted to be left alone. 

Non-verbal communication included actions of the patient that were 

interpreted by the doctor or others as a wish to die or stop treatment—for 

example, constantly removing a feeding tube or resisting all medical 

treatment. Mental handicap and diseases were classed according to ICD-10 

(international classification of diseases, 10th revision).  

 

 

2.4 Results 

 

2.4.1 Reported deaths 

No patient had died in the previous five years for 10 of the 89 respondents, 

while the remaining 79 doctors reported 859 deaths in an average period of 

4.7 years. Of these 79 doctors, 11 had not taken an end of life decision and 68 

had taken such a decision in 350 out of 859 cases (41%); 254 were decisions 

to withhold or withdraw treatment, 92 were to relieve pain and symptoms 

with opiates, and four were to end life with a lethal drug (Table 1).  

 

The number of reported deaths differed considerably from year to year. 

However, the proportions of the various types of decisions were similar. We 

estimated absolute numbers for 1995 on the basis of 222 reported deaths and 

the distribution of decisions to end life for that year. This resulted in an 

estimated total of 397 deaths. For these deaths we estimated that there would 

be 135 decisions to withhold treatment, 40 decisions to relieve pain and 

symptoms with opiates, and 222 deaths with no end of life decision. Although 

we found no decisions to end a patient's life with a lethal injection in 1995, we 
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assumed that one or two of these decisions would have occurred in that year 

on the basis of the four cases in the whole sample.  

 

Table 1 Incidence of types of end of life decision in mentally handicapped people 

in institutions. Values are numbers (percentages) of deaths. 

 

 

 

 

All deaths  

n=859 (%) 

 

  

Deaths in 1995  

n=222 (%) 

 End of life decision:     

 Non-treatment 254 (30)    75 (34) 

 Pain and symptom relief   92 (11)   22 (10) 

 Euthanasia*      4 (0.5)      0 

 No end of life decision 506 (59) 124 (56) 

 Unknown      3 (0.3)      1 (0) 

* by lethal injection. 

 

 

2.4.2 Interviews 

Sixty seven doctors described the most recent death in which they had taken 

an end of life decision (Tables 2, 3 and 4). Most doctors were trained as 

general practitioners (49) and were experienced, having spent an average of 

13 years working in this specialty. Thirty six doctors said that they considered 

themselves to be part of a religious community. Most of the people who had 

died were under 65 years old, and almost all were considered by the doctor to 

be incompetent (Table 2). They lived in 51 institutions with an average 

number of 427 residents. Many had diseases of the nervous and digestive 

systems. Two patients explicitly asked to die. Twenty three doctors said that 

they had noticed non-autonomous requests and relevant non-verbal 

communication (Table 3).  
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Table 2 Characteristics of patients in most recent cases of deaths in which end 

of life decision was taken. Values are numbers (percentages) of deaths. 

  

 Type of end of life decision  

 

 

 

  

Non-treatment 

 

n=44 (%) 

Pain and 

symptom relief 

n=20 (%) 

 

All 

 

n=67* (%) 

Sex:    

Male 21 (48) 10 (50) 33 (49) 

Female 23 (52) 10 (50) 34 (51) 

    

Age (years):    

0-49 15 (34)   8 (40) 25 (37) 

50-64 16 (36) 10 (50) 26 (39) 

65-79 10 (23)   1 (5) 12 (18) 

≥ 80   3 (7)   0   3 (5) 

Unknown   0   1 (5)   1 (1) 

    

Degree of mental handicap:    

Mild   3 (7)    1 (5)   4 (6) 

Moderate 17 (39) 10 (50) 29 (43) 

Severe 11 (25)   4 (20) 15 (22) 

Profound  12 (27)   3 (15) 16 (24) 

Unknown   1 (2)   2 (10)   3 (5) 

    

Diagnosis†:    

Cancer   8 (18)   8 (40) 16 (24) 

Diseases of nervous system‡ 30 (68) 14 (70) 47 (70) 

Diseases of respiratory system 17 (39) 11 (55) 31 (46) 

Diseases of digestive system¶ 19 (43)   5 (25) 26 (39) 

Other diseases 27 (61)   3 (15) 34 (51) 

    

Patient's competency:    

Incompetent  40 (91) 20 (100) 63 (94) 

Competent    4 (9)   0   4 (6) 

* Including three cases of euthanasia by lethal injection 

† More than one reply could be given to this question 

‡ Including stroke and dementia 

¶ Including endocrine, nutritional and metabolic diseases 

 



 20 

Table 3 Reasons why end of life decision was taken in most recent deaths. 

Values are numbers (percentages) of deaths 

 

 Type of end of life decision  

 

 

 

  

Non-treatment 

 

n=44 (%) 

Pain and 

symptom relief 

n=20 (%) 

 

All 

 

n=67* (%) 

Request by patient:    

Explicit   2 (5)   0   2 (3) 

Non-autonomous   6 (14)   1 (5)   7 (10) 

Non-verbal communication 12 (27)   4 (20) 16 (24) 

None 24 (55) 15 (75) 42 (63) 

    

Most important reason for decision:    

No chance of improvement   9 (21)   2 (10) 11 (16) 

Pain and suffering of the patient   7 (16) 10 (50) 19 (28) 

Life would be needlessly prolonged   8 (18)   3 (15) 12 (18) 

All medical treatment had become 

futile 

  7 (16)   2 (10)   9 (13) 

Wish of patient   4 (9)   0   4 (6) 

Wish of relative or representative   2 (5)   0   2 (3) 

Low quality of life   5 (11)   1 (5)   6 (9) 

undignified dying   1 (2)   2 (10)   3 (5) 

Other    1 (2)   0   1 (1) 

    

Intention of doctor:    

Had taken into account probability 

that death would be hastened 

33 (75) 20 (100) 53 (79) 

Partly to hasten death   9 (21)   0   9 (13) 

To hasten death   1 (2)   0   4 (6) 

Unknown   1 (2)   0   1 (1) 

    

Estimated amount of Life shortening:    

None 11 (25)   9 (45) 20 (30) 

< 24 hours   1 (2)   4 (20)   5 (7) 

1 week at most   7 (16)   4 (20) 14 (21) 

1-4 Weeks 13 (29)   0 13 (20) 

1-6 Months   6 (14)   2 (10)   8 (12) 

> 6 Months   4 (9)   1 (5)   5 (7) 

Unknown   2 (5)   0   2 (3) 

* Including three cases of euthanasia by lethal injection 
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The most common reason for taking the decision was the pain or suffering of 

the patient (19 doctors; Table 3). In 46 cases the doctor discussed the decision 

with a colleague. Nurses were almost always consulted (60). Relatives or 

representatives were less often brought in (50), and consultation with the 

patient was reported in two cases (Table 4).  

 

Table 4 Process of decision making in most recent deaths in which end of life 

decision was taken. Values are numbers (percentages) of deaths. 

 

 Type of end of life decision  

 

 

 

Doctor discussed decision with†: 

Non-treatment 

(n=44) 

Pain and 

symptom relief 

(n=20) 

 

All 

(n=67)* 

Patient 2 (5) 0 2 (3) 

Colleague(s) 28 (64) 16 (80) 46 (69) 

Nursing staff 39 (89) 19 (95) 60 (90) 

Patient's relative or representative 35 (80) 13 (65) 50 (75) 

Educationalist 18 (41) 2 (10) 21 (31) 

No one 3 (7) 0 3 (5) 

    

Consensus about decision with all 

discussants 

40 (91) 20 (100) 63 (94) 

* Including three cases of euthanasia by lethal injection 

† More than one reply could be given to this question 

 

 

Three cases of euthanasia were reported. These are included in the third 

column of Tables 2, 3 and 4. The patients in these cases had severe illnesses, 

including severe heart problems (two patients), tetraplegia, severe epilepsy, 

and recurrent pneumonia (two patients). In two cases the suffering of the 

patient had increased substantially before the decision was taken, and the 

doctors saw no more options to alleviate this suffering. In the other case the 

doctor mentioned that the terminal phase had started. The doctors estimated 

that the lives of the patients were shortened by one week at most in all cases. 

All of them were incompetent and did not express their wishes about the 

decision. One patient, however, had refused hospital care a year before the 
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decision, when he could still communicate. The doctors consulted a colleague 

or the nursing staff, or both, in all cases, and two doctors discussed the 

decision with the patient's relative or representative. Deaths were reported as 

natural in all cases.  

 

 

2.5 Discussion 

 

The study included more than half of all doctors caring for mentally 

handicapped people in institutions, and the number of refusals was low. The 

doctors were asked to report only the deaths of patients for whom they were 

the attending physician. We believe that the questions were answered reliably 

because most doctors had the case files with them at interview. The 

distribution of the types of end of life decisions overall and in 1995 is similar. 

Our estimated total number for 1995 is close to the 412 deaths reported by 

the Dutch association for care of the mentally handicapped for 1994 (which is 

currently the most recent number available).8 A limitation of our study is the 

focus on the last end of life decision. This ignores the fact that such decisions 

are the result of a process rather than instantaneous.  

 

Our results show that end of life decisions are an important aspect of care for 

mentally handicapped people. We found no comparable studies in this 

specialty. A recent study on medical practices at the end of life found that an 

end of life decision had been taken in 43% of deaths,9 a proportion that is 

nearly identical with the 41% that we found overall. This similarity might 

suggest that the debate in the care of mentally handicapped people is similar 

to that in other specialties. However, distinctive features of this specialty make 

separate discussion necessary. Professionals caring for mentally handicapped 

people have long term relationships with patients. Nurses' observations of the 

communication and needs of patients are important in decision making. Not 

only nurses but also representatives of the patient should be included in 

decision making. Until now, only autonomous requests by competent patients 

were considered important in end of life decisions. This is probably because 

the idea of autonomy is paramount. Moreover, when a decision has far 

reaching consequences, as in end of life decisions, more stringent 
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requirements for competency should be applied.10 11 We think that regardless 

of competency, all expressions that might indicate the patient's wishes are 

important. Relevant expressions that are non-autonomous in the strict sense 

were noticed in 34% of our cases. Therefore, the role of communication with 

incompetent patients should be reconsidered.  

 

The amount of time that life was shortened because of non-treatment in our 

study seems to be lower than that found in nursing homes in 1991 (life was 

shortened by 1-6 months in 32% of cases12 v 14% (6/44 of cases in our study) 

(Table 3). This suggests that end of life decisions are taken later in the course 

of illness in mentally handicapped people. An explanation could be that 

patients who are mentally handicapped are cared for in institutions, and the 

handicaps are usually not progressive lethal diseases. Also, doctors could be 

more reserved in deciding to hasten death in such patients.  

 

Because of the distinctive features of care for mentally handicapped patients 

we believe that the difference in openness of debate between this and other 

specialties should be removed. A public discussion that resonates more fully 

with the predicaments of caring for mentally handicapped people could 

greatly contribute to the quality of care at the end of life of these patients.  
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3.1 Abstract 

 

In this article, the results of an empirical study among nurses on dealing with 

patient autonomy are presented and discussed. Criteria for good care, 

formulated by the Dutch Association for Nursing Home Care, were the starting 

point of our research. We found that, in nursing homes, living up to the criteria 

relating to respect for autonomy is problematic. We suggest that some 

problems can be explained by the fact that many nursing home residents are 

insufficiently competent to be autonomous. Moreover, we suggest that too 

much emphasis on respect for autonomy can conflict with other aspects of 

care. We conclude that the present understanding of the norm should be 

modified to fit the nursing home context. We point out three directions in 

which a search for an alternative interpretation could be made.  

 

 

3.2 Introduction 

 

Respect for individual autonomy is considered to be of fundamental value in 

western European societies. This norm was originally intended for regulation 

of government-citizen relationships, but its realm has extended, such as to the 

physician-patient relationship. At present, most ideas on good health care also 

refer to the principle of respect for autonomy. A good example of how central 

the position of this norm can be, is found in the policy documents of the Dutch 

Association of Nursing Home Care. Every Dutch nursing home is a member of 

this association. In the policy documents, respect for patient autonomy is 

identified as the basis of nursing home care, which means that the delivery of 

care should be directed towards protecting and stimulating patient 

autonomy.1 2 In addition, criteria for high quality nursing home care have been 

formulated.3 Many of these criteria can be seen to be derived from the norm of 

respect for patient autonomy. These policies are important outcomes of, and 

instruments in, the struggle against the traditional paternalistic attitude of 

caregivers towards patients.  
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As a term, autonomy refers to a broad set of qualities that are generally, 

although not universally, regarded with approval in our society.4 In the policy 

documents of the Dutch Association for Nursing Home Care a definition of (the 

principle of respect for) autonomy is not given. Thus, the Association does not 

explicitly clarify its understanding of this principle. However, on looking at the 

criteria that are derived from the principle, it becomes clear that the 

interpretation of respect for autonomy is comparable with the libertarian 

understanding of the principle. Central to the libertarian view of autonomy is 

the concept of independence, or what has been termed negative freedom: the 

freedom to be left alone.5 In order to protect autonomy, patients' rights were 

formulated. These rights protect individuals by defining non-interference as a 

primary principle for regulating interactions.6 The criteria for high quality 

care of the Dutch Association for Nursing Home Care show that the 

Association has an implicit libertarian understanding of respect for autonomy. 

These criteria direct caregivers towards refraining from unnecessary or 

unwanted interference in the private space of patients. The most important 

issues are informed consent, privacy (both physical and informational) and 

involvement of patients in the decision making process.  

 

Nursing homes in the Netherlands are multifunctional institutions, which care 

for predominantly elderly patients with chronic diseases and physical and/or 

mental disorders and handicaps. Basically, two groups of patients can be 

distinguished: the physically impaired (e.g. patients with a stroke), staying on 

the so-called somatic wards, and psychogeriatric patients (mostly patients 

with Alzheimer's disease). AIDS patients and those in a persistent vegetative 

state are also cared for in Dutch nursing homes.  Thus, the population is 

heterogeneous. Some patients are fully capable of deciding for themselves, 

some are incompetent. In between these two more or less clear-cut categories 

is a large group of patients that does not fit into either category. They have 

some capacity for taking control over their lives, but their possibilities for 

being autonomous agents are seriously threatened. 

 

Thus, the question can be raised of whether this interpretation is an adequate 

starting point for the delivery of nursing home care. The central characteristic 

of the liberal view on (respect for) autonomy, is the vision of the agent as 
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independent and rationally competent. In the liberal model of autonomy, 

individuals must possess minimal communication skills, minimal evidence of 

rationality , and minimal ability to understand the realities of their personal 

and social situation. Unfortunately, these requirements are often not met in 

medicine, particularly in individuals requiring institutional long-term care.7  

 

Most nursing homes, however, accepted the policy documents and committed 

themselves to the implementation of criteria for high quality nursing home 

care. Because of the problems of the liberal view in respect for autonomy in a 

long-term context, we wanted to investigate how this principle, and, more 

specifically, the criteria that are derived from this principle, function in day to 

day nursing home care. In this article, we present and discuss the findings 

concerning the implementation of the criteria for high quality nursing home 

care that are based on the norm of respect for autonomy. We will also give an 

overview of the opinions of nurses regarding this norm. 

 

 

 3. 3 Method 

 

The study population consisted of nurses. They are responsible for the largest 

part of patient care, and are often seen as the patient’s advocate.8 9 We chose 

to involve the so-called teamleiders (team leaders) because they are 

responsible for both patient care and coordinating care (the charge nurse is 

directly above them). A random sample was drawn of 50 homes from the 182 

nursing homes in the Netherlands that deliver care to both psychogeriatric 

and physically impaired patients. After obtaining consent from management, 

we contacted the head of the nursing staff. With him or her we went through 

the following procedure. We identified which of the psychogeriatric wards and 

which of the somatic wards came first in alphabetical or numerical order. In 

this way, we selected 100 wards, and one nurse from each. When two team 

leaders were present on one ward, we selected the one whose last name came 

first in alphabetical order. The nurses had to meet two selection criteria: (1) to 

have worked in their current position for more than six months, and (2) to be 

contracted to work for at least 32 hours weekly. The participants received a 

questionnaire which contained 41 questions and 16 propositions. They were 
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requested to indicate their personal view regarding each proposition on a 

scale with the following options: disagree totally, disagree, don’t know/no 

opinion, agree and agree fully. The criteria for high quality nursing home care 

do not discriminate between care for physically impaired patients and 

psychogeriatric patients. Therefore, we chose to use the same questionnaire 

for all the participating nurses. However, for incompetent patients, the nurses 

were asked to answer the questions from the point of view of the 

representative of the patient instead of the patient, when appropriate. 

 

 

3.4 Response 

 

Of the 50 nursing homes in the sample, one could not participate because it 

was not yet opened. One appeared not to deliver care to both psychogeriatric 

and physically handicapped patients, and had to be excluded. In addition, the 

managers of two homes argued that the frequency of requests for research 

participation was too high for them to participate. In the process of selecting 

the participants, we lost another three respondents because of refusal. Thus, 

89 questionnaires were sent out; 84 were returned of which three did not 

provide useful information; one respondent refused to fill in the form and two 

were found not to satisfy the selection criteria. 

 

 

3.5 Results 

 

In most instances, there was relatively little difference between nurses caring 

for physically impaired patients and those working with psychogeriatric 

patients. However, sometimes there was a difference; these results are 

presented separately. The results are divided in five subject headings, namely: 

(1) informed consent and information; (2) privacy; (3) involvement in the 

decision-making process; (4) supporting patients in making autonomous 

choices and (5) personal views on the norm of respect for autonomy. 
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3.5.1 Informed consent and information 

Nurses were asked if they obtain informed consent from individual patients or 

their (legal) representatives for the planned care. The majority of the 

respondents (83%) stated that neither patients nor representatives were 

generally asked to consent. During their stay in the nursing home, 21% of 

patients (or their representatives) are offered the opportunity to be 

(occasionally) present when their personal situation is discussed in 

(multidisciplinary) staff meetings.  

According to the criteria for high quality care, patients should be informed 

about the following aspects:  

 

(i) Which personal information about the patient is documented and/or 

passed on to others; 

(ii) Which personal information is kept in files on the ward and who has 

access; 

(iii) The patient’s right to inspect the file and to revise its content; 

(iv) The patient’s right to information about care and treatment; 

(v) The duty of caregivers to treat personal information about patients as 

confidential. 

 

We asked about which of these items the patients or their representatives are 

informed. Results are in Table 1; they show that 52% are informed about the 

content of personal information that is documented. We also asked if there 

was a standard policy for informing patients; 51% said that such a policy 

exists on their wards. Another question asked was if patients or their 

representatives are informed about decisions that are made during (for 

example) staff meetings; 43% said that they always receive information about 

these decisions, and 53% said this happened only sometimes. Informing the 

patient or the patient’s representative only occurred if the staff considered it 

important (39%), according to the perceived need of the patient or the 

capacity to understand information (26%), or after a multidisciplinary staff 

meeting (25%).  
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Table 1 Information to patients or (legal) representatives 

 

 

Patients or representatives are informed about: 

 

% Yes 

n = 81 

 

Content of personal information that is documented 52 

Which personal information is passed on to others 30 

Which personal information is stored on the ward 36 

To whom personal information is accessible 41 

The patient's right to inspect his or her personal records 48 

The patient's right to revise the content of the documented personal information   7 

The patient's right to information about care and treatment 58 

The duty of caregivers to treat all personal information as confidential 48 

 

 

3.5.2 Privacy 

Privacy concerns the extent to which others have physical access  to us and 

the extent to which we are subject of others’ attention. It offers individuals the 

opportunity to be in  a private space (physical privacy), to keep things to 

themselves and to control information that others can obtain about them 

(informational privacy). 

 

In nursing homes, much information about patients is kept on the wards. Of 

the respondents, 43% said that care plans, the personal histories and the 

medical records are kept on the wards, and that most professionals have 

access to this information. Nurses, doctors and paramedics always have access 

(100%); 93% of the nurses said that nursing students and 65% that the priest 

or the minister have access. On 54% of the wards, information about patients 

is accessible to temporary employees; volunteers are usually excluded (97%). 

According to 49% of the nurses, not all information is accessible to all 

professionals; the information withheld is usually the medical record (73%).  

 

Questions were asked to obtain insight into how caregivers protect the 

patients' physical privacy when they receive care or are engaged in personal 

conversation. The results are given in Table 2. Almost all respondents said 

that physical examinations and medical treatments take place in a private 

space. The question regarding personal hygiene was answered differently 
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between the psychogeriatric and the somatic wards: 39% of the nurses on 

psychogeriatric wards replied that help with personal hygiene is made 

invisible as much as possible, and 59% said that it is always given in private, 

compared with 14% as much as possible and 86% always on somatic wards.  

Privacy refers, among other things, to the opportunity to be in a private space. 

Offering patients a private room is high on the agenda of many nursing homes. 

At this moment in time, however, many people share rooms and spend the 

daytime in a living room with other patients. For patients to be able to spend 

time in private, the nursing home has to provide suitable accommodation. The 

nurses were asked if their ward possesses such accommodation; 53% 

indicated that it did not. On most of these wards, patients only have their 

(shared) rooms for moment of being alone (82%). The remaining 18% 

indicated that the patients cannot withdraw from the public domain at all. The 

nurses were also confronted with the following proposition: In my opinion, the 

patients on our ward have insufficient privacy; 86% agreed. 

 

Table 2 Is privacy protected during specific situations? 

 

 

Patient's privacy is protected during: 

 

% Yes 

n = 81 

 

Meetings with patients about personal matters 91 

Physical examination and medical treatment 99 

Maintenance of personal hygiene 72 

 

 

3.5.3 Involvement in the decision-making process 

Involvement in the decision-making about activities or situations that 

influence daily life can contribute to autonomy. Therefore, several questions 

were asked about the opportunities that patients have to influence decisions 

about daily life on the ward or the organization of care. Patients on somatic 

wards are invited to engage in decision-making on matters of daily life 

according to 57% of the nurses. On psychogeriatric wards this is 16%. When 

participation is arranged, patient usually have a say in the time they get up in 

the morning (70%), the time they go to bed (83%), or what they have for 

dinner (53%).  
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When changes are planned that (can) affect the daily life of residents, they are 

consulted according to 84% of the participating nurses; examples are changes 

in the structure of events during the day or in the interior of the ward. When 

asked if patients are offered sufficient opportunity to make their own choices 

and act in accordance with them, 43% of the nurses agreed. In response to 

another proposition, 59% said that patients have sufficient influence 

concerning the care they receive. Regarding every day life decisions, 40% 

considered the opportunity to influence these to be sufficient. 

 

3.5.4 Supporting patients in making autonomous choices 

In nursing homes, it is especially important that nurses should support 

patients in executing their autonomy. This requires a certain attitude. An 

important aspect of such an attitude is the motivation to talk with and listen to 

patients and to make room for them to state their preferences. We asked 

whether the expectations and preferences of patients are explicitly discussed 

upon admission; 53% answered in the affirmative. The issues that are 

addressed in these conversations usually concern care and treatment in 

general, meals and daily activities. How a patient should be approached is 

addressed more often by nurses on psychogeriatric wards than on somatic 

wards (28% versus 6%). Secondly, we asked if patients are offered the 

opportunity to look into the (multidisciplinary) care plan, because many of 

them will find it difficult to ask this for themselves. According to 81% of the 

nurses, there are no fixed times that such an opportunity is offered. A third 

way of supporting the patients' decision making is by evaluation of the care, 

during which patients can more easily make their own comments or propose 

changes. 

Seventy-seven per cent of the nurses said that care is evaluated with the 

patient and/or the legal representative; 52% indicated that evaluations take 

place on a more or less regular basis, but the frequency varied from twice a 

month to once a year. Both the patient's psychological and physical conditions 

are usually on the agenda (55%). 
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3.5.5 Personal view on the norm of respect for autonomy 

Finally, we asked for the personal views of the respondents on several 

propositions. The results are given in Table 3. Almost all the nurses said that 

respect for autonomy should be the starting point of care. At the same time, 

they valued almost as much a caring and attentive attitude towards patients. 

Nurses on both psychogeriatric and somatic wards said that caregivers have 

to make sure that patients make their own decisions as much as possible. 

 

Table 3 Response to propositions 

 

 

Proposition 

 

% Agreed 

n = 81 

 

Respect for autonomy should be the starting point of care 96 

Caregivers have to make sure patients make their own decisions as much as 

possible 

92 

Patients consider making their own decisions to be important 84 

The wishes and choices of patients are the staring point of care 80 

It is the task of nurses to stimulate autonomy 85 

A caring and attentive attitude towards patients is more important than 

emphasizing and supporting autonomy 

47 

The patients are insufficiently competent to decide for themselves 61 

Most decisions about the patient are made without the patient's participation 53 

Because of the workload, it is impossible to offer flexible care that meets the 

patient's needs 

62 

Patients should have the opportunity to delegate decisions to their 

representatives or to the staff 

74 

 

 

3.6 Discussion 

 

This study provides information about the behaviour of nurses in dealing with 

patient autonomy in a representative sample of 50 nursing homes that 

provide care for both psychogeriatric and physically handicapped patients. 

The nurses received a questionnaire and were asked to indicate their usual 

actions. There was no direct observation of behaviour.  
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The results yield two conclusions. First, to integrate the criteria based on the 

norm of respect for autonomy in daily care, much work still has to be done. 

Requirements such as informed consent, privacy and patient participation are 

hardly met. When the fundamental aspects of this principle are ignored in 

daily nursing home care, respect for autonomy cannot be considered as a 

starting point on a practical level. Secondly, the views of the nurses show that 

there are fundamental problems in trying to meet these criteria. Almost all 

respondents acknowledge the importance of respect for autonomy. 

Nevertheless, a high percentage thinks that patients are not sufficiently 

capable to decide for themselves. In addition, half of them agreed with the 

proposition that a caring and attentive attitude towards patients should be 

emphasized more, because it is of greater importance that stressing all the 

aspects of respect for autonomy. It is important to realize that the 

characteristics of the nursing home as an institution can be a threat to 

autonomy, regardless of the competence of the individual. Nursing home 

residents are at risk of having their capacity to decide overruled by nursing 

home regulations and caregiver attitudes. On the other hand, it is certain that 

some patients, such as (severely) demented persons, are indeed unable to 

make rational choices; the nursing home population consists of many 

individuals who are not fully capable of deciding for themselves. This leaves us 

with the question of how respect for autonomy should be understood in 

dealing with a large group of nursing home residents. One of the problems 

with the standard libertarian view of autonomy is that practical dilemmas 

seem always to be handled inadequately because the absolute, abstract appeal 

of autonomy trumps all other legitimate concerns.10 

 

These conclusions lead us to the question of how we can strike a balance 

between the implementation of respect for autonomy and other elementary 

aspects of care. Living up to the criteria requires a big effort not only from the 

nursing staff but also from the nursing home management. Before investing a 

great deal of time and money, a re-evaluation of the relationship between 

these criteria and quality care is advisable.  We have already mentioned that 

the Dutch Association of Nursing Home Care has a libertarian understanding 

of respect for autonomy. This explains why most criteria are for the protection 

of patients' rights, such as the right to information and to privacy. Several 
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authors have already pointed out that it is unlikely that the libertarian 

understanding of autonomy adequately fits the predicaments of nursing home 

residents and caregivers.11 12 13 In nursing homes, patient care requires an 

attentive attitude towards the specific needs of patients. This makes nursing 

home care a complex process, demanding a broad set of qualities of 

professionals. The concept of good care should involve other aspects besides 

protecting patients’ rights, such as emotional involvement and a caring 

attitude. 

 

Because of these considerations, we argue that it should be investigated if 

there are alternative interpretations of the norm of respect for patient 

autonomy which are ore suitable for the nursing home context. We suggest 

three different approaches that could provide for an alternative interpretation 

of the norm. 

 

3.6.1 Kantian ideal of moral autonomy 

The first approach is what we call the Kantian ideal of moral autonomy.14 15 16 

It is based on the idea that autonomy does not only imply self-determination 

but is also a critical test of the underlying moral considerations. This test 

consists of finding a rational account for different moral options. In the 

current libertarian understanding of the principle, the freedom of an 

individual can be restricted only when the (consequence of ) choice is harmful 

to others. In the Kantian view, choices need to meet the criterion of rationality 

in order to be considered autonomous. Respect for autonomy should in this 

way be understood not as respect for all choices but for respect for 

autonomous choices. This could offer a counterbalance to the absolute weight 

of respect for autonomy in situations where other concerns are legitimate. 

Perhaps a reassessment of the Kantian view on autonomy offers possibilities 

of resolving the problems of dealing with patient autonomy in nursing homes. 

One of the problems we see is that this approach will rule out even more 

patients – because they cannot make autonomous choices – without supplying 

an alternative moral notion to fill the void. 
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3.6.2 Narrative ethics 

The second approach is a narrative one, in which the emphasis is not on 

concrete choices, but on the uniqueness of the individual life.17 In a narrative 

approach of respect for autonomy, the central idea is that moral decision-

making requires detailed inquiry into the unique case and into its historical 

and cultural context and antecedents. The caregiver is, in this view, essentially 

the servant, not of life in the abstract, but of the life plan of the patient.18 The 

focus is on trying to decide on issues of moral character and integrity by 

determining whether a specific choice is in accordance with that person's life 

story and the moral norms and values that are important in a specific 

situation.19 20 In dealing with patients whose capacity for autonomous 

decision-making is diminished, this approach offers alternative options for 

respecting each patients' individual and unique identity. 

 

3.6.3 Ethic of care 

The third approach is based on an ethic of care.21 22 In this approach, the 

central value in human relationships is a caring attitude towards each other. 

Persons should not be seen as independent, free, abstract entities, because 

they are inevitably influenced by their relationships with others. These 

relationships are constitutive of the moral identity of each individual. 

Normative ideas come about in communication with significant others, and 

choices and behaviour are not only made on the basis of one's own free will, 

but are also influenced by our dependence on and care for others. Therefore, 

an ethic of care requires that we concentrate on caring as a moral attitude. 

This means that we have to move away from a rights-based morality towards 

a view in which care is a central moral category.23 The interaction between 

patient and caregiver should have a more prominent place in moral decision-

making.  Striving for relationships between patients and caregivers, in which a 

caring attitude and mutual trust are central values, is in this view an 

important aspect of the delivery of nursing home care. In these relationships, 

the characteristics of patients such as dependence and vulnerability no longer 

have to be ignored, but can be integrated into the concept of good care. 
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3.7 Conclusion 

 

Which one of these alternative approaches of respect for autonomy provides 

for the best views on nursing home care in the Netherlands is an unanswered 

question at this point in time, but one thing becomes clear: alternative 

interpretations of respect for autonomy in nursing home care can offer 

different opportunities to construct a view on high quality care that may be 

more adequate in dealing with the nursing home population than the 

libertarian view. In constructing this view, it is of paramount importance to 

account for the practical wisdom of those working in the field, not just because 

this is the only way to develop an adequate understanding of nursing home 

care but also because an ethical theory can be supportive only when it agrees 

with the moral intuitions of caregivers. 
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4.1 Abstract 

 

Respect for autonomy is well-known as a core element of normative views on 

good care. Mostly, it is interpreted in a libertarian way, with a focus on 

independence and self-determination. In this article we argue that this 

interpretation is too narrow in the context of care in nursing homes. With the 

aim of developing an alternative view on respect for autonomy in nursing 

homes, we described four interpretations and investigated the moral 

intuitions of caregivers regarding these approaches. We found that caregivers 

seem to value different notions related to respect for autonomy under 

different circumstances in nursing homes. Furthermore, there is no significant 

difference in intuitions between men and women and between doctors and 

nurses. We conclude that a multidimensional understanding of this principle 

would best fit the context of the nursing home. We end this article with the 

description of a modest theory of respect for autonomy in nursing homes.  

 

4.1.1 Key words 

Nursing homes, autonomy, care, ethics 

 

 

 4.2 Introduction 

 

It is often said that ethics always comes after the change. Especially when new 

technology is introduced, this usually is followed and not preceded by ethical 

assessment. This, however, does not mean that ethical deliberation is fruitless. 

Health care ethics has, for instance, had major consequences for ideas about 

the (moral) characteristics of good care. More specifically, the moral principle 

of respect for autonomy proved to be a very successful tool in the struggle for 

the emancipation of patients. Awareness among health care professionals that 

patients have a right to be treated as individuals, and requirements such as 

informed consent are the result of emphasising respect for patient autonomy.  
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It is safe to say that - at least in the Netherlands - the formal implementation of 

this principle is completed. Of several recent laws concerning health care, as 

well as of policy documents, respect for autonomy is an essential element. 

 

Surprisingly, most (policy-) documents relevant to the Dutch health care 

setting do not contain an explicit definition of respect for autonomy. In the 

ethical literature, however, there are different opinions about its meaning: 

 "It is apparent that the term is used in very different ways by very different 

authors. (...) It is apparent that while not used as synonym for qualities that 

are usually approved of, the term is used in an exceedingly broad fashion. It is 

used sometimes as an equivalent of liberty (...) sometimes as equivalent to 

self-rule or sovereignty , sometimes as identical with freedom of the will. It is 

equated with dignity, integrity, individuality, independence, responsibility and 

self-knowledge. It is identified with qualities of self-assertion, with critical 

reflection, with freedom of obligation, with absence of external causation, with 

knowledge of one's own interests. It is related to actions, beliefs, to reasons for 

acting, to rules, to the will of other persons, to thoughts and to principles."1  

In spite of this variety, a closer look at the functioning and interpretation of 

the principle in health care shows that the dominant understanding of it in 

this field is best characterised as libertarian.2 3 4 5 The focus is on independent 

individuals, who want to shape their own life by choosing freely. The 

professional role of caregivers is to provide the information and assistance a 

patient needs to make his own decisions and to pursue his self-chosen goals. 

 

The libertarian interpretation of the principle of respect for patient autonomy 

has probably contributed significantly to its success. Elements like liberty and 

freedom of coercion are concrete and recognisable, because they are also part 

of the legal discourse. However, this success also has some downsides. 

Interpreting respect for autonomy in libertarian terms remains unsatisfactory 

in long-term care settings for several reasons. First, dependence on the care of 

others and vulnerability are important characteristics of most patients in 

these settings. The libertarian image of the life of an autonomous person 

differs radically from the reality of life in - for example - a nursing home. This 

gap between the ideal and the practice diminishes the positive effects of a 

strong emphasis on the principle of respect for autonomy. If the aim of care is 
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always and only maximising independence, this could be contrary to the 

patients' real needs. 

 

Second, the emphasis on a libertarian interpretation of autonomy makes those 

who do not have the capacity for autonomous decision making emerge as 

lacking a vital capacity. This lack is normally overcome by substituting the 

actual autonomous decision of a patient by something else. For instance by 

non-actual decisions of the person (as in living wills) or by actual decisions of 

others than the patient (as in substituted judgement). We think both strategies 

are problematic. We cannot go into the details of these problems here, but 

point out just one of them: both living wills and substituted judgements can be 

contrary to the expressed (non-autonomous) wishes of the patient. Mostly, 

ignoring these problems is justified by referral to the importance of the 

principle of patient autonomy. There are better ways, however, of dealing with 

problems than ignoring them. 

 

Third is the practical level. A study among nurses in nursing homes showed 

that the vast majority supports an important role for the principle of respect 

for autonomy. However, in day to day practice they had a lot of problems in 

trying to meet the criteria designed to shape respect for autonomy by the 

Dutch Association for Nursing Home Care.6 7 Examples are living up to 

informed consent procedure and problems with offering an acceptable level of 

privacy.  Several authors already anticipated (some of) these problems and 

questioned whether the principle of respect for autonomy is a suitable 

starting point for nursing home care.8 9 10 We believe that it is an important 

value in health care, and one that can not be missed if we want to protect 

patients against total loss of control over their body and circumstances. But 

the conceptual problems and the practical ones that are encountered by 

caregivers when trying to shape respect for autonomy need serious attention. 

We therefore tried to construct an alternative understanding of respect for 

autonomy that fits the context of the nursing home.  
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4.3 Alternative interpretations of respect for autonomy 

 

The dominant libertarian understanding of respect for autonomy is not the 

only one ethical theory has to offer. On the contrary, many different opinions 

on how we should interpret this principle can be found in the literature. Our 

goal was to come to an alternative understanding of respect for autonomy that 

really fits the field it was designed for. Therefore, we needed the input of 

caregivers in nursing homes. In an empirical study, we confronted them with 

different normative views on respect for autonomy. We distinguished a 

limited number of views that seemed to cover most of the thoughts on this 

topic. From a general overview of relevant literature, we identified four 

approaches. For methodological reasons, we chose one description in 

literature of each approach. Also, they are deliberately stated in general terms. 

We emphasized one or two concepts that are central to the view presented. 

This way, caregivers would be able to distinguish the views from one another 

easily and it is likely that their preferences are related to the central notions. 

 

4.3.1 The libertarian view  

At the heart of the libertarian approach of respect for patient autonomy is the 

idea that it is important to be independent and free to make one's own 

choices.11 This emphasis on so-called negative freedom (or the right to be left 

alone) implies that caregivers should refrain from interference in the lives of 

the residents as much as possible. Also, when applied to nursing home care, 

the libertarian approach would mean that caregivers take each resident's 

expressed wishes as the starting point of care. The limit to their right to 

autonomy consists in the freedom of others and the task of caregivers to 

prevent serious harm. In general, patients are considered autonomous until 

their incompetence is evident. Surrogate decision making is used to respect 

autonomy when the patient is no longer competent. 

 

4.3.2 The Kantian ideal of moral autonomy 

The Kantian view is based on the idea that autonomy does not only imply self-

determination (as is the case in the libertarian approach) but also requires a 

choice to be rational in order to be called autonomous.12 In a nursing home 

setting, this view on autonomy would mean that caregivers have to respect 
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autonomous choices of patients. However, they can question choices that are 

irrational. Respect for autonomy does not mean non-interference (as in the 

libertarian view) but implies an attentive attitude of caregivers concerning the 

motivations of patients behind their choices. When the need to make decisions 

for an incompetent patient occurs, caregivers will try to determine what a 

rational person would have done under the circumstances. 

 

4.3.3 A narrative approach 

In a narrative approach respect for autonomy consists of respect for each 

individual's own life-plan within its historical and cultural context. The focus 

is not on isolated choices, but caregivers concentrate (in dealing with 

competent as well as incompetent patients) on the norms and values that are 

important in a person's life story and in specific situations.13 This life story 

continues in the nursing home. A decision should then be respected when it is 

understandable in the light of the life-story of the patient. 

 

4.3.4 Respect for Autonomy in ethics of care 

Finally, in an ethic of care the central value is not independent decision making 

but a caring attitude towards each other, because decisions are made in 

communication with others.14 The relationship between caregivers and 

nursing home residents is the most important instrument in respecting 

patients and in taking into account the vulnerability and the dependence on 

others we all share. Caregivers have to have built a caring relationship with 

patients and in this relationship answers to questions about the right decision 

or course of action can be found in a process of mutual longing for goodness. 

 

 

4.4 Empirical study: moral intuitions of caregivers in nursing homes 

 

4.4.1 Objectives and research question 

The objective of the empirical study was to gain insight in the moral intuitions 

of caregivers regarding different conceptions of the norm of respect for 

patient autonomy. We believe a practice contains a form of 'practical wisdom' 

that should be taken into account in normative reasoning.15 In this empirical 

study we tried to get insight in this practical wisdom. Therefore we focused on 
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the moral intuitions of nurses and physicians in nursing homes: pre-reflective 

normative judgements about particular cases or situations in cases.16 We 

formulated the following research question: which of the four approaches of 

respect for autonomy is the best explication of the moral intuitions regarding 

patient autonomy of caregivers in nursing homes?  

 

4.4.2 Sample 

The study population consisted of nurses and physicians. We drew a random 

sample of 50 nursing homes from a list of all 190 Dutch homes in which both 

psychogeriatric patients and somatic patients are cared for.  With the head of 

nursing staff, we went through the following procedure.  

 

(i) Identification of the psychogeriatric ward and the somatic wards that came 

second in alphabetical or numerical order. In this way, we selected 100 wards. 

(ii) Selection of one nurse from each ward: they had to work in their current 

position of team leader for at least six months. We chose to involve team 

leaders because they are responsible for both patient care and co-ordinating 

care: the charge-nurse is directly above them.  From the Dutch Association of 

nursing home physicians (NVVA) we obtained a membership-list containing 

981 names. We drew a random sample of 50 names. In order to be included, 

the selected persons had to be registered as a nursing home physician. 

 

To select 100 nurses we had to approach 60 nursing homes. In ten of these, 

the head of nursing staff refused, mainly because of the workload on nurses. 

We sent out questionnaires to two nurses in each home. Of the 100 

questionnaires sent out, 94 were returned. We had to draw 63 names of 

physicians in order to send out questionnaires to 50 of them. Ten physicians 

did not meet the selection criterion for inclusion and three refused. Of the 50 

questionnaires sent out, 31 were returned. Finally, 94 nurses and 31 nursing 

home physicians participated in the study. 

 

4.4.3 Data collection instruments 

We presented the approaches of respect for autonomy in two ways. First, we 

developed four views on patient autonomy in nursing homes. Each of these 

views consisted of the same elements, namely: a concept of persons 
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(containing a description of what is considered important in life according to 

the particular view), a characterisation of good care and a view on dealing 

with patients that are not (fully) competent. The respondents were asked: If 

you had to decide which one of these views should be implemented in your 

own nursing home, which one would you choose? The answers to this 

question yield information about the general view on autonomy of caregivers.  

 

Second, we wanted to know which approach these nurses and physicians 

would prefer if confronted with (descriptions of) concrete situations. Is the 

approach they preferred in general also considered the best one if 

respondents have information about relevant facts of a case? To answer these 

questions we designed 10 vignettes: short case descriptions that make it 

possible to investigate moral intuitions indirectly. The vignettes were in 

simple Dutch language and based on the following variables that were 

systematically varied: competence of the patient (competent/incompetent), 

patient's request (yes/no), is the situation or request beneficial to the patient 

(yes/no) and workload (high/normal). With each vignette, we offered four 

options to choose from, based on the four interpretations of the principle of 

respect for autonomy. Each option consisted of a comment on the case and 

contained a suggestion for an approach of the issue at stake. The respondents 

were explicitly asked to choose the option that best reflected their normative 

ideas and not the one that most adequately described every day practice. In 

this way, we obtained information about the moral judgements of caregivers, 

not about actual behaviour. With an example of a (translated) vignette we 

illustrate this data collection method in figure 1.  
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Figure 1 Example of a vignette 

 

 

 

Mr. Jones lives in the nursing home because he is suffering from Alzheimer’s 

disease. He is confused and disoriented in time and place. Since a few days, 

mr. Jones refuses to get out of bed. If the nurses encourage him to get up he 

resists heavily. Because mr. Jones stays in bed all day, there is an increasing 

risk that serious wounds will occur. 

 

Which comment do you prefer? 

 

1 De question is whether this resident can comprehend the consequences of 

his choice. If he is capable of balancing the pro’s and con’s, then his decision should 

be respected. If this is not the case, then the caregivers should ask themselves: 

what would a person do who is capable of understanding his situation? The 

caregivers should then act in concordance with the answer to this question. 

 

2 We can only decide after the specific individual circumstances of this case 

are taken into account. Therefore, the caregivers in this case should first try to find 

out where this wish comes from. In other words: what motivates this resident? 

They have to take into account information about the things this resident values in 

life. This way they can understand the situation better and decide in a way that 

best fits the individual circumstances of mr. Jones. 

 

3 Caregivers are rightly worried about the welfare of this resident. He is 

confused and disoriented. The caregivers should (because of the risk of wounds) 

try to connect with this resident and make an effort to regain his trust. They should 

work towards getting him to come out of bed. If this resident trusts the caregivers, 

his resistance will diminish. 

 

4 The expressed wishes of caregivers should be the starting point of care. In 

principle also this wish of mr. Jones – that is even expressed in a very explicit 

fashion – should be respected. Only if there is acute danger caregivers can consider 

to choose for protection of the residents against himself. Until that is the case, the 

wish of mr. Jones should weigh heaviest in the decision making.  
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4.4.4 Results 

Of the respondents, 39% preferred the view on good nursing home care that 

was based on a libertarian interpretation, while 22% chose the Kantian view. 

The narrative approach articulated the moral views of 18% of respondents. 

Finally, 10% chose the ethics of care-view.  

We related the choice of view to some respondent characteristics. Most 

respondents were between 31 and 35 years of age (29%, range 24-56). The 

number of years of working experience varied from 3 months (registered 

nursing home physician) to 240 months; 32% of respondents had between 5 

and 10 years of experience. Age and working experience had no significant 

influence on the choice for one of the views on good nursing home care. Nor 

did we find significant difference between women and men and nurses and 

physicians (see Table 1). 

 

 

Table 1 Respondent characteristics per view 

 

 

 

  

Libertarian 

 

n=49 (%) 

Kantian 

 

n=22 (%) 

Narrative 

 

n=41 (%) 

Ethic of 

care 

n=13 (%) 

Total 

 

n=125 (%) 

Sex: 

Male 

Female 

 

21 (43) 

28 (57) 

 

  6 (27) 

16 (73) 

 

13 (32) 

28 (68) 

 

  5 (39) 

  8 (61) 

 

45 (36) 

80 (64) 

Discipline: 

Physician 

Nurse 

   

13 (27) 

36 (73) 

   

  2 (9) 

20 (91) 

 

11 (27) 

30 (73) 

    

  5 (39) 

  8 (61) 

 

31 (25) 

94 (75) 

Ward: 

Psychogeriatric 

Somatic/revalidation 

Psychogeriatric &  

somatic/revalidation 

 

16 (33) 

21 (43) 

 

12 (24)* 

 

  7 (32) 

14 (59)** 

 

  1 ( 9) 

 

25 (61)*** 

13 (32) 

 

  3 ( 7) 

 

  5 (38) 

  4 (31) 

 

  4 (31) 

 

53 (42) 

52 (41) 

 

20 (17) 

* p = 0,038      *** p = 0,003 

**  p = 0,021 
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4.4.5 Preferences in case descriptions 

We used logistic regression to analyse the responses to the question which 

comment was the best reflection of the moral experience of caregivers in 

concrete case-descriptions (vignettes). The results show the influence 

(predicted value) of (a combination of) systematically varied variables on a 

certain outcome, in our case the choice for one of the four interpretations of 

respect for patient autonomy. The results are in Table 2. 

Table 3 contains results of multivariate logistic regression-analysis. We 

computed the predicted value (in %) of the combinations of variables in the 

ten vignettes. This Table shows the combination of circumstances under 

which the predicted value of each approach was highest and lowest.  

 

Table 2 Predicted value of variables for choice of view (vignettes)  

 

View 

 

Predicted value (%) 

Libertarian 

 

n=288 

Kantian 

 

n=288 

Narrative 

 

n=394 

Ethic of care 

 

n=277 

Patients' competence: 

Competent 

Incompetent 

* 

16 

28 

* 

31 

18  

* 

43 

24 

* 

10 

30 

Patients' request 

Request 

No request 

 * 

28 

  5 

** 

25 

14 

*** 

33 

26 

* 

14 

55 

Beneficence:  

Conflicting with 

beneficence 

In accordance with 

beneficence 

 ** 

 

28 

 

20 

* 

 

36 

 

15 

* 

 

23 

 

37 

* 

 

13 

 

28 

Workload: 

High 

Normal 

*** 

26 

21 

 

23 

23 

 

30 

33 

 

21 

24 

* p < 0,0001 

** p < 0,001 

*** p < 0,05 

+ The total number of cases is 1247. Three missing values were excluded. 

 

 

The choice for a certain view on good care did not have a significant influence 

on the choice for a certain approach in the concrete cases. 
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Table 3 Highest and lowest predictive values per view per combination of  

variables (multivariate analysis) 

 

Beneficence __ 
 

+ 
 

Predicted value 

Workload __ + __ + 
 

Competence 

 

Request 

  

__ 
 

  ETHIC OF CARE 58% 

 

Libertarian 4% 

  

__ 
 

+ 
 

 LIBERTARIAN 44% 

 

Narrative 14% 

 

 

Kantian 10% 

 

__ 
 

     

 

  

   

+ 
 

+ 
 

 KANTIAN 44% 

 

Ethic of care  8% 

NARRATIVE 55%  

 

The responses to the vignettes did not provide independent observations 

since from each of the 125 respondents, 10 decisions were observed. We will 

therefore not pay too much attention to results with a p-value just below 0,05. 

In most cases the p-value is however lower than 0,03. 

 

By computing the predicted value (in %) of the combinations of variables in 

the ten vignettes we got insight in the combination of circumstances under 

which a certain approach was preferred by the majority of respondents. As the 

tables show, we found that:  

• the highest predicted value for a libertarian approach came from the 

vignette in which the patient was not competent, and uttered a request which 

was not in accordance with the duty of beneficence of caregivers, while the 

workload was high;  

• the Kantian approach had the highest predicted value in the case of a 

competent patient with a request that was contrary to beneficence. In this 

case, the workload was also high;  
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• the combination of variables that resulted in the highest predicted value 

for a narrative approach was: a competent patient with a request that is in 

accordance with the caregivers duty to be beneficent in a situation with a 

normal workload; 

• finally, the ethic of care approach is preferred when the patient is 

incompetent, there is a request from the patient that does not conflict with the 

caregivers' duty to beneficence and the workload is normal.  

 

 

4.5  Analysis: core elements of respect for autonomy 

 

The task to analyse the intuitions of caregivers presented us with several 

problems. In general, a considerable number of respondents preferred the 

libertarian view on good care. But the results yield no conclusion in terms of 

one view that reflects best the normative ideas of caregivers. After all, 39% is 

still not very convincing. Thus, we must acknowledge that there is not a single 

view that fits well enough for the nursing home setting. Additionally, the view 

that is put forward in the literature as a good alternative for long-term care 

(namely an ethic of care), apparently does not appeal to caregivers as a 

general starting point of care. 

 

Surprisingly, we found no significant relation between the opinions on the 

views on good care in general and the preferred comments on the vignettes. In 

other words, respondents who chose for example the narrative view on good 

care in general, did not prove to choose the vignette-comments based on this 

approach more often. Another conspicuous result was that in the vignettes, 

there mostly was a majority of respondents that chose a certain comment. In 7 

out of 10 vignettes over 50% of the respondents chose the same comment 

(range 52% - 70%).  

Finally, there were no other factors than the variables in the vignettes that 

seemed to influence the choice for a certain comment. We found for example 

no significant differences between doctors and nurses, nor between men and 

women. Also, nor age or years of working experience were associated with 

certain comments.  

 



  

 54 

These results led us to drop our initial idea that identifying the moral 

intuitions of the field would enable us to use one of the four approaches as the 

basis for a refined understanding of respect for autonomy in nursing home 

care. The intuitions of caregivers are too much differentiated, and they seem 

to be attracted by elements from each approach under certain conditions. This 

is understandable given the differences in competence of nursing home 

residents. It seems plausible to interpret respect for autonomy differently 

when dealing with a fully competent patient as opposed to a patient who is for 

example suffering from severe dementia. We think that respect for autonomy 

has to be understood in such a way that core elements of this notion are 

preserved. At the same time, respect for autonomy can only be meaningful in a 

nursing home setting, when it accounts for the limitations most residents 

have. So in our further analysis, we tried to understand the moral intuitions by 

relating them to the core ideas of the different approaches. 

 

We think that the following moral concepts or principles adequately describe 

the intuitions of caregivers. First, the notion of freedom is important, 

especially under circumstances that seriously threaten a person’s freedom. 

That is why the libertarian approach is appealing in a situation where the 

patient is not only limited in his competency but also wants something that is 

not readily approved of by the caregivers. The second element that is relevant 

in a view on respect for autonomy is reasonableness. It is a good thing to try to 

reason with patients about their needs and wishes. Third, caregivers should 

try to provide care not only by reacting to the wishes of patients, but also by 

reflecting on the life-story of each patient. Finally, care as a moral category is 

an element of respect for autonomy. After identifying these principles as the 

four relevant elements of an adequate view on respect for autonomy, we could 

integrate them in a view on respect for autonomy. However, this cannot be the 

end of our moral reasoning. In order to arrive at a modest theory of respect for 

autonomy in nursing homes, we need to look at them from a critical 

perspective to avoid the pitfall of conservatism. We already stated that it is not 

our intention to just systematically describe the intuitions of caregivers. In the 

next section we describe how a normative view on respect for autonomy can 

be formulated. 
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4.6 Towards a modest theory of respect for patient autonomy in 

 nursing homes 

 

The moral intuitions we found in our empirical study provide a general 

framework for describing respect for autonomy. But this is not to say that all 

elements of this framework are equally important or desirable from a 

normative point of view. We think that there are reasons to make some 

adjustments in this framework. There is certain heterogeneity between the 

principles that has to be taken into account. The idea that the life-plan of a 

patient is the frame of reference for evaluating needs and wishes seems to be a 

more or less overarching principle. The principle of freedom can be reflected 

in an attitude of caregivers that is sympathetic towards wishes of patients. 

Also, caregivers have to be motivated to go the extra mile to protect patients' 

freedom when it is threatened. The idea, that it is good to try and find out 

what is reasonable, functions as a safeguard against negligence. When wishes 

of competent patients cannot be understood by caregivers and seem to be 

contrary to the duty of beneficence, then respect for autonomy requires that 

they at least try to engage in a conversation with the patient about his 

motivations. If this would be omitted, patients are neglected instead of 

respected.  

 

The most problematic principle of the four is, however, the one that places 

care as a moral category under the wings of the principle of autonomy. Care is 

usually seen as opposed to autonomy, or is at least considered to be 

exemplary of an attitude in which autonomy is not a central issue. 

Notwithstanding the fact that care as an element of respect for autonomy 

seems problematic, we think it helps express certain notions that are relevant 

for respect. One example is the notion that the needs of patients can never be 

really understood if the image of the disembedded and disembodied agent 

keeps on functioning as an ideal image.17 The concept of care is a way to 

introduce the relational aspect of respect for autonomy into our 

understanding of this principle.  
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Another notion concerns the role of caregivers. Care is not a one-way activity. 

Both the caregiver and care receiver have their own role in the process of 

care.18 This has important implications for a view on the professional 

responsibilities of caregivers. A side-effect of the libertarian understanding of 

respect for autonomy is the increase in action-guiding rules and protocols in 

health care. This implies a simplification of the role of the professional, 

because good care can never be caught in a set of rules that is applicable to all 

situations:  

"That which surpasses the minimum norms cannot be caught in general rules, 

because what ought to be done and what can be done are too strongly 

dependent on the concrete situation and on the person of the caregiver and 

the care receiver". 19 

In a view that is inspired by an ethic of care, the complexity of shaping respect 

for autonomy in interaction with the patient is more obvious. This leads us to 

emphasise the importance of a good caregiver-patient relationship. In other 

words: the principles we described so far, can only result in respect for 

autonomy when the caregiver is able and willing to put some emphasis on one 

or the other - depending on the patient and the circumstances. 

 

 

4.7 Conclusion 

 

In our study of respect for autonomy in nursing home care, we started with 

empirical information on the moral intuitions of caregivers. Contrary to what 

is sometimes suggested in ethical literature, we found that caregivers in 

nursing homes do not prefer a view on good care that is based solely on an 

ethic of care over a view based on a libertarian understanding of this principle. 

Furthermore, we found no significant difference in moral intuitions between 

men and women or between doctors and nurses. Surprisingly, there was also 

no significant correlation between the views on respect for autonomy in 

general and in concrete case-descriptions. Caregivers seem to value different 

notions that are related to respect for autonomy under different 

circumstances. This leads us to the conclusion that a multidimensional 

understanding of this principle would best fit the context of the nursing home.  
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In such an alternative view on respect for autonomy, four moral principles are 

relevant, namely: the principle of protection of freedom, the principle of 

reasonableness, the principle that people's choices need to be understood as 

part of a life-story and finally, the principle that the moral element of care is 

an essential part of respect for autonomy. These principles can be the 

framework for further development of a modest normative theory of respect 

for autonomy in nursing homes. This framework is refined and adjusted in a 

process of further normative reasoning. The core steps of this process are 

outlined in this article.  

 

Giving a concrete description of respect for autonomy in nursing homes can 

still be done in different ways. As long as each element is incorporated, this is 

not problematic to our view. We do however want to end this article with a 

suggestion for the description of respect for autonomy for the nursing home: 

 

Respect for autonomy implies that the personality of the patient, his or her 

life-story and the choices he or she makes are seen by caregivers as 

necessarily intertwined. Choices, needs and preferences are viewed and 

evaluated in the light of the life-story. Caregivers have an active role in the 

process of care. With respect to the principle of autonomy this means that 

they have the expertise, the motivation and the responsibility to make respect 

for autonomy an element of everyday practice in the nursing home. An 

important element is the awareness of the potential threats to autonomy in 

the nursing home and the value of freedom. At the same time caregivers have 

to be sensitive to the competency of patients. When dealing with competent 

patients, respect for autonomy requires that caregivers can engage in a 

conversation with the patient about the rational grounds for a choice or 

decision. In the case of an incompetent person, it is sometimes necessary that 

caregivers take more initiative to support the patient. This can be realised in a 

caregiver-patient relationship that is based on mutual respect and trust. A 

caring attitude of professionals in the nursing home is therefore of the utmost 

importance.  
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This view on respect for autonomy is based on a combination of elements 

from theory and practice. Hopefully, integration of theory and practice 

enhances not only the understanding of respect for autonomy but also the way 

it is practised in day to day care in nursing homes. 
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5.1 The importance of moral wisdom 

 

Moral questions and dilemmas in everyday life prompt us to take a normative 

stance. Sometimes we rely on our moral intuitions and make judgements 

accordingly. In other cases, we feel the need for more extensive deliberation of 

a moral case. After a judgement is made, we have to ask: Can we justify our 

moral view towards others who may have come to a different judgement? 

Ethicists have long tried to describe fundamental moral principles from which 

justified judgements can be derived. However, until now, a set of foundations 

that received general assent has not been found. Moreover, the development 

of action guiding principles and rules always requires some kind of 

interpretation or specification of general principles.1 Currently, most ethicists 

hold the view that theory and practice should mutually influence each other in 

the process of searching for reliable moral judgements and theories. 

 

The attention to practice raised questions about the way elements such as 

moral experiences and relevant facts can be combined in ethical reasoning. 

There are several propositions in the literature regarding the way in which 

moral experiences can be integrated in ethical reasoning. One example is 

(pragmatic) hermeneutics, which is aimed at understanding and critically 

examining the point of view of others until a common understanding is 

reached. This merger of perspectives between various parties is a joint activity 

in which ethicist and practitioner take part.2 Another model is Reflective 

Equilibrium (RE). Many authors used the idea of RE –originally from Rawls – 

as a starting point for their work on methods of moral reasoning.3 4 Moreover, 

some tried to combine a hermeneutical method with RE. 5 In this thesis, RE is 

the reference theory for moral reasoning and moral justification.  

 

Our starting point is the view that the moral intuitions of people who work 

and live in a certain moral practice reflect a specific moral wisdom. The 

concept of wisdom has a long history and for millennia, it has been considered 

an ideal of human development. Wisdom requires the ability to combine 

knowledge, reflection and life-experience with emotional, social and ethical 

capacities. It is key in dealing with problems which lack prescribed solutions 

and for which uncertainty and fluidity must be tolerated in seeking to resolve 
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them. Wise responses to circumstances are often needed in health care, 

because of the profound effects health care decisions can have on people’s 

lives.6 Staudinger and Baltes define wisdom as expert-level knowledge and 

judgement in the fundamental pragmatics of life. This knowledge of 

fundamental pragmatics of life entails: 

“[I]nsights into the quintessential aspects of the human condition and human 

life, including its biological boundaries, cultural conditioning, and intra- as 

well as inter-individual variations.”7  

Our understanding of the wisdom that is present among agents in a moral 

practice is moral wisdom in the Aristotelean sense, which refers to the ability 

to deliberate about human actions in terms of what contributes best to the 

good life.8 It is important to note that this moral wisdom is acquired through a 

learning process in which formative experiences and examples are key 

aspects. A formative experience causes a person to adopt a different moral 

perspective. It can be provoked by a a single confrontation with a work of art 

of literature. However, activities that can lead to a formative experience 

usually influence a person’s moral outlook over time. This implies that moral 

wisdom is in part dependent on – and can vary with – experience.9  

 

In the current understanding of Reflective Equilibrium theory, there is no 

place for considered moral judgements of other agents than the person who 

performs the ethical reasoning (we call this person the thinker). However, a 

single thinker may come up with only a small part of the moral intuitions that 

may be relevant in a given case. Even the thinker who makes an effort to 

expand his experiences cannot acquire the moral wisdom of experienced 

agents in a practice. Therefore, ethical reflection can benefit from the 

intuitions of agents other than the thinker because they add to the complexity 

of reasoning.10 

 

Our openness to the moral wisdom of health care professionals should not be 

mistaken for a shift in locus of authority in RE. The locus of authority 

determines which element of a model or theory is decisive when there is 

inconsistency or conflict in a set of beliefs. The authority in top-down methods 

for example, is located in theory: when a principle conflicts with a moral 

intuition, the principle should prevail. The opposite holds for bottom-up 
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models: for example, in the hermeneutic approach, the locus of authority is in 

practical know-how. In the RE method, none of the elements has a privileged 

status in the reasoning process. The strength of an RE is determined by the 

process of reflection and the coherence of the result, and not by the epistemic 

status of one of the elements.11 Expanding the range of moral intuitions does 

not change this. 

 

Our view on the role of the moral views of agents in a practice implies that we 

adjust the model of RE. We call our version of RE the Normative Empirical 

Reflective Equilibrium (hereafter NE-RE).12  

It has two distinctive features: 

(i) moral intuitions of other agents than the thinker are included, and  

(ii) empirical research is used to obtain information about these intuitions.  

The use of moral intuitions in normative reasoning is considered inescapable 

by some, but it is certainly not unproblematic.13 14 Moreover, mixing empirical 

with normative elements is at best regarded as risky business. We will address 

these issues from the perspective of NE-RE. But first, we outline the basics of 

reflective equilibrium theory. 

 

 

5.2 Reflective equilibrium theory 

 

Reflective Equilibrium was developed by John Rawls (1921-2002) for the 

theoretical purpose of formulating the most appropriate conception of 

justice.15 It is a model for justification that evolves around the idea that 

seeking justified moral principles requires an argumentative process in which 

general principles and background theories are considered together with a 

person’s considered moral judgements. The term RE refers to both the process 

and the result of moral reasoning. A RE as the result of moral reasoning is a 

coherent and interconnected set of moral and non-moral beliefs at various 

reflective levels. The number of beliefs that can be included in the reasoning 

process of a researcher is necessarily limited, but ideally, in working towards 

a RE all relevant considerations are addressed.   
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In broad outline, moral reasoning according to RE proceeds in three stages.  A 

person – the thinker – starts with identifying his considered moral judgements 

or moral intuitions. In theory, the starting point of reasoning can be any of the 

elements mentioned. But often moral reasoning is triggered by spontaneous 

and personal interpretation of the facts of a case. The following step is to 

formulate moral principles that are relevant for the situation under 

consideration. In theory, these can be new principles, but it is likely that a 

thinker will come up with at least some of our commonsensical moral 

principles (i.e. keep promises, respect autonomous choices).16 In most cases 

these elements are conflicting, inconsistent, or both. Therefore, the thinker 

will have to respond to the divergence between the principles and his initial 

beliefs. He has to work back and forth between principles and judgements and 

make adjustments in both his considered moral judgements and moral 

principles. This process ends when the thinker accepts a set of principles that 

coheres with his considered moral judgements. The person’s beliefs are now 

said to be in reflective equilibrium.  

 

Rawls’ idea was both welcomed and criticized. One major criticism was – and 

still is – the alleged subjectivism inherent to the method. RE would amount to 

no more than a neat systematisation of the preliminary ideas a thinker has 

about the case. In his influential 1979 article, Daniels acknowledges the 

problem of circularity and proposes to speak of narrow reflective equilibrium 

when considered moral judgements and principles are made coherent. He 

then introduces a third phase of the method, in which the thinker attempts to 

disrupt the state of narrow reflective equilibrium by considering background 

theories and alternatives to his moral theory.17 Examples of background 

theories are a theory of personhood or a general social theory. These 

background theories have to be chosen for their potential to provide critical 

input. Again, mutual adjustment of the elements is required until the final 

result, a wide reflective equilibrium is achieved. 

 

Contrary to other approaches in ethics, RE claims no locus of authority in one 

of the elements. In the process of consideration and amendment, none of the 

elements has a privileged status and all elements are open to revision. It is the 

thinkers’ task to fit the most comprehensive and interconnected set of beliefs 
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into a balanced view on the moral case at hand. When the thinker decides the 

adjusted moral beliefs form a coherent whole, the reasoning process ends.  

 

Rawls developed RE for the purpose of formulating a general theory of justice. 

However, the result of RE can also be a moral judgement about a case, or a so-

called modest theory. Modest theories differ from general moral theories in 

two respects: First, a modest theory is limited in scope, which means that it 

covers only a limited area of moral questions and moral experience. Second, 

modest theories do not consist of one or two abstract principles. Instead they 

provide strategic information, expressed in the form of particular 

observations, examples, and summary schemes.18 

 

The approach of moral theorising, characteristic for RE, liberates ethics 

researchers from the idea that moral judgments either come from theory or 

from practice, never from a combination of these. It implies that all 

considerations and beliefs that are part of the final RE were included for their 

own justificatory power and amended to fit the context.  

 

There are several possible interpretations of RE.19 Many authors besides 

Daniels have suggested changes to the type and number of considerations that 

can be included. By means of illustration, we give some examples. Nielsen 

suggested only letting judgements which are actually agreed upon within a 

community take the place of considered moral judgements.20 Beauchamp and 

Childress proposed to extract considered moral judgements from the common 

morality and thus include those judgements that all serious moral persons 

share.21 Heeger and Van Willigenburg added morally relevant facts as a 

separate element to be included in the reasoning towards RE.22 And Van der 

Burg added ideals.23  

 

RE is the reference theory from which we developed Normative Empirical 

Reflective Equilibrium (NE-RE). In general, the strength of a moral view, 

achieved through (NE-)RE depends on three aspects:  

(i) the comprehensiveness of the set of beliefs; 

(ii) the strength of argumentation in the reasoning process; 

(iii) the level of coherence among beliefs in the end.  
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In the following sections of this chapter, we describe how the use of empirical 

research adds to the comprehensiveness of NE-RE. Subsequently, we address 

the strength of the reasoning process and the role of coherence in the light of 

an important objection against RE, associated with the use of moral intuitions 

in ethics.  

 

 

5.3 Enriching the thinker’s perspective: moral intuitions 

 

An important aim of the practical ethicist is to justify claims to other moral 

agents. This requires sharing reasons in a manner that makes considerations 

relevant to those claims as 'vivid and motivationally compelling' as possible.24 

NE-RE is an attempt to offer a framework for moral reasoning in which the 

thinker’s perspective is enriched with the moral experiences of relevant 

others.  

 

In RE, the initial beliefs that are allowed in the reasoning process are called 

Considered Moral Judgements (hereafter CMJ). When Rawls talked about 

considered moral judgements, he meant the moral judgements that seem 

clearly to be correct under conditions conducive to making good judgements 

of the relevant kind.25  In his earlier work on RE, Rawls described concrete 

criteria and demands that need to be met by the person holding a CMJ and the 

circumstances under which he came to hold it. 26 But in later work Rawls does 

not elaborate on these requirements any further. The concept of CMJ has been 

criticised for the vagueness of the requirements that need to be met. It seems 

that not only should the thinker be unaffected by conditions that threaten his 

ability to exercise his sense of justice. The thinker must also have the will or 

the intention to reach the correct decision.27 For the practical use of RE, 

identifying a thinker or other persons CMJ would require that we rule out the 

judgements made under non-ideal circumstances. Moreover, the thinker's 

desire to reach a correct decision has to be verified. These requirements are 

formulated with the aim to warrant a minimal level of credibility of CMJ. We 

will argue for the view that the reliability of initial judgements need not be 

determined before they enter the reasoning process. This implies that we do 
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not use criteria to warrant the reliability of initial beliefs at the start of 

reasoning. Instead, we can look for a less problematic concept that describes 

the initial reactions of people when confronted with a moral case.   

 

The concept moral intuition is suggested as an alternative for CMJ.28  We prefer 

this concept over CMJ for several reasons. First, it is appropriate to 

characterize the beliefs that a person comes to hold without extensive 

deliberation. The appearance of an intuition is rather sudden and not well 

thought-out. Second, the concept of moral intuition offers an account of the 

type of belief we think is relevant to NE-RE. Moral intuitions are the 

preliminary interpretations of people that give the holder a sense of the 

direction in which a judgement about the case should go. These intuitions can 

be both pre-reflective and post-reflective. Pre-reflective interpretation occurs 

when a person is confronted with a moral situation he is unfamiliar with. In 

other cases the interpretation of a person is based on structuring of facts in 

previous cases and in this way influenced by experienced perception. This is 

called post-reflective interpretation.29  

There is evidence for the claim that most of our judgements are intuitive and 

automatic responses to challenges, elicited without awareness of underlying 

mental processes.30 It is thus highly likely that the moral judgements of people 

who work and live in a certain practice, are usually at an intuitive level. Thus, 

it is through these intuitions that moral theorising can gain access to detailed 

information on the moral experience of relevant agents. If we incorporate the 

intuitions of, for example doctors and nurses, we can work towards a NE-RE 

that grasps a moral experience that generally can not be found among people 

outside the health care practice. 

 

Moral intuitions are relevant to ethical judgement first because they are 

usually the starting point of deliberation. Second, when a person comes to 

hold a moral intuition, he will generally feel the urge to look closer at the case 

and seek alternative interpretations of the circumstances.31 Finally, moral 

intuitions connect ethical reflection through NE-RE to our everyday moral 

experiences. Moral reasoning that avoids moral intuitions implies that a  

person adopts moral principles without referring to the intuitions that guide 

her moral action in daily life.32  
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5.3.1 Moral intuitions and moral justification 

There are strong arguments to support the view that moral intuitions should 

play a role in moral reasoning. There seems to be only one reason to stay away 

from moral intuitions: it raises the question how it can be done without 

endangering the normative force of ethical reasoning. This is a matter of moral 

justification. Suppose a person has considered a set of beliefs at different 

levels of reflection, tested and adjusted these beliefs and came up with a 

coherent moral view. We may conclude that this thinker rightly claims that he 

was successful in achieving an RE. But is his moral view convincing? On what 

grounds can this thinker defend his moral judgements towards others who 

may have come to another conclusion? To defend moral claims, we have to 

elaborate on the moral justification of judgements and theories. Critics argue 

that moral justification through RE is impossible precisely because moral 

intuitions are allowed in the reasoning process.   

 

The No-credibility objection 

The no-credibility objection 33 rests on the combination of two features of RE: 

(i) the role of moral intuitions and (ii) the coherentist nature of the method. 

The no-credibility argument entails the following:  if justification of the result 

of an RE process is based on coherence of a set of beliefs, each of these beliefs 

has to be reliable enough to guide the process of reasoning. Moral intuitions, it 

is argued, are subjective and can be erroneous. Therefore, they lack the 

credibility that is necessary to add to the justification of judgements in a 

coherentist model of moral reasoning. In the next section, we address the 

matter of moral justification of intuitions. Subsequently, we go into the role of 

coherence in NE-RE. 

 

 

5.4 Moral justification and good reasoning 

 

Moral intuitions are personal interpretations by individuals and thus marked 

subjective. This makes them – and NE-RE as a whole – vulnerable to the no-

credibility-objection. To defeat the no-credibility objection, proponents of RE 

developed what we call the credible input-justified outcome strategy. To 

achieve a set of credible moral intuitions, some authors suggest stringent 
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selection of initial judgements at the start of reasoning, in order to prevent the 

‘bad’ ones from entering the reasoning process.34 35 36 For example, 

Beauchamp and Childress argue for the use of the common morality as a 

reliable source of moral intuitions that can be allowed into the reasoning 

process.37 We will use Beauchamp and Childress as an example when we 

argue against the credible input-justified outcome strategy. 

 

Unfortunately, the attractive idea of criteria that can tidy up our messy set of 

intuitions has serious drawbacks. The first drawback is that selection of moral 

intuitions – and the subsequent exclusion of those that seem not sufficiently 

trustworthy – leads to excluding intuitions from (possibly relevant) minority 

groups of agents. Beauchamp and Childress point to the common morality to 

obtain credible moral intuitions. The common morality is a set of norms 

shared by all persons committed to morality.38 The problem is that this set 

may provide only a small input in the reasoning process, because norms that 

are shared by all morally serious persons are either of a general nature (like 

principles) or very few in numbers.39 Moreover, limiting the set of moral 

intuitions in this way complicates the task of integrating the relevant moral 

experience of others. For example from agents who may have moral intuitions 

that are not shared by all persons committed to morality, because their 

intuitions stem from moral experience that is uncommon.  

  

The second drawback is that a thinker who is convinced of the credibility of 

each of his intuitions (before testing them in the light of relevant principles, 

ideals and so forth) will be wary of major alterations.40 This adds to the risk of 

conservatism which is contrary to sophisticated moral reasoning. For 

example, Beauchamp and Childress explicitly address the question whether a 

change in the common morality could occur. They state that the theory of 

common morality remains open tot the possibility that the common morality 

changes. At the same time, they endorse the view that the possibility of such a 

change seems to weaken the idea of a common morality.41  

 

Finally, the demand for credible moral intuitions might be contrary to the 

dynamic character of the method of RE. A significant role of moral intuitions is 

to fuel the thinking process of the thinker. To enrich his view, the thinker 
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should seek to broaden the set of moral intuitions throughout the whole 

process of reasoning. Selection at the start of reasoning can hamper this 

function of intuitions.  

These disadvantages of the credible input-justified outcome strategy are an 

invitation to explore another line of thought with the aim to defeat the no-

credibility objection.  

 

5.4.1 Good reasoning-justified outcome strategy 

Another approach to the no-credibility objection is to move away from the 

discussion about the characteristics of moral intuitions and focus on the 

argumentative process. This strategy is employed by DePaul.42 We start from 

his work and try to develop it further by arguing for the good reasoning-

justified outcome strategy for moral justification in RE. 

 

We follow DePaul in his claim that a justifiable outcome of moral deliberation 

in RE is not dependent on the general credence levels of the elements at the 

start of the reasoning process. The justificatory power depends largely on the 

quality of the reasoning process. A thinker involved in a moral inquiry needs a 

method of that puts him in the best possible position for attaining warranted 

beliefs. We call this the good reasoning-justified outcome strategy. It represents 

the idea that a good argumentative process is the key to a justifiable outcome.  

Following the good reasoning-justified outcome strategy for moral justification, 

the thinker starts with identifying the broadest set of relevant moral 

intuitions. In our view it is essential that the moral views of others than the 

thinker himself are taken up to enrich the initial set of moral intuitions. 

Empirical work designed to obtain these intuitions is usually necessary. In the 

subsequent process of moral reasoning the moral intuitions, principles and 

theories can gain or lose justificatory power. RE provides a model in which 

they together are examined, adjusted, accepted or expelled. The guiding 

principle of examination is the level of coherence among different beliefs. The 

thinker will try to achieve coherence by mutual adjustment of beliefs. In the 

end, only the beliefs with sufficient justificatory power (derived from their 

coherence with other elements) are part of RE. The moral intuitions in this RE 

can be considered to have sufficient credibility, because they were tested and 

confirmed in the reasoning process towards RE.  
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5.4.2 Criteria for good reasoning 

In the good reasoning-justified outcome strategy, much importance is 

bestowed upon the argumentative process. To achieve an equilibrium that has 

strong justificatory power, the reasoning and the joint attitude of the thinker 

should meet several criteria.  

 

Transparency 

Transparency is an ideal characteristic of RE reasoning. It should be pursued 

with the aim of making the reasons for a decision accessible to a wider public 

and open for scrutiny.  For example Daniels refers to transparency as a key 

element of a procedure for fair priority setting, the Accountability for 

Reasonableness framework.43 Clarity about facts and arguments adds to the 

justificatory power of RE because the normative force of the outcome of RE 

depends in part on the strength of the reasons that have featured in the 

process.44 With regard to moral intuitions, transparency increases the chance 

that unfounded or ill-argued retaining or rejecting of moral intuitions is 

exposed. This decreases the risk of conservatism and avoids deliberate 

systematisation of prejudices.  

 

Openness of mind 

The thinker should avoid getting ‘caught up’ in his own intuitions by taking on 

an attitude of openness. This requires first that he is aware of biases and 

motivated to correct for them, e.g. through employing debiasing strategies.45  

Second, the thinker should seek alternative ways to interpret the moral 

aspects of a case. This may lead to the introduction of new moral intuitions or 

to the abandonment of others. In its most extreme form this results in a 

radical shift in moral views. DePaul named this a moral conversion: 

abandonment of a large part of – or even all – initial beliefs.46 According to 

DePaul, the thinker should develop his abilities and faculties for making 

judgements by expanding his range of experiences. This is a valuable 

approach, but necessarily limited because gaining in-depth experience in a 

moral practice is a time-consuming endeavour. The thinker should therefore 

in our view obtain information about the moral experiences of relevant others, 

for example through empirical inquiry into their moral intuitions. 
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Reasonableness 

The notion of reasonableness is prominent in the process of adjusting beliefs. 

For the purpose of an RE in which the moral intuitions of relevant agents are 

taken up, a reasonable thinker is sensitive to the perspective of all parties 

involved. Moreover, reasonableness requires that the person considering the 

reasonableness of a claim is aiming at agreement or at finding a course of 

action that everyone will be satisfied with.47 

 

The good reasoning-justified outcome strategy allows NE-RE to introduce 

moral intuitions into the reasoning process without being defeated by the no-

credibility objection. RE’s dependence on credibility of the elements at the 

start of reasoning is replaced by a process in which beliefs can gain or lose 

credibility. Thus, in NE-RE, we do not seek moral justification in separate 

elements. Instead we accept low credence levels of beliefs at the beginning of 

the quest for a justified judgement or (modest) theory. In working towards 

NE-RE, we depend on good reasoning and coherence for moral justification of 

the result. 

 

 

5.5 Moral justification and coherence 

 

When the thinker decides that coherence is achieved, the reasoning process 

comes to an end. In RE in general, coherence is a key element. In NE-RE, the 

notion is even more important because the ideal, that the belief-system the 

thinker started with consists of elements with sufficient credence levels, is 

abandoned. However, the nature of coherence and the way people should 

evaluate their beliefs with respect to coherence is poorly described.48 49 50  

 

Intuitively, coherence is a matter of how well a body of beliefs hangs together: 

“[H]ow well its components produce an organized, tightly structured system 

of beliefs, rather than a helter-skelter collection or a set of conflicting 

subsystems.”51  
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SET A        SET B  

This chair is brown      All ravens are black 

Electrons are negatively charged    This bird is a raven   

Today is Thursday.      This bird is black 

Rawls speaks of RE when the thinker formulates: 

“[A] description of the initial situation that both expresses reasonable 

conditions and yields principles which match our considered moral 

judgements duly pruned and adjusted.”52  

Our aim is to use NE-RE for moral justification of our judgements and theories. 

Therefore, a tangible concept of coherence is crucial. 

 

5.5.1 Consistency, comprehensiveness and interconnectedness 

Consistency is usually put forward as the first requirement for coherence. It is 

obvious that inconsistency is incompatible with coherence. However, on any 

reasonable coherentist account, coherence is more than mere logical 

consistency. Bonjour illustrates the need for additional requirements with two 

sets of propositions, A and B.  

 

 

 

 

 

 

 

 

Clearly both sets of propositions are free of contradiction. But in the case of A, 

this consistency results from the fact that its components are almost entirely 

irrelevant to each other; though not in conflict, they also fail to be positively 

related in any significant way.53   

 

What is needed for meaningful coherence is substantial mutual support 

between the elements of a set of beliefs.54 Sayre-McCord argues that two 

properties of a set of beliefs add to the coherence of a set of beliefs that is 

consistent and thus minimally coherent: connectedness and 

comprehensiveness.55 However, he gives no indication of the relations between 

beliefs that add to connectedness and comprehensiveness. Nonetheless, we 

believe that these two properties are interesting starting points of a more 

substantial account of coherence in NE-RE. Comprehensiveness represents a 

guiding ideal of RE reasoning to consider as many relevant beliefs as 

reasonably possible. The notion of connectedness is an invitation to focus on 
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the relations between beliefs.  Each individual belief can be connected to 

others in ways that add to coherence. However, connections that diminish the 

coherence of the set are also possible.  

 

5.5.2 Measuring: four types of coherence 

Investigation of the connections between elements is a way to measure 

coherence in a specific set of beliefs. Following Bonjour, we call the 

connections between beliefs that are relevant to coherence, inference 

relations.56 Thagard described four types of coherence:57  

 

(i) Explanatory coherence is the coherence between observation and 

understanding. The importance of this type of coherence lies in the fact that 

some normative principles are tied to empirical claims. Guarini gives the 

example of capital punishment. The argument for a general principle that 

capital punishment is acceptable may depend on the deterrent effect that it 

has. But whether capital punishment has a deterrent effect is a largely 

empirical question.58 

 

(ii) Deductive coherence is the coherence between principles and judgements. 

There is a positive connection if a principle and a particular judgement are 

likely to be either both accepted or both rejected. Positive connections 

between principles and judgements are constituent parts of coherence. 

  

(iii) Deliberative coherence is the coherence between actions and goals. The 

positive deliberative connection is when an action facilitates a goal. 

Incompatibility of an action with a goal is a negative constraint between 

elements.59  

 

(iv) Analogical coherence implies supporting a conclusion in one case by 

comparing it to a similar case whose moral status is more obvious. Analogical 

arguments are rarely convincing on their own, but they can contribute to the 

overall coherence of a view. 
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These types of coherence can guide a thinker in NE-RE when he comes to a 

point where he has to decide whether his set of beliefs can qualify as a 

reflective equilibrium. Connectedness refers to the relations among beliefs 

that can either be strong or loose, as in Bonjour’s example of propositions.  

 

The claim that coherence requires more than internal consistency 

demonstrates the need for a multidimensional approach. Thagard’s types of 

coherence enables a thinker to investigate the number and strength of the 

connections – or inference relations – between the beliefs he considers 

relevant. However, this method of measuring the support for a belief does not 

inform the thinker about the level of coherence that is necessary for reflective 

equilibrium. There is no clear cut-off point for a RE. Nonetheless, a thinker can 

evaluate the inference relations between his beliefs. Some will have many 

positive connections, and others will only have a few. For a reflective 

equilibrium, the beliefs that are situated at the heart of the system should be 

positively connected to each other. This idea may have a foundationalist ring, 

because it suggests that some beliefs are more important than others. In 

section 5.6.1, we explain how different levels of justificatory power are 

possible in a coherentist model. 

  

Moreover, the requirement of comprehensiveness means that even though a 

small set of beliefs may be free of inconsistencies, the thinker has to make an 

effort to keep all beliefs he deems relevant aboard the reflective equilibrium 

as long as possible. Thus, the thinker should not readily accept a small but 

consistent set of beliefs. Instead, he has to have good reasons to dismiss 

beliefs. In a transparent reasoning process, the thinker can justify his choices 

and be criticized for it by others.  

 

 

5.6 Coherentism and the power of moral intuitions 

 

Coherence is key to reflective equilibrium and RE is –unsurprisingly – 

generally characterized as a coherentist model. In paragraph 5.3.1 we pointed 

out that the no-credibility objection against (NE-)RE depends on the 

combination of the use of moral intuitions and the coherentist nature of the 
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model. In this section we elaborate on coherentism with the aim to clarify our 

view on moral justification in NE-RE. 

 

5.6.1 Coherentism 

Coherentism is contrary to the foundationalist approach, in which theorists 

search for a specific, fundamental norm or principle to justify moral claims. 

Coherentists give up the search for fundamental principles and instead claim 

that a particular belief is justified for an agent if and only if it coheres well 

with the other things the agent believes.60 With regard to the coherentist 

nature of (NE-)RE two points have to be clarified. First, NE-RE is a coherentist 

model of moral justification and not a coherence theory of moral truth. 

Reasoning through RE is no guarantee for producing moral truth. Rather, NE-

RE is a model for moral inquiry that leads a thinker to a justifiable moral 

judgement or (modest) theory. The justification of the views attained through 

RE is thus not based on the claim that they are true. The objective of 

justification is reflective testing of all relevant considerations in order to 

produce a coherent moral view that boosts our confidence that we are not 

mistaken.  

 

Second, the result of a moral inquiry through NE-RE should not be seen as a 

fully stable equilibrium. It is a justified moral view for the time being. RE is a 

dynamic process that goes on as one’s set of convictions changes. These 

changes can be provoked by new experiences and ongoing reflection. A 

thinker should continuously strive to increase the coherence of his beliefs in 

order to gain stability and justificatory power as things progress.61   

 

Two versions of coherentism 

For a proper characterization of NE-RE, it may be helpful to distinguish 

between different versions of coherentism. A general distinction can be made 

between pure or uncompromising coherentism and coherentism with different 

levels of justificatory power.  

 

Pure, uncompromising coherentism requires that the individual elements of a 

set of propositions are (i) independent of foundations, and (ii) derive their 

justificatory power only from the relationship with other elements of the set. 



 78 

Coherentism in this sense, holds that a belief can only be justified by 

coherence considerations and that it is coherence alone which justifies.62 It 

implies that no belief has a distinguished epistemic status and that no belief 

has a distinguished place within a coherent set.63  

 

Coherentism with different levels of justificatory power acknowledges the 

possibility of degree of justification. The degree of justification of a single 

belief in can vary due to other factors than the inference relations between 

that belief and the other beliefs in the set. For example, some beliefs have a 

distinguished initial status, and this can confer a certain weight on a belief. 

The justificatory power of a set of convictions depends on the weighted mutual 

support. In addition, some beliefs are distinguished because they are more 

deeply embedded in a coherent set than others.64  

 

Ebertz specifically points to considered moral judgements as having a distinct 

status that is incompatible with pure coherentism. He refers to the accepted 

view that we draw upon a moral sense when we form our initial judgements 

(we call them moral intuitions) about the rightness or wrongness of actions. 

The justificatory power of these moral intuitions is not derived from their 

relationship with other beliefs. Moral intuitions are rather sudden 

appearances of a judgement about the case at hand. And even though our first 

moral judgements can be replaced by others, their very nature implies that 

they not only play a justificatory role in RE by virtue of cohering with other 

beliefs.65  

 

Ebertz goes on arguing that considered moral judgements play a foundational 

role in RE. His argument is that there is an element at the heart of the idea of 

justification through reflective equilibrium that is contrary to uncompromised 

coherentism:  

“There is a kind of test by which principles can always be tested–the test of 

whether they fit the CMJ we are committed to at that point in the reflective 

process.” 66  

He concludes that RE is a model not of coherentism but of modest 

foundationalism combined with the claim that coherence between beliefs is an 

additional necessary condition for justification.  
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Our view on the matter is that each element in RE, whether a principle, moral 

intuition or a general theory, is tested against the others. In this process, moral 

intuitions have no special status and they can be adjusted or eliminated 

altogether. Thus, once in the process, moral intuitions play no foundational 

role. We therefore would still characterize RE as a form of coherentism. 

However, we endorse the view that RE is not a pure, uncompromised  

coherentist model. We agree with Ebertz that moral intuitions enter into the 

reasoning process for other reasons than their coherence with other elements 

alone. They may simply have come to the thinker’s mind or may be derived 

from empirical research. This is incompatible with pure coherentism. 

Moreover, the justificatory power of the elements in RE is ultimately 

dependent on their strength in the deliberative process in which they are 

studied and modified in the light of other beliefs. However, this does not rule 

out that a moral intuition can possess certain characteristics that add to the 

power of the intuition. In our view, RE is best characterized as coherentist with 

different levels of justificatory power.  

 

In the argumentative process towards RE, the level of justificatory power of 

beliefs can be assessed. This assessment is added to the mutual testing and 

adjustment of moral intuitions, principles, morally relevant facts and 

background theories. In the assessment, at least three weighing factors can 

play a role. In the next section, we clarify the use of these factors when 

weighing moral intuitions. Moral intuitions may be more than other elements 

in need of support to give them sufficient warrant. However, elements such as 

principles and general moral values can be assessed accordingly. 

  

5.6.2 Assessing the justificatory power of moral intuitions 

In the argumentative process towards RE, the thinker can examine the set of 

moral intuitions by using some weighing factors, with the aim of assessing 

their justificatory power. We mention three such weighing factors: durability, 

transcendence and experienced perception. To preserve essential aspects of 

RE, such as the non-foundationalist character and the attitude of openness, 

none of the factors we mention here are decisive. Instead, they help the 

thinker examine the weight of intuitions in moral deliberation. 
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Durability 

Moral intuitions can be weighted by their durability. We are likely to have 

more confidence in judgements that are confirmed in a history of cases. 

Durability can therefore be used as a weighing-factor. This implies that for 

example the judgements that match the common morality will have extra 

justificatory power. However, in our view the common morality should not be 

the only source of moral intuitions. Moral reasoning should be open to a 

broader set of initial beliefs than the common morality can supply.  

 

Transcendence   

The extent to which moral intuitions are appreciated and affirmed by a 

community is relevant for the justificatory power of a moral intuition. The 

degree of justifiability is then rated by their capability for transcendence.67 

Moral deliberation requires that individuals transcend their personal 

concerns and interests in such a way that others can share their perspective. 

This does not imply that individuals should disconnect from the values, 

projects and commitments they cherish personally. However, in the process of 

deliberation, moral intuitions that can be shared by people from different 

perspectives have more justificatory power. 

 

Again, we stress the fact that we accept this merely as a weighing factor. Some 

authors, for example Nielsen, proposed to trade considered moral judgements 

in RE for the moral beliefs that are part of the consensus in a society.68 This 

interpretation of transcendence is at risk of being reduced to the majority is 

morally right (Nielsen) or, in the case of Beauchamp and Childress to the view 

that criticisms on local customs and attitudes are warranted only if they 

maintain fidelity to the common morality.  Both interpretations are contrary to 

the idea that, in working towards RE, a thinker should strive to consider the 

broadest set of moral and non-moral beliefs. 

 

Experienced perception 

Experienced perception is a characteristic of persons that can only be 

acquired by a long process of gaining life experience and in-depth insight in 

the choices that people face in life.69 Because experienced people may be 
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better equipped for moral judgement in a case, their moral intuitions deserve 

to be taken up in the initial set of moral beliefs. In RE, moral intuitions should 

be evaluated with respect to the characteristics of their beholder. Agents who 

acquired a moral sensibility regarding a specific moral case should be 

identified. However, valuing experience perception is not the same as 

assuming that this always produces correct judgements. Just as any other 

moral intuition, the ones that come from experienced persons are considered 

as preliminary fixed points.   

 

These criteria can guide inspection of initial beliefs. There is no hierarchy and 

these features of a moral intuition can not simply add up to a final judgement 

about its justificatory power. The criteria can be mutually supportive. The 

features need to be addressed for each moral intuition in the specific context.  

 

 

5.7 Conclusion 

 

This chapter is about the importance and the problems of moral wisdom in 

ethical reasoning. The importance of moral wisdom is grounded in the idea 

that ethics requires rich, complex and context-sensitive reasoning. No 

convincing view can be derived from a superficial interpretation of the facts of 

a moral case. We follow Staudinger and Baltes and define moral wisdom as 

expert-level knowledge and judgement in the fundamental pragmatics of life. 

This wisdom is in part formed by the moral practice in which it was acquired.  

 

In our view, context-sensitive moral reasoning requires that we incorporate 

moral wisdom that is present in a practice into ethical reasoning. Reflective 

equilibrium is a model that allows beliefs at different levels of reflection to 

enter the reasoning process. We adopt this model for our purpose of finding a 

methodological sound way to account for moral wisdom in ethics. However, to 

serve this purpose, we believe the model needs to be adjusted. Therefore, we 

introduce our version of RE, and call it NE-RE: Normative Empirical Reflective 

Equilibrium. NE-RE differs from RE in two respects: (i) moral intuitions of 

other agents than the thinker are included and (ii) empirical research is used 

to obtain information about these intuitions. In principle, NE-RE is susceptible 
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to the so-called no-credibility objection, which is a well known problem for RE. 

We argue against the no-credibility objection by following DePaul, who points 

at the importance of the reasoning process in RE. We attempt to contribute to 

his defence of RE, by formulating criteria for good reasoning. In this way, we 

move away from the thought that only elements with high epistemic status 

should be allowed in the reasoning process of NE-RE. Instead, we argue that in 

the good reasoning – justified outcome strategy, beliefs can gain or lose 

justificatory power. The justification of moral views in NE-RE is dependent on 

the coherence of the resulting view. Thus, the model can be rightly 

characterized as coherentist. Regardless of the importance of coherence, there 

is no clear description of the concept in the literature on RE. We rely on the 

work of Bonjour, Sayre-McCord and Thagard to clarify the notion of 

coherence.  

 

In the final part of this chapter, we addressed the coherentist nature of NE-RE. 

There are at least two versions of coherentism, one being a pure form and the 

other the so-called coherentism with different levels of justificatory power. In 

NE-RE, the justification of elements is not exclusively derived from their 

coherence with other elements. Especially the justification of moral intuitions 

is drawn in part from the value that we attribute to the moral wisdom of 

experienced agents. We mention three characteristics that can bestow extra 

weight on a moral intuition in NE-RE: durability, transcendence and 

experienced perception.  

 

Our aim was to modify the model of RE in such a way that the moral 

experience of other agents than the thinker can play a role. With the 

introduction of NE-RE and by addressing the main objection against the use of 

moral experience, we hope to have contributed to the possibilities of valuing 

moral wisdom in ethical reasoning.  
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6.1 Abstract 

 

Parents of children with profound developmental disabilities face a new 

dilemma when adolescence and adulthood lures. Do it the old way, and accept 

the challenge of increasingly demanding care and possible placement of their 

loved one in an institution? Or opt for a novel approach, the so-called Ashley 

Treatment?  The Ashley treatment is named after a severely disabled girl. In 

2006, her parents and physicians reported that –at the onset of Ashley’s 

puberty – they started high-dose estrogen therapy with the aim of growth 

attenuation. In addition, the Ashley Treatment consisted of hysterectomy, 

appendectomy and the removal of early breast buds. Ashley is now 9 years old 

and according to her parents, a pillow angel. 

In this article we discuss the ethics of the Ashley Treatment. Our analysis of 

the case is performed according to the method of Reflective Equilibrium.  We 

conducted a qualitative study on the internet to identify moral intuitions 

regarding growth attenuation in severely disabled children. In our subsequent 

reasoning towards a reflective equilibrium, we considered these intuitions, 

together with moral principles and general theories about the goal of 

medicine. Our conclusion is that growth attenuation in severely disabled 

children can be ethically justified. However, the surgical parts of the Ashley 

Treatment are grounded on arguments that are too weak to justify medical 

treatment.   

 

 

6.2 Introduction 

 

In October 2006, a notable case of growth-attenuation therapy was reported.1 

The patient, a girl named Ashley, has profound developmental disabilities. At 

the age of six, she was medically treated to permanently arrest her growth. 

The case evoked understanding and support on the one hand and, disapproval 

and moral outrage on the other. Thorough ethical reflection is needed to 

decide whether this treatment is morally acceptable and if it should be an 

option available to others. In this article, we try to arrive at such a decision.  
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6.3 Method of ethical assessment: reflective equilibrium 

 

We will analyse the case according to a method known as Reflective 

Equilibrium.2 We developed a version of this model so that the moral wisdom 

of (groups of) persons can be taken up. We named our model NE-RE: 

Normative Empirical Reflective Equilibrium. 3  The core idea of (NE-)RE is that 

– to develop and justify our moral theories and judgements – we need to 

consider the broadest set of relevant moral and non-moral beliefs and 

theories.4 The reasoning process in this model is directed towards coherence 

among the relevant considerations. The beliefs that are to be brought into 

equilibrium can be categorized according to their level of reflection:5 6   

(i) Considered moral judgements or Moral intuitions; 

(ii) Principles;  

(iii) Background theories or Ideals, and  

(iv) Morally relevant facts. 

  

The best combination of elements is dependent on the purpose for which RE is 

employed. Our goal is to answer the question of the ethical acceptability of the 

so-called Ashley Treatment. To get a clear picture of the situation under 

consideration, we first explore the facts of the case.  

  

 

6.4 What happened with Ashley: morally relevant facts 

 

In the Archives of Paediatric and Adolescent Medicine, Gunther and Diekema 

present their treatment of Ashley. Ashley’s parents launched their own 

website.7  The case report and the story of the parents are accompanied by 

arguments, intentions and discussion. From our description, normative claims 

and arguments are excluded. What is left, are the facts that seem morally 

salient:  

 

After her first month of life, Ashley began to display symptoms of developmental 

delay. Extensive evaluation led to the diagnosis static encephalopathy with 

marked global developmental deficits. At the age of six, Ashley could not sit up, 

ambulate or use language. She is fed through a gastrotomy-tube.  
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Ashley responds to others by vocalising and smiling. Improvement in her 

cognitive or neurological abilities is unexpected. Ashley was referred to the 

paediatric endocrine service with signs of pubertal development. Consultation 

between parents and physician resulted in a plan to attenuate growth. The 

physicians report high-dose oestrogen therapy and hysterectomy. According to 

the parents, removal of Ashley’s early breast buds and her appendix were also 

part of the treatment. The plan was referred to the institutional ethics 

committee of the Seattle hospital where it would be carried out. The committee 

decided that the growth attenuation and the hysterectomy were both ethically 

appropriate in this case. It is unclear whether the committee also approved of 

the mastectomy and the appendectomy. After the committee’s decision, the 

doctors proceeded with the Ashley Treatment. 

 

 

6.5 Moral intuitions 

 

Coming to hold a moral intuition entails:  

“[T]he sudden appearance in consciousness of a moral judgement, including 

an affective valence (good-bad, like-dislike), without any awareness of having 

gone through steps of searching, weighing evidence, or inferring a moral 

conclusion.”8 

Traditionally, the considered moral judgements or moral intuitions 

incorporated in RE are the ones that come to the philosopher’s mind. This has 

made RE vulnerable to the criticism that it is both subjective and at risk of 

selling a systematisation of a person’s biased judgements for a moral theory. 

DePaul answered to this criticism by pointing out the thinkers’ duty to seek 

experiences that may bring him to adopt new intuitions– for example reading 

the work of philosophers and going to the theatre.9  In our NE-RE, an 

alternative way to broaden the set of relevant intuitions is to empirically 

investigate the moral intuitions of persons other than the thinker.10  

Qualitative research can be valuable in obtaining unexpected insights and 

descriptions of the experience and interpretation from different perspectives 

or angles. For our purpose, we performed a qualitative study to access the 

moral intuitions of other people. 
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6.5.1 Methods 

We decided to search for intuitions on internet Message Boards that were 

opened for discussion on the Ashley Treatment. We chose sources of 

information and then proceeded to extract and categorise data. Our analysis 

was shaped by three common analytical commitments. The first is known as 

editing (data-based) analysis. The researcher identifies units in the text, 

forming the basis for data-developed categories (labels), which are used to 

organise the text so that its meaning can be clearly seen.11 Second is data-

triangulation, the gathering of data from more than one source of evidence. 

And third is the concept of saturation. Saturation occurs when new categories 

are no longer found in the process of coding. It is a sign that additional data 

collection has become unproductive.   

 

On 18 January 2007, we entered the query discussion on growth attenuation 

Ashley into Google. It returned 40.600 hits. The results contained a variety of 

websites, blogspots and discussion forums. Many hits directed us to articles in 

digital newspapers. Others were not related to The Ashley Treatment. We 

browsed through the pages and chose three message boards as source of data. 

Firstly, we picked the one with the largest number of postings: MSNBC 

Message Board Kids and Parenting: All in the family.12 It contained 2334 

messages about the Ashley treatment. Secondly, we chose a discussion forum 

of the BBC, called Have your Say.13  The 497 messages on this board were from 

people who reported to come from various parts of the world. We counted 

over 30 countries, among which were Afghanistan, Australia, Brazil, Colombia,  

Egypt, Iran, Japan, Netherlands, Norway, Nigeria, Pakistan, Russia, Spain, Sri 

Lanka, United Kingdom and the USA. Finally, we researched the message 

board of Ouch!, a website that aims to reflect the lives of disabled people.14 We 

found a number of 172 postings.  

 

6.5.2 Results 

We extracted 438 pieces of text from a total of 3004 postings. Three criteria 

guided the selection: (i) the text comprised an interpretation of the case, (ii) 

the writer expressed a judgement in terms of right, wrong, acceptable, 

praiseworthy etc. and (iii) The text was not a lengthy and well-thought out 

discussion of the case. Duplicates were left out. By applying these criteria we 
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expected to extract moral intuitions from the contributions. Subsequently, we 

assigned one or more labels to each piece of text. After labelling 339 text 

pieces, we decided the point of saturation was reached because we had not 

added new labels for a while and it seemed unlikely new labels would be 

added. By that time we had 39 labels. A single text piece could receive one or 

more of them. After reading and rereading the labelled text pieces, we merged 

some labels and divided them into moral intuitions that were positive towards 

the Ashley treatment and moral intuitions that comprised a negative value. 

The results are shown in Table 1 and Table 2. 

 

Table 1 Moral intuitions positive about  The Ashley Treatment 

 

The Ashley Treatment is ethically defensible because 

 

P1 The parents acted with the intention to help, not to harm. 

P2 The burden on Ashley’s parents should be lifted as much as possible. This justifies 

the treatment. 

P3 This is an ethical way of balancing the needs of the different parties in the family 

P4 The treatment is right. It adds to Ashley’s quality of life because she will be better 

cared for.   

P5  This is in Ashley’s best interest because people will respond to her better when she 

is a child. 

P6 The parents have the right to choose medical treatment for their daughter. 

P7 If society does not assist the parents in caring for Ashley, they should be free to 

take the measures necessary to care for her. 

P8 The parents show to be responsible parents by taking care of her. This should be 

rewarded. 

P9 Parents and doctors are in the best position to decide what is good for Ashley. 

P10 Nothing meaningful is taken away from Ashley by this treatment. 

P11 The treatment is right because it avoids harm (menstruation, bed sores, sexual  

abuse, etc) 

P12  This is acceptable because the alternative for treatment – Ashley being cared for 

outside the home – is worse. 

P13 Corrective surgery is elected by many people and thus not unethical in this case 

P14 The doctors and parents proceeded carefully and are backed by an ethics 

committee. This is enough for justification 

P15 Medical treatment is used for the good of people – that’s what happened here 

 

 



 93 

Table 2 Moral intuitions negative about  The Ashley Treatment 

 

 

The Ashley Treatment is NOT ethically defensible because 

 

C1 This is wrong because the motivation of the parents is selfish convenience.  

C2 There were no convincing medical grounds for the surgeries, this makes them 

therefore unethical. 

C3 The treatment is disrespectful and a violation of Ashley’s rights as a person.  

C4 The treatment denies Ashley valuable experiences that come with adulthood. 

C5 This sets a precedent to perform medically unnecessary treatment to other non- 

consenting persons. 

C6 This is wrong because it is unnatural. 

C7 We cannot rule out that Ashley might develop different than expected. Irreversible 

treatment is thus wrong. The family and doctors have now chosen her 

development. 

C8 Some decisions are not at our freedom to make. No matter the reasons we have. 

C9 The parents should either take on the responsibility to care for Ashley or let others 

do it. 

C10 The treatment is based on the paternalistic and false assumption that disabled  

people will benefit from imitation of ‘normality’. 

C11 This is an example of going way too far to keep disabled people alive. She should be 

left to die. 

C12 The treatment is unethical because there are less invasive options. 

C13 Ashley should not be altered to meet the needs of society or her carers. Society and 

the carers need to change to meet the needs of people. 

C14 No one would choose this treatment for herself, and that is reason enough not to 

put Ashley through it. 

C15 This is mutilation! 

C16 Society should defend the vulnerable. 

C17 This is a waste of resources. 

C18 They are experimenting on this girl just to stir the debate. 

 

 

 

6.5.3 Discussion 

We have made an inventory of spontaneous reactions to the reported 

treatment through our qualitative study. This approach has its limitations. The 

three sources were chosen because they contained many and varied postings, 

but they were not selected after thorough comparison with all other possible 

sources on the internet. However, our aim is not to give a quantitative account 
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of moral intuitions. Rather, we investigated moral responses to the case with 

the aim to enrich our set of beliefs. Throughout the further process of 

reasoning we will be open to additional input. More importantly, the moral 

intuitions in Table 1 and Table 2 may be retained or rejected. Also, they can be 

adjusted in the search for coherence among beliefs.  

 

 

6.6 Moral principles 

 

A next step in RE is to confront the moral intuitions with ethical principles. 

Part of this confrontation is the search for alternative (formulations of) moral 

principles that best explicate the moral intuitions. Some well-known bioethical 

principles can explain for a substantial part of the intuitions.   

  

6.6.1 Autonomy 

Many commentators on the internet hold intuitions that refer to the question: 

who has the right to decide about Ashley? We came across moral intuitions 

that boil down to the statement that it is inappropriate to comment on the 

decision of Ashley’s parents. These intuitions emphasize the right of the 

surrogates with respect to decision making (for example, Table 1:P6,P7). 

Others wrote that the parents are responsible for the care and they have 

shown to live up to what society expects from loving parents (Table 1:P8).  

The principle of respect for patient autonomy demands that we refrain from 

interfering with an autonomous person’s right to live his life according to 

personal values and beliefs. Ashley is not competent to give valid consent 

regarding the treatment planned for her. Her parents are responsible for 

surrogate decision making.  It is beyond question that the parents are the legal 

representatives of their daughter. The fact that they are Ashley’s loving 

caregivers adds significance to their preferences.  

 

However, the parent’s rights are limited by their duty to protect Ashley’s 

interests (Table 2:C8). Some commentators point at the responsibility of 

society as a whole to defend the vulnerable if their representatives fail to do so 

(Table 2:C16). This raises the question according to which standard(s) the 

parents should decide. 



 95 

Some incompetent patients were autonomous subjects once and may have 

clearly stated their wishes regarding medical treatment. Then, substituted 

judgement is usually recommended as a guiding principle. In Ashley’s case, 

this would mean that her parents choose the course of action Ashley herself 

would have chosen if she was competent. One of the moral intuitions in Table 

2 fully corresponds to this standard (C14). However, substituted decision 

making is hampered by the absence of a connection to prior preferences of 

Ashley.15 The decision makers do not have a single lead regarding the choices 

Ashley, or more in general people in her position, would make. In the absence 

of reliable traces of a person’s wishes, surrogate decision makers should 

decide in accordance with the best interest standard: the parents and 

physicians should determine which of available options is most beneficial to 

Ashley (Table1:P9). This calls for an evaluation of the burdens and benefits of 

the treatment.    

 

6.6.2 Beneficence 

We came across the moral intuition that the intention of the parents and 

doctors is decisive for a positive valuation of the Ashley Treatment (Table 

1:P1). This intuition is relevant, but not decisive. It is the key question in this 

case whether the parents made a wrong decision in spite of their good 

intentions and their moral rights as surrogate decision makers.   

 

Many commentators in favour of the Ashley treatment qualify it as a good 

thing for Ashley, because it promotes her well-being (Table 1:P4,P5). In terms 

of a moral principle, this intuition is best explained by the principle of 

beneficence. This principle refers to a moral obligation to help others further 

their important and legitimate interests.16  The main reason to consider the 

Ashley Treatment an act of beneficence is that growing into adulthood is said 

to be one of the major obstacles to family care. This claim is added to the belief 

that all children, regardless of the presence of a disability, belong in families.17 

Considering the amount of care Ashley needs, it seems plausible that she will 

benefit if the burdens of care are lifted as much as possible (this is expressed 

in intuition P2 in Table 1). Moreover, the parents may be able to care for 

Ashley at home for a longer period of time when she remains of manageable 

size – as her doctors put it. Bathing, helping her in and out of bed and changing 
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her position to prevent problems related to being nonambulatory is less 

straining to the caregivers. In this way, the treatment may prevent harms like 

bedsores and spasms (Table1:P11). This benefit could remain even if Ashley 

would be cared for in a different setting.  

 

We could make a utilitarian case for the treatment, based on the argument 

that, on balance, the benefits for Ashley outnumber the burdens. However, our 

own moral intuitions and the results of our qualitative study lead us to believe 

that a solid basis for the treatment requires that we consider other than 

utilitarian considerations as well.   

  

6.6.3 Nonmaleficence 

The principle of nonmaleficence mirrors beneficence and can account for 

those intuitions that characterize the treatment as morally wrong because it is 

harmful.   Along with the good of medical treatments come burdens and risk of 

adverse effects. These inflicted harms may be outweighed by the benefit, in 

which case the obligation of beneficence takes priority over the obligation of 

nonmaleficence. However, a beneficent outcome does not automatically 

render a harmful act defensible. We need to address two questions, namely (i) 

Are the risks and burdens involved in the treatment proportionate in the light 

of expected benefits? and (ii) Is the least harmful option chosen to achieve the 

benefits? 

 

When we conducted our inventory of moral intuitions, it struck us that people 

valued the hormone therapy different than the surgical intervention (Table 

2:C2,C5). This made us wonder: is there a moral difference in this case 

between the hormone therapy on the one hand and the surgeries on the other 

hand? There seems to be.  High-dose estrogen is expected to bring about 

permanent growth restriction after a relatively short period of treatment.  The 

risks are not fully clear, but high dose oestrogen is also used in tall adolescent 

girls who wish to minimize any further gain in height for social or cosmetic 

reasons.  The main advantage of the Ashley Treatment is the fact that she will 

have a body size that allows her caregivers to lift her up and move her around.  

The surgery comes in to serve additional purposes.  Gunther and Diekema 

justify the hysterectomy by arguing for the need to: “[R]educe the long-term 
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complications of puberty in general and treatment adverse effects in 

particular.”18  

Regarding breast-development, the parents stated that Ashley might suffer 

from discomfort and that large breasts could sexualize her and make her more 

vulnerable to abuse by (future) caregivers from outside the home. The 

arguments for hormone therapy seem to be even weightier than those already 

accepted as sufficient reason for this intervention. However, menstruation and 

the risk of sexual abuse are not accepted as reasons for surgical treatment.  

 

The second question refers to the obligation to choose the least harmful way 

to achieve a beneficial result. Some supportive postings on the internet 

pointed at the fact that the alternative for treatment was Ashley being cared 

for outside the home, and that this would be worse than the medical option 

(Table1:P12). In this view, growth attenuation is a lesser harm than 

institution-based care. However, enabling the parents to care for Ashley at 

home might also be realized by providing them with the material and personal 

support needed to accomplish this task (Table 2:C12).  This intuition refers to 

the belief that care should be adjusted to meet the needs of Ashley, not the 

other way around (Table 2:C13). Altering a patient’s body to fit the 

environmental conditions can be regarded as a violation of physical and 

mental integrity. This infringement on integrity is a problematic decision that 

cannot be justified by an appeal to a beneficent outcome alone. We need to 

argue further and ask whether the same benefits can be achieved without this 

fundamentally undesirable action.  

 

If Ashley has some awareness regarding how and by whom she is moved 

around – which is a factual question we can not answer from our distant 

perspective – it is arguable that being picked up by a caregiver is more 

comfortable than being lifted and moved by a hoist. Ashley is at risk for 

pressure ulcer development and a 2-hour repositioning schedule is considered 

to be the minimum interval for prevention.19  Considering the frequency of 

necessary changes in Ashley’s position and the care for her personal hygiene, 

it is realistic to assume that these caring activities will be performed easier, 

better or more often when Ashley’s body remains small. These benefits cannot 

be achieved by improving the environmental conditions.  And considering 
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Ashley’s mental capacities, it is unlikely that she will have negative 

experiences related to her abnormal physical development. Because of these 

circumstances, the growth attenuation can be defended as the better option. 

 

Regarding the surgeries, the moral intuition that ‘nothing meaningful is taken 

away from Ashley’ is present on the internet (Table 1:P10), and also put 

forward by Ashley’s physicians. On an intuitive level, we may believe that 

Ashley is not missing out on something if she remains small and child-like. On 

the other hand, we hold the moral intuition that there is something morally 

meaningful to the fact that the manipulation of Ashley’s physical appearance 

seems to have gone beyond what is necessary to achieve the important 

benefits. For further exploration of this moral intuition, we turn to the 

principle of respect for human dignity. 

 

6.6.4 Respect for human dignity 

Human dignity is used in many contexts and with a variety of meanings, due to 

which some critics argue it should be dismissed as a meaningless slogan.20 

However, it has a central place in the philosophy of medicine and entered 

international conventions in the bioethical area, such as Unesco’s Universal 

Declaration on Bioethics and Human Rights.21 Our inventory of moral intuitions 

on the internet shows that the notion is also employed in public moral debate. 

To grasp the meaning of dignity in the light of our moral intuitions regarding 

the treatment of Ashley, we explore two notions of dignity – unconditional 

dignity and dignity as moral stature.22 23 

 

Unconditional dignity 

Firstly, unconditional dignity is embedded in the nature of all human beings, 

regardless of their achievements or the condition they are in. It is based on the 

special status human beings historically have. The unconditional form of 

dignity is sometimes grounded in Christian aspects, like the idea that man is 

created to the image of God. Humanists try to found unconditional dignity on 

secular aspects, such as the human body and man’s skills. Unconditional 

dignity can be violated, for example when a human is being treated as non-

human, like an animal or a thing.24 In Ashley’s case the intuition came up that 

the treatment is disrespectful and a violation of Ashley’s rights as a person 
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(Table 2:C3). The treatment is valued as ‘unnatural’ and ‘experimenting’ or as 

an unacceptable way of ‘taking care’ (Table 2:C6, C18, C9).   

 

Dignity as moral stature 

The second notion, of dignity as moral stature, is applicable to the caregiver’s 

position. Ashley cannot protect herself against violations of dignity and this 

bestows upon her caregivers a more than average responsibility to uphold a 

certain moral standard.  In this case, it could be argued that altering Ashley’s 

body and preventing her ‘natural development’ is something that dignified 

caregivers would not opt for (Table 2:C7). Van der Graaf calls this type of 

dignity relational: it can be gained by performing well in the relation with 

others. Some commentators hold the view that the parents must have been 

driven by selfish convenience (Table 2:C1). In the notion of dignity as a moral 

stature or a relational concept, the alleged selfishness is contrary to the 

dignified parenting. However, other commentators felt that the parents chose 

‘an ethical way of balancing the needs of the different parties in the family’ 

(Table 1:P3).  

 

The idea that the treatment may be a violation of dignity is fuelled by the fact 

that the parents seem to be doing more than just facilitating optimal care for 

the benefit of their child. The treatment is not aimed at preventing large body-

size, but to influence Ashley’s appearance. Especially the desire to desexualize 

Ashley affirms the supposition that the parent’s aspirations reached further 

than facilitating home-based care.  

 

Regarding the justification of these aspirations, we may hold the intuition that 

it is beneficial if Ashley’s physical appearance is adjusted to match her mental 

capacities. It seems so logical to have the mind of a baby in the body of a baby.  

Moreover, some postings contained the argument that many people choose 

corrective surgery for themselves (Table 1:P13). Why, then, would the parents 

be wrong in choosing this treatment for their daughter? Apart from the fact 

that Ashley already developed far beyond the size of a three-month-old, there 

is no evidence that having the physical appearance of a child is beneficial to 

Ashley. The opposite may be true. Valuable experiences that may come with 

adulthood are now out of reach for Ashley (Table 2:C4).  It is possible that 
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people in general respond better to mentally handicapped children than to 

adults with the same disability. But will Ashley actually experience the 

difference? If not, changing her appearance serves to make people other than 

Ashley more comfortable. Medical treatment of a non-consenting person to 

meet our own needs is a violation of unconditional dignity. It is also an 

infringement on the moral stature of her parents and doctors as dignified 

caregivers. 

  

 

6.7 Maximizing coherence: towards narrow reflective equilibrium 

 

The elements that are now part of our reasoning are contradictory at several 

points. In working towards RE, we have to seek coherence among our moral 

intuitions and principles. Most coherentists agree that minimal coherence is 

achieved when there is consistency among facts and arguments, so-called 

explanatory coherence (see chapter 5: 5.5.2). However, mere absence of 

contradiction is unlikely to be sufficient for a set of beliefs to qualify as a 

reflective equilibrium. Reasoning towards RE is essentially different from 

relentless reduction of beliefs until a story is composed that is free from 

internal inconsistencies. Hence, minimal coherence should not be pursued at 

the cost of a comprehensive result. In addition, connectedness among beliefs is 

essential to arrive at a convincing RE. 25  

 

At the start of our reasoning we found conflicting intuitions and principles. In 

our attempt to reach coherence, we searched for inference relations between 

seemingly conflicting beliefs and tried to fit as many considerations into 

equilibrium as possible. We argued that that growth attenuation facilitates 

care and that this is in Ashley’s future interest. Moreover, we made a case for 

the claim that the infringement on Ashley’s integrity that is involved, is the 

least harmful of the available options. Finally, Ashley’s parents, who are also 

her caregivers, wanted the treatment. These arguments can lead us to adopt 

the view that growth attenuation is a morally acceptable treatment for Ashley.  

However, the evidence to qualify the hysterectomy, mastectomy and 

appendectomy as beneficial for Ashley falls short. The moral intuitions and 

principles that we considered in this case are coherent with respect to the 
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negative value of this part of the Ashley Treatment. There may be less-invasive 

options to treat future problems with menses and breast-size than surgery. 

Moreover, these surgeries interfere in a significant manner with the 

spontaneous development of Ashley. The available arguments to support this 

far-reaching intervention are too weak for moral justification. What’s more, 

the treatments lead us to hold the intuition that Ashley was surgically treated 

to make others – especially her parents – feel better about her. Therefore, we 

would qualify this part of the Ashley treatment as a violation of her dignity.  

 

 

6.8 Wide reflective equilibrium  

 

In the final phase of the reasoning process towards RE the thinker should 

attempt to disrupt the state of narrow reflective equilibrium by considering 

background theories and moral ideals. These are important because of the 

critical force they embody. Their critical input is grounded in the fact that 

background theories are not connected to our own experience (or 

systematisations of this experience). Examples are a theory of the person or a 

general social theory. Also specific concepts, like the concept of a social 

contract may support or upset the balance between moral intuitions and 

moral principles in narrow RE. 

 

Our view in narrow RE holds a distinction between two parts of the Ashley 

treatment. We argued that the growth attenuation is ethically defensible but 

the surgical treatments are not. The difference in ethical valuation is based on 

the assumption that the arguments legitimate a medical intervention that 

influences Ashley’s growth. However, the basis for surgical treatment to 

prevent menstruation and breast-development is in our view not sufficient for 

justification. To move a level deeper in our analysis, we reconsider our narrow 

RE in the light of a normative theory of the goals of medicine and related 

concepts of health and disease. 
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6.8.1 The goals of medicine and the concept of health 

In the literature on the goals of medicine, a number of plausible goals are 

described. Some authors suggest that the goals of medicine are 

multidimensional and include promoting quality of life and increasing the 

length of life.26 However, health is still taken to be the central goal in 

medicine.27  If the goal of medicine is health, then the concepts of health and 

disease mark off legitimate medical practices from illegitimate variants. This 

demarcation is exactly what we need in our normative discussion on the 

Ashley treatment.  

 

Generally speaking, there are two competing theories of health. The first one 

is Boorse’s Biostatistical Theory of Health. A person is healthy if all his organs 

make at least their statistically normal contribution to his survival or to the 

survival of the species to which he belongs. A diseased person has a 

disfunction that can be detected by medical methods. As such, the concept of 

health is value-free and independent of individual and social influences. 

Second is the Holistic Theory of Health, put forward by Nordenfelt. A person is 

healthy if he has the ability to reach vital goals for minimal happiness. These 

goals are on the one hand influenced by historical developments and on the 

other hand individually relative. The latter means that the goals are the values 

of an individual patient, not patients in general.28  

 

Academic debate on these theories shows that they are not as radically 

opposed as they may seem. It turns out that Boorse recognizes that values 

enter into clinical medicine. Nordenfelt contends that health concepts are only 

partly evaluative. He thinks that we must specify what appropriate ends for 

medical practice are. Broader social or political ends should for example not 

intrude into the clinical arena.29 

 

The question that is relevant here is whether or not in Ashley’s case, it was 

appropriate to look for options from the realm of medicine to relieve care. In 

other words: was a medical intervention indicated or were there non-medical 

– emotional or social – problems or solutions decisive in this case? In narrow 

RE, we held the belief that there are compelling arguments to defend the 

growth-attenuation part of the treatment. However, the biostatistical theory of 
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health leads us to recognize the fact that, regardless of possible benefits, it is 

disturbing that the healthy functions of Ashley – such as her bodily growth 

and development – were not protected or restored, but are now abnormal due 

to medical intervention.  

 

The holistic concept of health brings us to endorse that patients are allowed to 

bring other values than physical functioning into the medical arena. This view 

fits our narrow RE, because comfort and care are ends that should be pursued 

in Ashley’s life to a more than average extent. Ashley cannot inform us about 

her values, but it is safe to assume that receiving loving care is one of them. 

Growth attenuation is the medical intervention that is likely to be the best way 

to achieve this legitimate goal. The surgeries contribute much less to Ashley’s 

well-being. The parental worries about menstruation and sexual abuse may 

have been inspired by fear of Ashley becoming an adult or by the fact that the 

parents realize that someone in Ashley’s condition is extremely vulnerable. In 

arguing for the necessity of these interventions, parents and physicians seem 

to move away from what we can reasonably assume is valuable to Ashley. And 

by doing this they leave the realm of legitimate medical practice. 

 

 

6.9 Measuring coherence 

 

The coherence among beliefs is essential for justification of a moral view 

attained through NE-RE. In chapter 5, we used the notion of inference relations 

to analyse different types of coherence in a given set of beliefs. It is beyond the 

scope of this article to provide a thorough analysis of all connections in the set 

of beliefs we identified in the Ashley case. A quick-and-dirty inspection of the 

connections between the beliefs we considered can however give an 

impression of different inference relations. We look closer at the type of 

coherence that is present (or absent) among beliefs. For this, we rely on 

Thagard’s distinction between four types of coherence, namely explanatory 

coherence, deductive coherence, deliberative coherence and analogical 

coherence. 30 
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6.9.1 Strong positive inference relations 

We can roughly distinguish three strong positive connections that determine 

the moral view we endorse after analysis of the Ashley treatment through NE-

RE: 

(i) Growth attenuation and good care (beneficence):  

We found positive inference relations between the growth attenuation and the 

aim of providing Ashley with the best care. Thus, there is coherence between 

the action of growth attenuation and the goal of good care. This is a form of 

deliberative coherence.31 

 

(ii) Growth attenuation and the obligation to choose the least invasive option to 

achieve good care. 

The principle of doing no harm requires that the least invasive option is 

chosen to achieve the goal of caring for Ashley. Growth attenuation can be 

seen as no more invasive than other measures to sustain good care, such as 

hoists and institution-based care. This judgement positively connects with the 

principle and in doing so constitutes deductive coherence among these 

beliefs.32 

 

(iii) Growth attenuation and the goal of promoting well-being 

The positive connection between the growth attenuation and the well-being of 

Ashley rests not only on deliberative coherence. We compared the reasons for 

growth attenuation in the Ashley case with accepted indications for this 

treatment. An argument in favour of the Ashley treatment is based on 

analogical coherence between Ashley and tall adolescent girls who wish to 

minimize any further gain in height for social or cosmetic reasons.   

 

6.9.2 Weak positive inference relations 

Besides the strong connections, we see several positive relations that add to 

the overall coherence, but are less convincing on their own.  

 

(i) Surgical treatment and the obligation to choose the least invasive 

intervention for prevention of complications of puberty 

The connection between the surgical treatment and this obligation is much 

weaker, for two reasons. First, the complications of puberty remain vague and 
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second, less invasive options seem available. There is no deductive coherence, 

and only a weak relation between the action and the goal of prevention 

(deliberative coherence). 

 

(ii) The Ashley treatment and the goal of medicine to promote vital goals for 

Ashley’s happiness 

We analysed different views on the goals of medicine in working towards wide 

reflective equilibrium. According to a holistic view, we can identify a positive 

connection between this treatment and the value of receiving loving care for 

Ashley (deliberative coherence).  

 

6.9.3 Negative inference relations 

Considering our set of beliefs, we see at least three negative connections. 

 

(i) Surgical treatment and the prevention of harm as in sexual abuse 

The surgical treatment was defended by Ashley’s parents by referring to the 

risk of sexual abuse. In one type of coherence (explanatory coherence) 

positive connections can be found in the connection between normative 

principles and empirical claims. However, there is no evidence that the 

surgical treatment will prevent the harm. Thus, this connection is not 

producing coherence. 

 

(ii) The Ashley treatment and the goal of medicine to protect and restore health 

The central goal in medicine is health. There is a negative connection between 

this goal of medicine and the Ashley Treatment, due to the fact that Ashley’s 

healthy functions were hampered. Our negative judgment about the surgical 

treatment coheres with the principle of non-maleficence. 

 

(iii) Respect for human dignity and the Ashley treatment 

The Ashley treatment goes beyond influencing Ashley’s body-size towards 

manipulation of her whole appearance. It is questionable if this is beneficial to 

Ashley. This is deterrent for the coherence between the principle of respect 

for human dignity and a positive judgement about the Ashley treatment 

(deductive coherence). 
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A closer look at the connections between beliefs in a system can give the 

thinker a more sophisticated account of the coherence in his equilibrium. 

However, this method of exploring the support for a belief does not inform the 

thinker about the level of coherence that is necessary for reflective 

equilibrium. Further research is needed to shed light on how coherence 

should be quantified.33 

  

 

6.10 Conclusion 

 

We performed an ethical analysis of the growth attenuation of the severely 

disabled girl Ashley with the aim to arrive at a sound moral judgement of this 

case. We followed the method known as Reflective Equilibrium (RE). Hence, 

our judgement of the case is the result of a reasoning process directed at 

coherence among the broadest set of moral intuitions, moral principles, 

morally relevant facts and background theories. Contrary to what is common 

in RE, we not only considered our own moral intuitions, but also the intuitions 

we obtained through a qualitative inventory of comments on the internet. 

Subsequently, we searched for relevant moral principles and attempted to 

interpret these in such a way that they can account for the intuitions we found. 

The process of pruning and adjusting our beliefs brought us a new insight: the 

Ashley Treatment should be regarded as two separate interventions: (i) 

pharmacological growth restriction and (ii) surgical treatment to remove 

uterus and breast buds. With this distinction in mind, we were able to bring 

most of our beliefs into narrow reflective equilibrium. 

 

However, RE reasoning does not stop there because mutual adjustment of 

intuitions and principles puts us at risk of producing a systematisation of only 

subjective beliefs. We would not want to sell that for a sound moral judgement 

of the Ashley case. Thus – as RE methodology requires – we started a second 

round of reasoning.  Theories about the nature of health and disease and 

about the goals of medicine were incorporated into our belief system. These 

turned out to fit well and supported the arguments in narrow RE.  
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We conclude that, in Ashley’s case, the growth attenuation can be justified as 

the least harmful way to achieve a real advantage for Ashley’s well-being. This 

cannot be said for the surgical removal of Ashley’s uterus and breasts. The 

arguments in favour of these interventions are in our view not sufficient for 

moral justification. 
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7.1 Introduction 

 

The use of empirical research in ethics has been the subject of a longstanding 

debate. In part, this was a theoretical debate, in which philosophers discussed 

the possibilities and problems of using empirical information in ethical 

reasoning. Our involvement in the discussion began when we conducted 

empirical research into morally relevant practices such as end-of-life decisions 

and respect for patient autonomy. This research aimed at identifying morally 

relevant facts and moral intuitions of people who have (professional) 

experience in a specific moral practice. The idea behind these empirical 

studies was that the intuitions of experienced people are influenced by in-

depth knowledge of the context in which moral questions arise. Moral views 

that are formed by experience constitute a form of moral wisdom that is 

embedded in practice.1 2 3  

On the one hand, ethicists involved in practical ethics cannot overlook this 

moral wisdom if they want to connect moral judgements and theories to a 

specific practice. On the other hand, normative ethics requires independence 

from practice to preserve its critical force. Thus, we have to look for a middle-

ground in which empirical information and moral reasoning are integrated in 

valid ways.  This thesis reflects our work on methodology in ethics, not only by 

theoretical discussion, but also by ‘learning on-the-job’: we gain insight in 

methodological questions by performing the type of research we envisage in 

our theoretical analysis.  

 

In the Introduction, we quoted the question posed by bioethics journal-editors 

in 2007: 'What do we answer when asked what is our methodology?’ In the 

subsequent chapters we tried to contribute to a good answer by working 

towards NE-RE: a normative empirical version of Rawls’ model of reflective 

equilibrium. NE-RE is not an answer to the question of methodology for 

bioethics in general. It is designed for practical bioethics research and is 

meant to serve two goals: First, NE-RE allows the moral wisdom of (groups of) 

people other than the thinker to be incorporated in the reasoning process. Our 

second – but equally valued – aim was to contribute to methodology in 

bioethics that facilitates interplay between empirical research and ethical 

analysis. 
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7.2 Empirical and normative research methodology 

 

NE-RE is part of a trend in practical ethics that gets involved with empirical 

research to provide a deeper understanding of the moral problems that are 

the subject of research. This type of research is referred to as empirical ethics.4 

A condition for empirical ethics research is that theory and practice are both 

involved. Authors in this field attempt to formulate normative theories by 

using empirical inquiry into the practice for which the theories are relevant. In 

empirical ethics research, the question of methodology is relevant for both the 

empirical parts of the research and for the approach to normative ethical 

reasoning.   

 

7.2.1 Empirical methods 

Ethicists can choose to perform empirical research if the data they need for 

their normative work are unavailable. In the first chapters of this thesis we 

present empirical studies with different types of data as outcome. These are 

examples of empirical research that is relevant to ethics. However, these 

examples are not exhaustive. For practical bioethics in general – and also for 

the model we propose – other methods of empirical research and various 

other types of data are potentially useful. In empirical ethics, the normative 

enterprise has to be leading when empirical methods are chosen in a given 

case. Thus, the type of data needed to answer the normative research question 

determines the empirical methods in a NE-RE study, not the other way 

around. However, empirical research can initiate moral reflection through NE-

RE.  

 

7.2.2 Reflective equilibrium 

In this thesis, we developed a method for normative empirical inquiry, based 

on Reflective Equilibrium theory (RE). We call our modified version NE-RE, 

which is short for Normative Empirical Reflective Equilibrium. RE is a model for 

both moral reasoning and justification that has been – and still is – influential 

in the debate on methods in ethics. It has several features due to which it is an 

attractive approach for our purpose. First, initial moral judgements play a role 

in moral reasoning just as other elements such as principles and background 

theories. None of the elements play a foundational role, and each element can 
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truly influence the outcome of moral reasoning. This opens up possibilities for 

involving moral experiences of (groups of) people.  A second attractive feature 

of RE is the strong appeal to argument in the reasoning process.  As Rawls put 

it:  

“[W]e should do what we can to arrive at judgements and theories by explicit 

and rational moral deliberation.”5 

This is important for our goal of finding a method that can be judged according 

to the critical force it presents. Explicit attention for the arguments and 

choices in a reasoning process towards a moral judgement or theory can 

contribute to (the assessment of) the normative power of empirical and 

ethical elements and the established equilibrium.    

 

Empirical ethical approaches have met widespread criticism according to 

which empirical ethics is not possible.6 This general criticism on integrated 

empirical ethics is challenging for NE-RE in two – somewhat related –ways. 

First, the NE-RE model has to be defended against those who believe that 

combining empirical and ethical elements implies a loss of normativity.7 

Second is the question of the viability of incorporating moral intuitions in a 

coherentist model of moral justification. The latter criticism is known as the 

no-credibility objection against RE. We claim that NE-RE has characteristics 

that provide arguments against both these criticisms. 

 

 

7.3 Current status: NE-RE better defended against criticism 

 

In this section, we summarize arguments for the claim that NE-RE provides a 

better defence against well known objections that were raised against 

empirical ethics research in general and against RE in particular.   
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7.3.1 Loss of normativity 

The allegation that the normative force of a theory is at stake when empirical 

input is allowed, is a persistent argument against the combination of empirical 

and normative research. In this thesis, we do not discuss this argument 

extensively. We start from the view that empirical research can be relevant to 

ethics. This does however not mean that we consider the loss of normativity-

worry trivial. The argument can be traced back to Hume, who formulated the 

rule that an OUGHT can never be derived from and IS. Although we 

acknowledge the relevance of this rule – known as Hume’s law – we join 

authors who argue that it does not imply a ban on combining empirical and 

normative elements.8 9 10 Nevertheless, Hume’s law does have consequences 

for those who want to use empirical data in moral reasoning. In NE-RE, our 

attention is therefore not only on the elements and the resulting equilibrium – 

which can be viewed as the input and the output in NE-RE – but also on the 

reasoning process in between. Moral deliberation should not be seen as a 

black box that is positioned between input and output. This attention for the 

reasoning process opens up the possibility of assessing the influence of 

empirical facts on normative arguments and vice versa.  

 

A characteristic of NE-RE reasoning is that none of the elements in the 

reasoning process can overrule al other considerations. This is crucial to 

guard against the endpoint of NE-RE being overly determined by empirical 

data – or by principles or theories, for that matter. With regard to the 

interplay between empirical data and normative elements, we uphold the 

distinction between facts and norms, but not in a rigid way.  Some statements 

are clearly factual, such as the chance of survival after cardiopulmonary 

resuscitation. In that case, going from an IS (for example, the chance of 

successful resuscitation in people over 80 years is below 10%) to an OUGHT 

(i.e. resuscitation of persons over 80 ought not be performed) is the 

naturalistic fallacy we want to avoid. Empirical statements of this kind have 

the role of morally relevant facts in NE-RE. However, some empirical 

information that is relevant to NE-RE is much more value-laden. Examples are 

opinions regarding the relevance or practical use of moral principles, moral 

intuitions about a given situation, etcetera. The role of this type of statements 

in NE-RE is distinguished from the role of empirical statements of the factual 
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kind (IS). For example, let us assume that 80% of parents of severely disabled 

children hold the moral intuition that these patients are better off if their 

bodies remain small and child-like. This is an empirical fact (IS) about the 

normative view of parents (OUGHT). And let us assume moreover that the 

normative view a persons develops through NE-RE is that severely disabled 

children ought to be prevented from growing into adulthood (OUGHT). To 

determine whether Hume’s law was violated, the elements and arguments 

that were considered in the reasoning process need to be evaluated. Careful 

consideration of a moral intuition together with principles and background 

theories may lead to the conclusion that the empirically found intuition 

represents what ought to be done under the given circumstances. This should 

not be viewed as an IS-OUGHT mistake. If there is no solid reasoning that 

supports the view that severely disabled children should be kept small, the 

critic can argue that the moral view is overly determined by the fact that most 

parents share this intuitions. In that case, the allegation of a naturalistic fallacy 

may be justified. 

 

7.3.2 Coherence and credibility 

NE-RE is a method in which coherence among beliefs determines the 

justificatory power of a normative view. The no-credibility objection rests on 

the argument that in such an approach, the thinker has to verify that every 

belief he allows to influence his deliberation is trustworthy. For if we achieve 

coherence among elements that are all or in part not reliable, the value of this 

coherence is undermined. The use of moral intuitions makes RE and NE-RE 

vulnerable to the no-credibility objection. Moral intuitions are individual, 

initial normative interpretations of the facts of a case, and these intuitions 

come to a person’s mind without extensive deliberation. It is plausible that 

part of the moral intuitions a person has, turns out to be erroneous or ill-

founded on closer inspection. Moreover, we believe that ethical reflection can 

cause a shift in our moral views which results in a substantial change in the 

moral intuitions we hold (a moral conversion).11 Thus, there is reason to 

assume that moral intuitions are not as reliable and stable as would seem 

necessary in a coherentist model of moral reasoning. This problem has been 

acknowledged by proponents of RE and typically, a solution is sought in 
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upgrading the demands that initial judgements have to meet before they 

should be allowed in the reasoning process.12 13 14 15 

 

In NE-RE, we move away from this approach and defend the method against 

the no-credibility objection in a different manner. First, we acknowledge that 

the moral intuitions we have at the start of a NE-RE reasoning process may 

not be sufficiently trustworthy. However, our argument is that this is not as 

problematic as the proponents of the no-credibility objection seem to believe. 

What's more, the relative 'openness' of the category moral intuitions is in our 

view an advantage of NE-RE.  

 

To argue that the relatively low credence levels of moral intuitions are not a 

problem for NE-RE, we follow DePaul in his claim that a justifiable outcome of 

moral deliberation is not dependent on the general credence levels of the 

elements at the start of the reasoning process.  We develop this line of 

thinking further and propose the good reasoning-justified outcome strategy for 

moral justification in NE-RE. The result of this strategy is that in NE-RE, a 

moral belief will gain or lose credibility when it is considered together with 

other beliefs. In a reasoning process that meets the criteria for good reasoning, 

the thinker will adjust or dismiss moral intuitions that lack sufficient 

credibility. The ones that are retained up to the point of equilibrium can be 

considered to have sufficient credibility, because they were tested and 

confirmed in a good reasoning process. In chapter 5 we point out several 

criteria that can guide the assessment of moral intuitions.  

 

In a second line of argument, we claim that the fact that we cannot be overly 

confident about our moral intuitions is an advantage of NE-RE. A problem for 

Rawls' RE is the allegation that RE merely systematizes the considered moral 

judgements a thinker holds. RE would not only be a subjective, but also a 

conservative method. Subjective, because considered moral judgements are 

individual interpretations and conservative because considered moral 

judgements have already survived some scrutiny before the reasoning process 

gets started: they were filtered from a broader set of initial moral judgements, 

according to the level of confidence of the thinker. Thus only the ones of which 
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the thinker is the most confident constitute our considered moral 

judgements.16  

 

Empirical research can be used to expand the sources and numbers of moral 

intuitions. The advantage of this broader view in the light of the no credibility-

objection is that a thinker may become aware of interpretations of a moral 

case that lead to a shift in moral intuitions or to another level of commitment 

to his initial intuitions. The chances of getting ‘caught up’ in one’s own 

judgements becomes smaller when these are brought into an argumentative 

process in which other intuitions also play a role. In this way, our choice to 

incorporate moral intuitions of the thinker together with moral intuitions of 

other agents in NE-RE – instead of considered moral judgements –diminishes 

the risk of subjectivity and conservatism. 

 

A conservative inclination is also less likely to determine the outcome because 

the holder of moral intuitions clearly has to be aware of the fact that there was 

no argumentative process that lead him to adopt the intuition: it just came to 

mind. Starting from a set of moral intuitions, the thinker has to go through a 

good reasoning process to sort the moral intuitions in which the thinker has 

confidence. In this process the thinker will test and revise his moral intuitions 

and retain only those that survive the confrontation with moral principles, 

background theories and morally relevant facts. 

 

The choice of moral intuitions and the combination of empirical and 

normative input in RE can contribute to a robust conception of NE-RE as a 

model for moral reasoning. In our view this is a step forward in the search for 

methods in ethics that can produce justifiable moral judgements and ethical 

theories. To realize this goal, more research is necessary. In the subsequent 

sections we suggest some directions for further research. 
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7.4 Further research 

 

Normative empirical research has gained attention in the past 20 years. 

However, the development of sound methods for the conduct of such research 

lagged behind. In this thesis, we aim to contribute to good empirical-ethical 

method. Starting from the model of reflective equilibrium, we argue for 

modifications that can make this method fit for use in normative empirical 

research. We focused on moral intuitions and on the reasoning process. In 

addition, we tried to come to grips with assessing the level of coherence of a 

set of beliefs.  In further research on this topic, several questions can be 

addressed.  

 

A thinker in NE-RE needs several elements to put into a set of beliefs to work 

with. Besides moral intuitions, the thinker will introduce moral principles and 

background theories.  Traditionally, moral intuitions have been at the centre 

of the debate on RE. The other elements received much less attention.  

 

7.4.1 The status of moral principles 

The element ‘moral principles’ raises two issues that invite further research. 

First – in the words of Rawls – the thinker starts his deliberation with 

considered moral judgements and then proceeds with formulating an initial 

set of principles that match our considered moral judgements.17  The problem 

with this description is that if principles in RE merely explicate the considered 

judgement the thinker started with, it would leave them without independent 

critical force. Principles would be mere generalisations and yield the same 

conclusions as the considered moral judgements from which they were 

originated.18  

 

Second, the status of principles in RE is different from their role in 

foundationalist and principlist approaches. In foundationalist theories, 

principles are seen as indubitable foundations of morality.19 Principlism is an 

ethical framework of several principles. The principles are all prima facie 

binding, but they can be outweighed in a particular context.20  In RE, the status 

of principles is the same as of any other element in a system of beliefs.  

Verweij raised the question whether a principle can be denied a privileged 
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status and still be rightly understood as a principle. He points out that moral 

principles have a strong normative authority because they grasp our moral 

beliefs in such a comprehensive way that the do not just summarize moral 

experiences, but moreover, hold these together. Thus, even if we accept that 

they are not indubitable, they have a special status.21 This is obviously 

problematic in the light of the coherentist nature of NE-RE.  

  

7.4.2 Choosing background theories 

In working towards NE-RE, a thinker will come to the point where he has to 

choose background theories. Daniels describes the range of theories that are 

worth considering as follows: 

“They include our beliefs about (…) the conflicts between consequentialist and 

deontological views; about partiality and impartiality and the moral point of 

view; about motivation, moral development, strains of moral commitment and 

the limits of ethics; about the nature or persons, about the role or function of 

ethics in  our lives; about the implications of game theory, decision theory, and 

accounts of rationality for morality; about human psychology, sociology and 

political an economic behaviour; about the ways we should reply to moral 

scepticism and moral disagreement; and about moral justification itself.”22 

 

This, again, raises the question: how should a thinker decide which 

background theories to consider? The purpose of involving background 

theories is to evaluate the acceptability of moral intuitions and principles from 

an independent source.23 This is termed the ‘independence constraint’. It 

urges the thinker to choose background theories that are more likely to 

disrupt than to confirm the coherence that was achieved in the first round of 

testing beliefs. Clarification of the purpose of background theories may help 

the thinker to find a focus in sorting out background theories. What he needs, 

however, are criteria to guide selection that allows him to defend his choice of 

background theories against critics. This guidance is currently lacking. 

 

7.4.3 All-inclusiveness and practical use 

The comprehensiveness of the set of beliefs in RE is a source of concern for the 

practical use of the method. An RE can in theory incorporate every line of 

argumentation and every type of belief; it need not exclude anything.24 It is 
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unlikely that a single thinker can include all judgements about cases, 

principles, and especially all general social, psychological, political and moral 

theories in his reasoning. Rawls already indicates that it is doubtful whether 

one can ever reach an all-inclusive RE. Arras suggests that we distinguish the 

ideal method of justification from a non-ideal model that might helpfully guide 

our thinking in practical contexts. In such a decision procedure, a thinker 

would have to include reference to all those beliefs that a reasonable person 

would have to consider.25    

 

Rawls defends his theory against the criticism of being unworkable by 

pointing out that what we must do is ‘study the conceptions of justice known 

to us through the tradition of moral philosophy and any further ones that 

occur to us, and then consider these.’26 It seems reassuring to downscale the 

expectations regarding the number and scope of beliefs that has to be included 

in RE. It is plausible that this would make practical use of the method more 

realistic. However, it introduces the problem of selection. How can we avoid 

biased selection of elements? Which arguments can support selection and how 

much attention should a thinker devote to justifying the exclusion of certain 

beliefs? These questions are still open. 

 

7.4.4 Coherence and RE 

Fourth, we want to draw attention to the issue of coherence. In chapter 5, we 

try to grasp the notion of coherence and provide some direction regarding the 

assessment of coherence among a set of beliefs. An important question for 

(NE-)RE is however still unanswered. It is the question of how much 

coherence is necessary to decide that the point of reflective equilibrium is 

reached. Should we be looking for maximal coherence, or settle for some 

‘convincing coherence’ among our beliefs? In the light of these issues, 

Petersson rightly asks: How shall we quantify here?27  It is a question that 

remains unanswered. 

 

7.4.5 Progress towards stable equilibrium 

An important feature of NE-RE is its sensitivity towards moral intuitions of 

agents other than the thinker. The deliberate inclusion of a wide range of 

moral intuitions is serving the goal of opening NE-RE up to moral wisdom that 
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is embedded in moral practice. Proponents of a (pragmatic) hermeneutic 

approach to moral reasoning point out that this attitude of openness may not 

be sufficient to do justice to the lived experience of practitioners. Their 

criticism is twofold.  

 

First, from the hermeneutic viewpoint, NE-RE is perceived as giving 

overriding force to theory over practice. In NE-RE, the thinker is the one who 

performs the reasoning process, selects and adjusts the beliefs that end up in 

the equilibrium. The critique is that a thinker in NE-RE will be primarily 

interested in the theories and arguments of people in practice, as opposed to 

their practical know-how. This would imply that reflective equilibrium 

produces only better theory, not a better practice.28 

Our view is that better theory and better practice are by no means mutually 

exclusive categories. In general, a theory that deteriorates things we perceive 

as 'good' in a practice, is likely to be qualified as worse than a theory that 

supports things we value. The fact that NE-RE is a model with strong emphasis 

on arguments does not imply that practice is underrated. Instead, the function 

of this focus is to avoid a merely intuitive decision making. The value of 

arguments and transparent decision making is different in NE-RE and 

(pragmatic )hermeneutics. In our good reasoning-justified outcome strategy we 

argue for these characteristics as elements of a good reasoning process 

(paragraph 5.4.2). 

 

The second critical point raises the question of how the thinker in NE-RE gets 

involved with the practice for which a moral judgement or (modest) theory is 

formulated.  The model does not include a step in which an equilibrium is 

tested in practice. NE-RE is, however not an endpoint. Each equilibrium is 

open to critical scrutiny. Moreover, new input can disrupt coherence. In our 

view, progress towards a more stable equilibrium can be made through 

critical assessment of a NE-RE by others than the thinker.  

 

A question for future research can be if NE-RE can benefit from a repeated 

interaction with the practice it reflects on. It may be worthwhile to learn from 

the hermeneutic approach, and especially from the idea of the hermeneutic 

circle. The hermeneutic circle can be seen as a description of the way 
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interpretative understanding is achieved.29 A person trying to understand 

something in a hermeneutical way will explore representations of reality in a 

living conversation: a dialogue between real people to make rules and theories 

relevant to the situation. The ethicist in this process is tasked to create the 

conditions for a fair, inclusive and balanced dialogue and to facilitate the 

process of drawing normative conclusions.30 The point of hermeneutic 

reflection is an ongoing process of understanding and interpretation. In this 

process, new knowledge is generated. A hermeneutic circle should therefore 

not be seen as a vicious circle, but rather as a spiral of understanding in a 

different way.31 

The hermeneutical idea of interpretation is not alien to NE-RE. The task of a 

thinker to explore the experiences of other agents through analysis of moral 

intuitions is a way to incorporate their moral perspective. However, in a 

hermeneutic approach, a thinker will engage in an ongoing dialogical process 

of question and answer, in which people exchange experiences and 

perspectives. This exploration of perspectives is aimed at a better, fuller 

understanding of moral situations.32 In NE-RE the value of moral wisdom is 

presumed, but the process in which this wisdom is integrated differs from the 

pragmatic hermeneutic approach.  In NE-RE moral justification of beliefs 

depends on arguments and coherence, not on a dialogical movement in which 

ethicist and practitioner ‘aim at a fusion of horizons’.33  

 

The idea that NE-RE incorporates moral wisdom in moral reasoning may 

materialise further if the hermeneutical idea of repeated interaction between 

the thinker and other agents is organised. The goal of this interaction would 

be to test how well the moral theory or judgement that was achieved through 

NE-RE stands up to critical scrutiny. Critical arguments can be directed at 

beliefs in the system, and at the comprehensiveness, the strength of 

arguments and the coherence of a reflective equilibrium. Moreover, the 

equilibrium can be judged according to its potential for practical use or to its 

convincingness in a theoretical debate. To develop NE-RE in this direction, 

further study of approaches such as pragmatic hermeneutics seems valuable. 

However, contrary to pragmatic hermeneutics, we argue for a critical 

evaluation of a moral view attained through NE-RE both on its theoretical and 

practical merit.  
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7.5 Conclusion 

  

Ethicists who aim to contribute to resolving practical moral problems should 

be sensitive to both ethical theory and moral experience. For theoretical 

concepts and arguments, these ethicists can rely on the work of influential 

philosophers and on academic debate with peers. For moral experience, an 

ethicist can explicate his moral intuitions. Moreover, he can deliberately put 

himself in situations in which he may expect to have formative experiences. 

However, the moral experience of a single person is necessarily a limited 

source. Ethicists generally have –just as other morally serious persons – 

relevant moral intuitions when they are presented with a moral case from for 

example a health care setting.  However, ethicists generally lack the ‘expert-

level knowlegde’ of the moral aspects of problems that occur in health care 

practices.  In our view, the deeper understanding of situations in a practice– 

termed moral wisdom – should be incorporated in a model for ethical 

reflection.   

 

In this thesis, John Rawls’ Reflective Equilibrium is the reference theory for 

development of a model for moral reasoning in which moral wisdom is taken 

up. Empirical research is conducted to obtain moral intuitions of other agents 

that can be seen as representations of their moral experience. The task of the 

ethicist is to balance this moral wisdom with beliefs of a more general or 

abstract nature, such as moral principles, background theories and ideals. 

Important to our approach is that this ‘balancing’ is a transparent process in 

which arguments play a decisive role. The value of putting moral wisdom in the 

balance through NE-RE should be measured by the quality of the ethical 

theories achieved through NE-RE and the convincingness of the resulting 

practical moral views.  
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Summary 

 

Many bioethics researchers share the aim to produce moral judgements and 

theories that actually can make a difference in practice. The question of how 

this aim can or should be achieved is subject to a longstanding debate. Despite 

extensive discussion, methodology in bioethics research is still 

underdeveloped and undervalued. This can be well illustrated by the 

collective call for responses to the question What is our methodology?, posed 

by bioethics journal editors in 2007. 

 

In this thesis, we start from the position that a person who aims to achieve a 

justified conclusion about a moral issue (we call him the thinker) should 

enrich his views with the moral wisdom that is present among people who are 

involved in a moral practice. Moral wisdom can be understood as the expert-

level ability to combine knowledge, reflection and life experience in deciding 

which actions contribute best to the good life under the circumstances in a 

moral case. Moral wisdom is key in dealing with problems which lack 

prescribed solutions. This moral wisdom is important for ethicists who 

perform analysis of moral cases and propose ways to understand and resolve 

moral problems. However, this statement invites the question of methodology: 

how can we research this moral wisdom and what are scientifically valid ways 

to incorporate (data on) moral wisdom in ethical reasoning? 

 

The use of empirical research in bioethics has become popular, but the 

development of solid methodology for normative empirical reasoning lagged 

behind. In our view, empirical research can provide valuable considerations 

for ethical reasoning. We chose Reflective Equilibrium (RE) as a reference 

theory for a scientifically valid method to incorporate empirical research in 

normative reasoning. In this thesis, we propose a version of this model, 

designed to combine the empirical and the normative and we named this 

model Normative Empirical Reflective Equilibrium (NE-RE).  

The term ‘empirical information’ refers to a heterogeneous group of data. In 

the chapters 2, 3 and 4 of this thesis, we present three empirical studies. These 

studies produced various types of empirical data that we believe can be 

relevant for normative reasoning in their own way. 
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Chapter 2 contains a study on end-of-life decisions in the care for mentally 

handicapped people. We conducted a survey among a random sample of 

doctors caring for mentally handicapped people. These doctors reported 222 

deaths for 1995. An end of life decision was taken in 97 cases (44%). 67 

doctors had taken an end of life decision and they were interviewed about 

their most recent case. We found that the proportion of end of life decisions in 

the total number of deaths in the care for mentally handicapped people is 

similar to that in other specialties. However, the discussion of such decisions is 

less open in the care for people who are mentally handicapped than in other 

specialties.   

The data from this study can inform ethicists and others who wish to reflect 

on the practice of end-of-life decisions. They provide insight into the decisions 

of doctors. Moreover, we gained knowledge about the reasons the 

respondents give for their actions. This information allows us to draw 

conclusions on what is decided by professionals and what reasons they 

provide for it. However, the research was guided by a non-normative question. 

Empirical data obtained in studies like these can be relevant to both moral and 

non-moral research questions. For example, facts about the success-rate of 

cardiopulmonary resuscitation in nursing homes can be used to discuss 

normative ideas about good nursing-home care. The same data can also play a 

role in a cost-effectiveness analysis. 

   

In a second study, presented in Chapter 3, our goal was to get informed about 

the conduct and the opinions of nurses regarding respect for patient 

autonomy of nursing home residents. The moral principle of respect for 

autonomy is generally accepted as a core-principle in health care ethics. In 

quality criteria for nursing home care, this principle is translated in two 

categories: informed consent and respect for privacy. We assumed that in 

nursing home care, this might provoke ethical questions because a portion of 

the population is likely to have diminished capacities for autonomous decision 

making. We collected empirical information about the opinions and behaviour 

of nurses in dealing with patient autonomy in a representative sample of 50 

nursing homes that provide care for both psychogeriatric and physically 

handicapped patients. The nurses received a questionnaire and were asked to 
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indicate their usual actions. The results yielded two conclusions. First, to 

integrate the criteria based on the norm of respect for autonomy in daily care, 

much work still had to be done. Requirements such as informed consent, 

privacy and patient participation were hardly met. Secondly, the views of the 

nurses showed that there were fundamental problems in trying to meet these 

criteria. Almost all respondents acknowledged the importance of respect for 

autonomy. Nevertheless, a high percentage thought that patients are not 

sufficiently capable to decide for themselves.  These conclusions lead us to 

question how we can strike a balance between the implementation of respect 

for autonomy and other elementary aspects of care. We suggest three different 

approaches that could provide for an alternative interpretation of the norm. 

This study is an example of another appearance of ‘the empirical’ in 

normative-empirical research: one in which the data are obtained in the light 

of a normative research question. The research itself can be descriptive –as in 

this study –, but it is closely linked to the goal of evaluating the normative 

context it was collected in.  

 

Chapter 4 describes another study in nursing homes. However, this time, we 

aimed at gaining knowledge about the moral intuitions of caregivers regarding 

respect for patient autonomy. We designed 10 short case descriptions 

(vignettes) with four options for a response to the case. Each response was 

based on one of four interpretations of the principle of respect for patient 

autonomy and contained a suggestion for a response to the issue at stake. The 

respondents were asked to indicate their preferred view and we explicitly 

asked them to choose the option that best reflected their normative ideas, not 

the one that most adequately described everyday practice. The vignettes and 

additional questionnaires were sent to 100 nurses and 50 physicians. 

Contrary to what is sometimes suggested in ethical literature, we found that 

caregivers in nursing homes do not prefer a view on good care that is based 

solely on an ethic of care over a view based on a libertarian understanding of 

this principle. Surprisingly, there was also no significant correlation between 

the views of the respondents on respect for autonomy in general and in 

concrete case-descriptions. Caregivers seemed to value different notions that 

are related to respect for autonomy under different circumstances. We 

concluded that a multidimensional understanding of this principle would best 
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fit the context of the nursing home. This study is an example of how moral 

intuitions of practitioners can be obtained. 

 

These three studies show that empirical research can produce data that are 

relevant for normative ethics. There is a trend in practical ethics that gets 

involved with empirical research to provide a deeper understanding of the 

moral problems that are the subject of research. This type of research is 

referred to as empirical ethics. The debate on empirical ethics mainly 

concentrated on the allegation that this type of research leads to loss of 

normative force of ethical judgements and theories. In our view, this criticism 

should be defeated in sound methodologies for this type of research.  

 

In Chapter 5 we take on the challenge of finding a model that is fit for the task 

of combining empirical en normative elements. We start from Reflective 

Equilibrium theory (RE). RE is a model for both moral reasoning and 

justification that has been – and still is – influential in the debate on methods 

in ethics. However, to serve our purpose, adjustments to the model are 

needed. We introduce a modified version of RE, and call it NE-RE: Normative 

Empirical Reflective Equilibrium. NE-RE differs from RE in two respects: (i) 

moral intuitions of other agents than the thinker are included and (ii) 

empirical research is used to obtain information about these intuitions. To 

further develop the model for our goal of normative empirical research, we 

address three aspects of NE-RE that need to be defended against well known 

criticisms.  

First, NE-RE is susceptible to a well known problem for RE, the so-called no-

credibility objection. We argue against the no-credibility objection by following 

DePaul, who points at the importance of the reasoning process in RE. We 

attempt to contribute to his defence of RE, by formulating criteria for good 

reasoning. In the good reasoning – justified outcome strategy, beliefs can gain 

or lose justificatory power.  

Second, the final justification of moral views in NE-RE is dependent on the 

coherence of the resulting view. Regardless of the importance of coherence, 

there is no clear description of the concept in the literature on RE. We rely on 

the work of Bonjour, Sayre-McCord and Thagard to clarify the notion of 

coherence.  
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And finally, we address the consequences of our proposal for different levels 

of justificatory power of the elements for the claim that NE-RE is a coherentist 

model. Other authors already pointed out that RE is not a form of pure 

coherentism. We agree with Ebertz that moral intuitions enter into the 

reasoning process for other reasons than their coherence with other elements 

alone. They may simply have come to the thinker’s mind or may be derived 

from empirical research. This is incompatible with pure coherentism, which 

requires that the individual elements of a set of propositions are (i) 

independent of foundations, and (ii) derive their justificatory power only from 

the relationship with other elements of the set. In NE-RE, the justification of 

elements is not exclusively derived from their coherence with other elements. 

Especially the justification of moral intuitions is drawn in part from the value 

that we attribute to the moral wisdom of experienced agents.   

 

Our aim was to not only contribute to the discussion on methods in ethics or 

to abstract ideas about the role of empirical research in RE. We also wanted to 

look into the possibilities for practical use. Chapter 6 offers an example of 

reasoning through NE-RE regarding a real-life moral problem: the case of the 

severely disabled girl Ashley, who was medically treated to stop her growth 

(the 'Ashley case'). This example can illuminate the method as we view it. In 

our analysis of the Ashley case, we expand our empirical research beyond the 

scope of moral intuitions of practitioners in health care. Our study of 

responses to the Ashley case on internet message boards is an attempt to 

involve the broadest set of moral intuitions in moral reasoning through NE-

RE. Our decision to abandon the (implicit) idea that intuitions should be 

derived from selected sources could be a next step in a continuous process of 

development and testing of NE-RE.   
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Samenvatting 

 

Veel onderzoekers op het gebied van bio-ethiek streven ernaar morele 

oordelen en theorieën te ontwikkelen die echt verschil kunnen maken in de 

praktijk. Er is veel gediscussieerd over de vraag hoe dit doel bereikt kan 

worden. In dit debat is de vraag naar goede methoden onderbelicht gebleven. 

Illustratief voor het gebrek aan aandacht voor methodologie is de 

gezamenlijke oproep van hoofdredacteuren van internationale ethiek-

tijdschriften. Zij riepen ethici op een antwoord te formuleren op de vraag: Wat 

is onze methodologie?  

 

Het onderzoek in dit proefschrift heeft tot doel om morele oordelen en 

theorieën te verkrijgen die relevant zijn voor de praktijk. Ten behoeve van dit 

streven stellen we voor om in moreel redeneren een verbinding te zoeken met 

morele wijsheid. We staan op het standpunt dat een onderzoeker beter in staat 

is om een gerechtvaardigd oordeel over een ethische kwestie geven, als hij de 

morele wijsheid van andere mensen dan hemzelf bij zijn overwegingen 

betrekt. Het begrip morele wijsheid kent vele interpretaties. Wij bedoelen met 

morele wijsheid de expertise om kennis, reflectie en levenservaring te 

combineren bij beslissingen over welke handeling het meeste bijdraagt aan 

‘het goede’ in een gegeven situatie. Morele wijsheid is in het bijzonder nodig 

bij het omgaan met problemen waarvoor geen eenduidige oplossing is. Ethici 

zouden de wijsheid die bijvoorbeeld in de praktijk van de gezondheidszorg te 

vinden is, bij het morele redeneren moeten betrekken. Dit standpunt roept 

echter meteen de vraag op naar geschikte methoden: hoe kunnen we met 

onderzoek deze morele wijsheid boven tafel krijgen? En: wat zijn 

wetenschappelijk verantwoorde manieren om (gegevens over) morele 

wijsheid mee te nemen in het zoeken naar oplossingen voor ethische 

problemen? 

 

In dit proefschrift zoeken we een antwoord op deze vragen. In onze 

benadering combineren we normatief-ethisch onderzoek met empirische 

studie. Het gebruik van empirisch onderzoek is populair in de hedendaagse 

ethiek beoefening. Het ontwikkelen van geschikte methoden om empirische 

gegevens te integreren in ethisch redeneren is daarbij achtergebleven. 
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Empirisch onderzoek kan ons inziens waardevolle inzichten opleveren voor 

het ethisch onderzoek.  Maar deze belofte kan enkel worden ingelost door de 

gegevens te gebruiken in een goed, wetenschappelijk redeneermodel. In dit 

proefschrift proberen we zo’n model neer te zetten.  Het Reflectief Evenwicht 

model van John Rawls (RE) gebruiken we daarbij als uitgangspunt. We 

presenteren een gemodificeerde versie: het Normatief Empirisch Reflectief 

Evenwicht (NE-RE). De door ons voorgestelde aanpassingen hebben als doel 

het model geschikt te maken voor het combineren van empirische en 

normatieve elementen. 

 

Met de term ‘empirische gegevens’ worden sterk verschillende typen data 

aangeduid. In de hoofdstukken 2, 3 en 4 beschrijven we drie empirische 

studies. De data zijn verschillend van aard, maar ze kunnen elk op een andere 

wijze bijdragen aan ethisch onderzoek. 

 

Hoofdstuk 2 gaat over een studie naar medische beslissingen rond het 

levenseinde in de zorg voor mensen met een verstandelijke handicap. Een 

aselecte groep artsen in de zorg voor verstandelijk gehandicapten is gevraagd 

hun beslissingen te rapporteren. Voor het jaar 1995 meldden zij  222 gevallen 

van overlijden van hun patiënten. In 97 (44%) van die gevallen ging een 

medische beslissing rond het levenseinde aan het overlijden vooraf. Van de 97 

artsen hadden er 67 zelf één of meerdere medische beslissingen rond het 

levenseinde genomen en zij werden geïnterviewd over het meest recente 

geval. Onze bevinding was dat het percentage sterfgevallen waarbij een 

medische beslissing rond het levenseinde was genomen in de verstandelijk 

gehandicaptenzorg overeenkomt met het percentage dat gevonden is voor 

andere specialismen. Daar wordt het debat over dergelijke beslissingen echter 

veel opener gevoerd.  

De gegevens uit deze studie bieden relevante informatie aan ethici en anderen 

die willen nadenken over de praktijk van levenseinde beslissingen. Het 

onderzoek biedt inzicht in de beslissingen van artsen en de redenen die zij 

daarvoor aanvoeren.  Echter, deze empirische studie is uitgevoerd aan de 

hand van een niet-normatieve onderzoeksvraag. De data uit dit type 

onderzoek kunnen gebruikt worden bij het beantwoorden van ethische 

onderzoeksvragen, maar ze zijn soms ook geschikt voor ander onderzoek.  
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Bijvoorbeeld, feiten over het succespercentage van reanimatie in 

verpleeghuizen kunnen relevant zijn voor een ethische discussie over goede 

zorg in verpleeghuizen. Maar deze data kunnen ook een rol spelen in een 

kosten-baten analyse. 

 

In een tweede empirische studie – weergegeven in Hoofdstuk 3 – was het 

doel om informatie te verzamelen over het gedrag en de mening van 

verzorgenden ten aanzien van respect voor autonomie van 

verpleeghuisbewoners. Het ethische principe van respect voor autonomie 

wordt beschouwd als een essentieel uitgangspunt van gezondheidszorg-

ethiek. De Nederlandse Vereniging voor Verpleeghuiszorg heeft dit 

uitgangspunt ook gekozen bij het vaststellen van kwaliteitscriteria voor 

verpleeghuiszorg. Het principe is daarin vertaald in twee categorieën: 

geïnformeerde toestemming (informed consent) en respect voor privacy.  Wij 

vermoedden dat deze kwaliteitscriteria in verpleeghuizen problemen zouden 

geven aangezien een deel van de patiëntenpopulatie waarschijnlijk 

verminderde capaciteiten voor autonome besluitvorming heeft. In het 

onderzoek verzamelden we informatie over het omgaan met 

patiëntenautonomie in een representatieve steekproef onder verpleeghuizen 

die zowel psychogeriatrische als somatische zorg leveren. De verzorgenden 

vulden een vragenlijst in over hun gedrag. Uit de verzamelde gegevens 

concluderen we ten eerste dat er nog veel werk moet worden gedaan om de 

kwaliteitscriteria te implementeren in het dagelijks werk.  Men kwam nog 

slechts beperkt tegemoet aan vereisten van informed consent, privacy en 

patiënten participatie. Ten tweede leidden we uit de meningen van de 

verzorgenden af dat zij fundamentele problemen ervaren bij het voldoen aan 

de eisen die in de kwaliteitscriteria gesteld zijn. Vrijwel alle respondenten 

erkennen het belang van respect voor autonomie. Maar tegelijkertijd was een 

groot aantal verzorgenden van mening dat de patiënten onvoldoende in staat 

zijn om hun eigen keuzen te maken. Deze resultaten leidden tot de vraag wat 

een goede balans is tussen regels voor respect voor autonomie enerzijds en 

andere elementaire aspecten van zorg anderzijds. Ons voorstel is om drie 

alternatieve benaderingen uit te werken en te onderzoeken op hun 

geschiktheid voor dit doel.  
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Dit empirische onderzoek is een voorbeeld van een studie die uitgevoerd is in 

het licht van een normatieve onderzoeksvraag. Het onderzoek zelf is 

descriptief, maar het is opgezet met als doel om het normatieve kader (de 

regels van respect voor autonomie) te evalueren. 

 

Hoofdstuk 4 beschrijft een tweede studie in verpleeghuizen. Dit keer was het 

onderzoek gericht op inzicht in de morele intuïties van zorgverleners ten 

aanzien van respect voor autonomie. We gebruikten 10 casus beschrijvingen 

(vignetten) met daarbij vier opties voor een reactie op de casus. Elke reactie 

was gebaseerd op één van vier benaderingen van het principe van respect 

voor autonomie. De respondenten (100 verpleegkundigen en 50 

verpleeghuisartsen) werd gevraagd de optie aan te kruisen die het beste 

weergaf wat zij goed vonden om te doen, en niet zozeer wat in de praktijk de 

meest voorkomende respons was.  Het bleek dat zorgverleners in 

verpleeghuizen geen voorkeur hadden voor de zorgvisie die gebaseerd was op 

een zorgethische benadering. Dit in weerwil van de suggestie die in ethische 

literatuur nogal eens gewekt wordt dat zorgverleners in de chronische zorg 

meer waarde hechten aan zorgethische principes dan aan liberale 

uitgangspunten van zorg. Een verrassing was dat er geen significant verband 

bleek te zijn tussen de visie van respondent op respect voor autonomie in het 

algemeen en hun keuzen in het vignetten onderzoek. De voorkeur van 

zorgverleners voor een bepaalde interpretatie van het principe van respect 

voor autonomie hangt sterk samen met de omstandigheden waaronder er een 

beroep op het principe wordt gedaan. Wij pleiten op basis van deze 

bevindingen voor een multidimensionaal begrip van respect voor autonomie 

in verpleeghuizen. Deze studie is een voorbeeld van hoe inzicht in morele 

intuïties van zorgverleners verkregen kan worden. 

 

De drie empirische studies leveren data die relevant zijn voor normatieve 

ethiek. In de praktische ethiek is er een trend om empirisch onderzoek te 

gebruiken voor een beter begrip van de morele problemen die onderwerp zijn 

van ethisch onderzoek.  Onderzoek in deze trend wordt aangeduid als 

empirische ethisch onderzoek. Er is veel discussie over de kansen en 

bedreigingen van dit type onderzoek. Een belangrijk punt van kritiek komt 

van auteurs die beweren dat de ethiek haar normatieve kracht zal verliezen 
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als ze zich inlaat met empirie. Wij zijn van mening dat het antwoord op dit 

kritiekpunt gezocht moet worden in goede wetenschappelijke methoden voor 

empirisch ethisch onderzoek.  

 

In hoofdstuk 5 beschrijven we onze pogingen om een model van ethisch 

redeneren te vinden dat geschikt is voor het combineren van empirische en 

normatieve elementen. Het startpunt is de theorie van het Reflectief 

Evenwicht (RE). RE is zowel een redeneermodel als een invloedrijke theorie 

van morele rechtvaardiging. Om het geschikt te maken voor ons doel is echter 

aanpassing van het model noodzakelijk. Deze aanpassingen leiden tot onze 

eigen versie van het RE, dat we het Normatief Empirisch Reflectief Evenwicht 

noemen (NE-RE). Het verschilt op twee punten van RE: (i) morele intuïties van 

anderen dan de persoon die redeneert (de denker) worden opgenomen in het 

redeneermodel, en (ii) empirisch onderzoek wordt ingezet om morele 

intuïties op te sporen.  

 

Critici van het RE model hebben problematische aspecten aan het licht 

gebracht, die ook voor NE-RE relevant zijn. We bespreken in dit proefschrift 

drie veelgehoorde argumenten tegen RE en bespreken de waarde van deze 

kritiek voor NE-RE.  

 

Ten eerste is NE-RE vatbaar voor de zogenaamde no-credibility objection (de 

‘gebrek aan betrouwbaarheid’ tegenwerping). Het reflectief evenwicht model 

zou volgens dit bezwaar geen gerechtvaardigde morele oordelen kunnen 

opleveren omdat het morele intuïties meeweegt. Deze morele intuïties zijn 

redelijk impulsieve en subjectieve oordelen over een situatie. Omdat ze 

onbedoeld in het hoofd van mensen opkomen, zijn ze volgens critici 

onvoldoende doordacht om invloed te hebben op het ethische denken. Wij 

sluiten aan bij DePaul’s verweer tegen dit bezwaar, dat gebaseerd is op het 

belang van een goed redeneerproces. Onze bijdrage bestaat uit het formuleren 

van criteria waaraan een goed redeneren-te rechtvaardigen uitkomst strategie 

moet voldoen. De gedachte achter deze strategie is dat overwegingen in een 

proces van goed redeneren aan geloofwaardigheid kunnen winnen of 

inboeten. Alleen de overwegingen die te toets van betrouwbaarheid in dit 

proces doorstaan, maken deel uit van het uiteindelijke reflectief evenwicht. 
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Daardoor wordt het bezwaar van gebrek aan geloofwaardigheid van de 

elementen (met name de morele intuïties) ondervangen. 

 

Ten tweede bespreken we het concept coherentie. De beoordeling van het 

resultaat van het redeneren in (NE-)RE is afhankelijk van de mate van 

coherentie van de overwegingen. Ondanks het belang van dit concept voor RE, 

is er nog geen werkbare beschrijving van coherentie voorhanden. Wij pogen 

het begrip te verhelderen met behulp van het werk van Bonjour, Sayre-

McCord en Thagard. 

 

Tenslotte bespreken we de consequenties van onze voorstellen voor de breed 

gedeelde opvatting dat het RE een coherentistisch model is. Anderen hebben 

al beweerd dat het RE geen pure vorm van coherentisme is. We zijn het eens 

met Ebertz als hij stelt dat sommige elementen in het RE worden ingebracht 

om andere redenen dan hun coherentie met overige overwegingen. Met name 

voor morele intuïties geldt dat die soms simpelweg in de gedachten van de 

denker opkomen. Ook kunnen ze het resultaat zijn van gericht (empirisch) 

onderzoek. Stellen dat deze intuïties belangrijk zijn voor het verdere denken is 

niet verenigbaar met puur coherentisme. Dat vraagt namelijk dat elk element 

van een set van overwegingen (i) onafhankelijk is van fundamentele 

uitgangspunten en (ii) hun overredingskracht uitsluitend ontlenen aan hun 

coherentie met andere elementen. In NE-RE kennen we echter waarde toe aan 

morele intuïties vanwege de gedachte dat ze een zekere morele wijsheid 

representeren. Dat is in strijd met de eis dat alleen de onderlinge coherentie 

ertoe doet. 

 

Het doel van het werk in dit proefschrift is niet beperkt tot een discussie over 

methoden in de ethiek of een uiteenzetting van abstracte ideeën over de rol 

van empirisch onderzoek in NE-RE. Het was zeker ook de bedoeling om het 

model te testen in de praktijk. Hoofdstuk 6 biedt een voorbeeld van hoe het 

NE-RE model kan worden gebruikt bij het beoordelen van een reële casus. Wij 

bespreken de casus van het ernstig gehandicapte Amerikaanse meisje Ashley. 

Zij kreeg een medische behandeling om te voorkomen dat ze fysiek in een 

volwassen vrouw zou veranderen. Deze bespreking kan worden gezien als een 

voorbeeld van toepassing van de methode zoals we die in gedachten hebben. 
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Met één verschil: in de casus van Ashley is het zoeken naar morele intuïties 

niet beperkt tot onderzoek onder professionals in de gezondheidszorg. Door 

reacties op de casus die zijn achtergelaten op internet message boards te 

analyseren, doen we een poging om een zo groot mogelijk scala aan intuïties 

mee te nemen. Deze beslissing kan worden gezien als een volgende stap in een 

doorgaand proces van ontwikkelen en testen van het normatief empirisch 

reflectief evenwicht. 
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Woorden van dank zijn het vrolijke slotakkoord van dit proefschrift. Het 
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met vele goede collega’s verricht. Ook bij andere werkzaamheden heb ik hulp, 

advies en collegiale steun gehad van velen. Dit dankwoord is voor hen 

bedoeld, al kan ik niet iedereen persoonlijk noemen. Een aantal mensen ben ik 

bijzondere dank verschuldigd. 

 

Allereerst Hans. Onze samenwerking dateert uit de vorige eeuw, toen we bij 

het CBG menig NWO-onderzoek wisten binnen te slepen. Ik wil je voor meer 

bedanken dan voor onze jarenlange prettige samenwerking. Het staat vast dat 

dit proefschrift er nooit was geweest zonder jouw denkkracht en vertrouwen. 

Je hebt me de kans gegeven om na een periode van zorgen voor kinderen mijn 

wetenschappelijke carrière weer op te pakken. Dat heb ik altijd een heel 

bijzonder gebaar gevonden en ik ben je er heel dankbaar voor!  

 

Beste leden van de beoordelingscommissie Prof.dr. F.G. Huisman, Prof.dr. G.J. 

Rinkel, Prof.dr. A.W. Musschenga en Prof.dr. G.A.M. Widdershoven. Dank voor 

het beoordelen en goedkeuren van mijn manuscript.  Maar meer nog voor de 

leerzame en prettige contacten over werk buiten het bestek van dit 

proefschrift.  

 

Dank ook aan mijn co-auteurs Keimpe de Haan, Lieke van der Scheer en Guy 

Widdershoven, wiens bijdrage heel belangrijk was.  

 

Met veel plezier ben ik al (te) lang lid van de METC van het UMC Utrecht. De 

stapels papier hebben mij nooit het zicht ontnomen op alles wat ik kon leren 

tijdens de vergaderingen. In het bijzonder wil ik alle leden van kamer K 

bedanken omdat ik veel van hun expertise heb opgestoken. Onno van 

Nieuwenhuizen, Antoinette van Groenestijn en Gabriel Rinkel wil ik zeer 

bedanken voor de prettige samenwerking. Onno, ik ben vereerd dat je de 

promotiecommissie wil voorzitten! 
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Alle mensen met wie ik de afgelopen jaren in de Medisch Ethische 

Beleidscommissie van het Wilhelmina Kinderziekenhuis heb gezeten wil ik 

ook graag bedanken. Tijdens onze besprekingen, met name die over moeilijke 

casus,  heb ik veel geleerd. En ik heb veel respect voor jullie als dokters en 

hulpverleners. 

 

Beste Maartje, Bert en Dorothea: veel dank voor alle waardevolle discussies 

over onderzoeksmethoden. En dan was het nog gezellig ook. 

 

Lieve dames van 4.126 "old school". Anneloes, Caroline, Gerrie-Cor, Ilonca, 

Lotte, Marianne, Marie-Elise en Marjolein. Bedankt voor de geweldige tijd in 

‘het kippenhok’. Ik wens jullie allemaal het allerbeste! 

 

Beste Rieke, Jonneke en Annelien. Inmiddels vormen wij een echte ethiek-

groep binnen het Julius Centrum. Ik ben heel blij dat ik met zulke goede en 

aardige collega's kan samenwerken. Volgens mij staan we pas aan het begin!   

  

Lieve Marcel, Karin, Jan, Babs en Babette. De vriendschappelijke banden die 

we lang geleden smeedden zijn nog altijd niet verbroken. We vernieuwen het 

contact gelukkig steeds weer.  

 

Alex Huibers, je bent helaas alleen nog in gedachten bij ons. Ik kan je dus niet 

echt bedanken, maar in dit proefschrift mag jouw naam beslist niet ontbreken. 

Jouw persoonlijkheid en levenswijze zijn 10 jaar na je overlijden nog steeds 

een bron van inspiratie voor mij.  

 

Lieve Ilse, al jaren mijn soulmate. We zien elkaar veel te weinig! Bedankt voor 

je vriendschap. Ik weet dat ik altijd op je kan rekenen. 

 

Lieve Vincent en Welmoed, ik ben heel trots op mijn paranimfen! Geweldig dat 

jullie zo enthousiast reageerden op mijn verzoek. En alvast veel dank voor 

jullie hulp: ik kan het gebruiken! 
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Lieve Anneke, al 10 jaar ben je een belangrijke steun voor ons gezin. Ik ben je 

heel dankbaar omdat je zo'n lieve oppas voor de kinderen bent en voor de 

enorme berg werk die je verzet in ons huis. Je bent goud waard! 

 

Lieve ouders, Thom en José,  het is heel fijn om uit een warm gezin te komen. 

Jullie hebben mij veel belangrijke dingen meegegeven en zijn altijd een 

voorbeeld. Ik hou heel veel van jullie! 

 

Lieve zus, broers, zwager  en schoonzussen. Ik vind jullie allemaal geweldig! 

Graag zou ik veel vaker bij jullie op de stoep staan. Zeker nu ik zoveel 

prachtige neefjes en nichtjes heb. Bedankt voor alle liefde en gezelligheid. 

 

Thomas, Koen, Sterre en Mijntje: jullie zijn een stel eersteklas kinderen! Ik ben 

dolblij dat ik jullie moeder ben en ik hou van jullie helemaal tot aan de 

maan....en weer terug. Weet dat jullie altijd op mij kunnen rekenen.  

 

Roeland, mijn lief, ik hou van jou en ben trots op ons leven samen. Ik prijs me 

gelukkig met jouw liefde en steun. Als ik jou en de kinderen weer eens uit volle 

borst hoor zingen: 'ons gezin gaat nooit verloren, knoop dat in je oren...' dan 

weet ik dat het allemaal goed is! 
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