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INTRODUCTION

On 19 October 2005, the 33rd Session of the General Conference of UNESCO adopted 
the Universal Declaration on Bioethics and Human Rights (hereafter referred to as the Dec-
laration). The Declaration embodies a set of bioethical principles that has been agreed 
upon by 191 Member States of UNESCO after an intense elaboration and consultation 
process involving independent and governmental experts from all regions of the world. 
This set of bioethical principles provides a common global platform by which bioethics 
can be introduced and strengthened within each Member State, and UNESCO is man-
dated to promote, disseminate and elaborate these principles for practical purposes.

The core curriculum consists of two sections. Section 1 (this document) provides the 
core contents with objectives, syllabus and teacher manual for each unit of the curricu-
lum. Section 2 contains the proposed study materials for each unit of the curriculum.

The UNESCO Bioethics Core Curriculum sets out to introduce the bioethical prin-
ciples of the Universal Declaration on Bioethics and Human Rights to university students. 
Bioethics teaching has not been introduced in many universities in many countries. This 
UNESCO Bioethics Core Curriculum can provide an incentive to start introducing such 
teaching. Its contents are based on the principles adopted in UNESCO. It therefore 
does not impose a particular model or specific view of bioethics, but articulates ethical 
principles that are shared by scientific experts, policy-makers and health professionals 
from various countries with different cultural, historical and religious backgrounds.

The UNESCO Bioethics Core Curriculum furthermore presents a core: it defines what 
should be regarded as the minimum (in terms of teaching hours and contents) for ap-
propriate bioethics teaching. It allows flexible application. It also invites teachers and 
students to expand its contents and approaches in diverse directions.

The core curriculum is built upon learning objectives. Each unit starts with specific 
objectives. The focus on objectives not only serves to demarcate the contents for each 
unit. It also is the basis of the assessment of the program as well as the evaluation of the 
students.

The primary target group of the core curriculum is medical students. The teaching 
should be implemented before the end of the clinical phase of their medical education. 
Although the core curriculum can be introduced in the pre-clinical phase of medical 
studies, it will probably be more effective for students who are in the clinical phase. 
These students have experienced the need for ethical reflection and they will also more 
easily recognize the ethical dimension of cases and problems.

Nowadays, bioethics teaching is also introduced in other educational programs such 
as nursing education, health care sciences, dentistry and public health. Furthermore, 
bioethics teaching is provided to law, philosophy and social sciences students. The core 
curriculum can be used for teaching to these other categories of students. It provides a 
basic training on the fundamentals and major issues of present-day bioethics. 

Students engaged in research with human beings should partake in additional training 
beyond the core curriculum.

When bioethics teaching is lacking at all levels of education, the core curriculum can 
also be used as the first introduction into bioethics for health care professionals (medi-
cal doctors and nurses in particular). It is therefore useful for post-academic training 
and continuing education. The curriculum may also be applied in educational programs 
for members of ethics committees.

Background

Justification

Objectives

Target groups
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∆	 Units	based	on	principles

The first thing a teacher will notice about the syllabus is its innovative and unconven-
tional structure. Typically, ethics courses in medical schools are organized around spe-
cific medical dilemmas such as beginning of life and end of life issues. The core curricu-
lum, however, is designed around the bioethical principles of the Declaration, with each 
unit of the syllabus (except for the first two units) elaborating one of the principles. The 
primary rationale for this design is firmly rooted in the fact that Member States have 
achieved consensus on these bioethical principles, thus establishing an uncontroversial 
core curriculum for the teaching of bioethics in all Member States.

∆	 Not	a	complete	course	but	source	of	inspiration

However, the core curriculum should not be treated as a comprehensive curriculum in 
bioethics. It is recognized that the content of the core curriculum does not necessarily 
cover all aspects of bioethics. Traditional issues that have not been included could be in-
corporated as examples that are pertinent to one or several of the Declaration’s principles 
within the curriculum’s framework. Furthermore, the number of hours proposed for each 
unit should be considered as the minimum amount of time to be dedicated to the mate-
rial. It is preferred that teachers do not deem the proposed time allotment as sufficient, 
and they should strive to build more hours into their teaching. Although UNESCO has 
taken measures to ensure that the curriculum is sensitive to various social, cultural and 
economic contexts, it is emphasized that teachers using the curriculum must still exercise 
discretion on the methods employed to convey the content of the curriculum, selecting 
contextually relevant materials provided or sourcing other available materials. Therefore, 
the core curriculum is intended to be a minimum teaching programme in bioethics with 
the possibility of further innovation, expansion and flexible application in different con-
texts. It is not intended to impose a particular model of teaching but rather is a source of 
ideas and suggestions on how to approach bioethics teaching.

∆	 Flexibility

Teachers are encouraged to build additional modules focusing on traditional and other 
relevant issues around the units of the syllabus, bearing in mind that all units should 
be covered, dedicating at least the minimum recommended time. The proposed order 
of units could and should be adjusted according to the teaching style of the teacher. 
However, it should also be noted that the following units should be taught in conjunc-
tion to maintain a logical flow of the syllabus: Units 1 and 2; Units 5, 6 and 7; Units 13, 
14 and 15; and Units 16 and 17. Depending on the structure of university education, this 
can imply that some units of the core curriculum will be taught in earlier phases of the 
university program, and other units in later stages. Implementation of the core curricu-
lum may have many varieties, as long as the appropriate connection between the units 
and the coherence among the units is maintained. It is up to individual schools and 
universities to design additional hours into the implementation of the core curriculum, 
as well as decide how and at what level the core curriculum should be integrated into 
the university program.

∆	 Wider	scope	of	bioethics

Teachers should keep in mind that the core curriculum is meant to provide them a 
way of getting students to reflect upon the ethical dimensions and human rights con-
siderations of medicine, health care and science, and that the Declaration approaches 
bioethics by going beyond the usual individualistic perspective of ethics, widening the 
scope to include social and community issues. Finally, it is stressed that although a 
bioethics course is important and a prerequisite, ethics needs to be taught as much as 
possible throughout the entire university curriculum.

Structure of the  
curriculum and  

possible uses
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As with other courses in university education, bioethics teaching should be evaluated. 
Two types of evaluation will be necessary.

∆	 Course	evaluation

After completion of the core curriculum the teaching should be evaluated. Students as 
well as teachers are invited to provide feedback on the implementation of the curricu-
lum. The purpose of this evaluation is to identify how the course and the teaching can 
be improved. In order to obtain comparable data about the implementation, UNESCO 
will develop a standardized questionnaire for the evaluation of the course.

∆	 Student	evaluation

The purpose of this evaluation is to assess whether the teaching of the course has re-
sulted in the accomplishment of the objectives in each student. This evaluation is there-
fore focused on assessing the impact of the course in individual students. Various meth-
ods can be used: a written test, a multiple choice test, paper assignments, case analyses, 
presentations, essays, oral examinations.

In the future, on the basis of the outcome of the evaluation of the core curriculum, other 
assessment methods can be suggested.

As they adapt the curriculum to their teaching styles and contexts, teachers are invited 
to submit additional modules they have developed around the core units of the syllabus 
as well as additional study materials that are deemed useful. Teachers are also encour-
aged to provide feedback on the core curriculum to enable UNESCO to improve the 
product.

Please submit all feedback and materials to:

Ethics Education Programme (Bioethics Core Curriculum)
Division of Ethics of Science and Technology
Sector for Social and Human Sciences
UNESCO
1, rue Miollis
Paris 75732
France
Email: eep@unesco.org

Methods of assessment

Feedback

Introduction
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CORE CURRICULUM CONTENT

What	is	ethics?*	 	 	 	 	 	 	 	 2 hours

What	is	bioethics?*	 	 	 	 	 	 	 2 hours

Human	dignity	and	human	rights	(Article	3)	 	 	 	 	 2 hours

Benefit	and	harm	(Article	4)		 	 	 	 	 	 2 hours

Autonomy	and	individual	responsibility	(Article	5)**	 	 	 	 1 hour

Consent	(Article	6)**	 	 	 	 	 	 	 2 hours

Persons	without	the	capacity	to	consent	(Article	7)**	 	 	 	 2 hours

Respect	for	human	vulnerability	and	personal	integrity	(Article	8)	 	 	 1 hour

Privacy	and	confidentiality	(Article	9)	 	 	 	 	 	 2 hours

Equality,	justice	and	equity	(Article	10)	 	 	 	 	 2 hours

Non-discrimination	and	non-stigmatization	(Article	11)	 	 	 	 2 hours

Respect	for	cultural	diversity	and	pluralism	(Article	12)	 	 	 	 2 hours

Solidarity	and	cooperation	(Article	13)***	 	 	 	 	 2 hours

Social	responsibility	and	health	(Article	14)***		 	 	 	 2 hours

Sharing	of	benefits	(Article	15)***	 	 	 	 	 	 2 hours

Protecting	future	generations	(Article	16)****	 	 	 	 	 1 hour

Protection	of	the	environment,	the	biosphere	and	biodiversity	(Article	17)****	 1 hour

        Total: 30 hours

Content	Note	 	 (1	hour = 60 minutes)

*	Units	1	and	2	are	tied	together.
**	Units	5,	6,	and	7	are	tied	together.
***	Units	13,	14,	and	15	are	tied	together.
****	Units	16	and	17	are	tied	together.

UNIT 1

UNIT 2

UNIT 3

UNIT 4

UNIT 5

UNIT 6

UNIT 7

UNIT 8

UNIT 9

UNIT 10

UNIT 11

UNIT 12

UNIT 13

UNIT 14

UNIT 15

UNIT 16

UNIT 17
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COURSE LEARNING OBJECTIVES

Students should be able to identify ethical issues in medicine, health 

care and life sciences

Students should be able to provide rational justification for ethical decisions

Students should be able to apply the ethical principles of the Universal 

Declaration on Bioethics and Human Rights

General Objectives
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      UNIT 1

Unit Learning  
Objectives

Outline of  
the Syllabus

1

2

3

What is ethics?

Students should be able to recognize and distinguish an ethical issue 
from other issues

Students should be able to reason about ethical issues

The	moral	point	of	view

	 What	is	ethics?

	 The	world	of	ethics

	 The	universal	experience	of	duty

	 Moral	experience	is	universal,	but	some	moral	perceptions	and	judgements	vary

	 Universality	and	variability	of	human	morality

	 Moral	statements

The	nature	of	moral	judgements

	 Three	types	of	sentences

	 Surface	grammar	and	depth	grammar

	 Moral	criteria	and	moral	judgements

An	ethical	method	of	reasoning

	 First	step:	Fact	deliberation
	 	 i	 The	case
	 	 ii	 Deliberation	about	the	facts

	 Second	step:	Value	deliberation
	 	 i	 Identification	of	the	moral	problems
	 	 ii	 Choice	of	the	main	problem
	 	 iii	 The	values	at	stake

	 Third	step:	Duty	deliberation
	 	 i	 Reflecting	on	the	most	challenging	cases
	 	 ii	 Reflecting	on	other	cases

	 Fourth	step:	Testing	consistency

	 Fifth	step:	Conclusion

a

b

c

d

e

f

a

b

c

a

b

c

d

e
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UNIT 1

Teacher Manual

1 The	moral	point	of	view

	 What	is	ethics?

Morality is a unique feature of the life of human beings. It is deeply influenced by 
several cultural factors, such as history, traditions, education, religious beliefs, etc. The 
intellectual analysis of this human dimension in all of its complexity is the goal of the 
discipline called Ethics. Ethics does not create morality or moral behaviour. The goal 
of ethics is much more modest: to explore the nature of moral experience, its universal-
ity and its diversity. Ethics and morality are generally taken as synonyms, because they 
originally had the same meaning: the study of the disposition, character, or attitude of a 
specific person, group of people or culture, and ways of promoting or perfecting it. 

	 The	world	of	ethics

In its development through history, the discipline called Ethics has known different ap-
proaches. None of them have obtained, to this moment, a general agreement. There are 
ethical systems ordered around the ideas of law, duty, obligation, virtue, happiness, prin-
ciples, consequences, etc. In an effort to capture the valuable insights of each of these ap-
proaches it will be useful to begin by analyzing the universal moral experience of human 
beings. Proceeding this way, two concepts emerge as basic: one is ‘value’ and the other is 
‘duty’. Values can be identified amongst all peoples and societies and they often provide 
unique identifiers of those cultures. Values therefore predate the discipline called ethics, 
being promoted by religions, cultural traditions, history, etc. Values are the background of 
many other moral concepts derived from them, like principles, norms, laws, virtues, etc. 
One of the most important goals of ethics is the intellectual analysis of values and value 
conflicts, in order to define our duties. And duties always involve the values at stake in 
each specific situation, promoting them as much as possible.  

	 The	universal	experience	of	duty

We all consider that some things ought to be done and others avoided. We have a duty to act 
in certain ways rather than others. The experience of duty is one of the most universal char-
acteristics of human life. There is no human language without the so-called ‘duty-verbs’, 
such as ‘must’, ‘ought’, ‘shall’, or without imperative moods, in order to express commands, 
like: ‘do no harm!’, ‘fulfil your promises!’, ‘do not steal!’, ‘do not lie!’. Similarly, there is no 
human society without some rules of conduct, either ‘prohibitions’ or ‘obligations’.

	 Moral	experience	is	universal,	but	some	moral	perceptions	and	judgements	vary

For instance, morality has been changing all over human history. Moral values are differ-
ent depending on the place in which one is living, the language one speaks, the culture, 
the religions practised. Ask the students to provide examples.

	 Universality	and	variability	of	human	morality

It follows from the previous statements that there are some universal and unchange-
able elements in human morality, but others are historically conditioned and particular. 
Structurally, morality is always the same, but the contents are, at least to some extent, 
variable. In fact, moral values are constantly evolving. But at the same time, some moral 
duties remain unchanged, reflecting the logical limits of what counts as part of moral 
discourse. For instance, do not harm others, or tell the truth.

	 Moral	statements

Human beings express, communicate, and exchange human experiences through lan-
guage. Statements are judgements, propositions or assertions that attribute some predi-
cates to subjects.

f

e

c

d

b

a
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The	nature	of	moral	judgements
	 Three	types	of	sentences

  i Mahatma Gandhi was 1.5 metres tall.
  ii Mahatma Gandhi was nice.
  iii Mahatma Gandhi was good.

	 Surface	grammar	and	depth	grammar

The words surface grammar refers to the construction of the sentences in terms of 
subject, verb and complement. The sentences are identical in this respect. As the first 
sentence ascribes a property to a subject we might expect the others to do the same. 
However when we look at the way we handle the sentences in the case of apparent dis-
agreements about their truth we see that they behave very differently. This shows that 
the depth grammar or the logical character of the sentences varies.
	 	 i	 How do we resolve a disagreement about the first sentence? It is a matter of  
   measurement. Though we might not be in a position to make the measurement  
   we certainly know what it would be like to make it. Our understanding the  
   sentence depends on such knowledge. If two people disagree about the claim  
   made by the sentence one of them must be wrong. It is a question of objective  
   fact, an empirical claim.
	 	 ii	 How do we resolve an apparent disagreement about the truth of this sentence?  
   Each speaker might be able to give a reason for their statement. But they do  
   not have to be able to do so and might simply say that they just like him. There  
   is no logical limit to what people may like or dislike. The lesson is that the  
   sentence is not in fact about Gandhi at all but about the speaker who is simply  
   expressing a feeling he has about Gandhi. This is not therefore a statement at all  
   but an expression of feeling. The speaker might be trying to deceive us but he  
   cannot be mistaken.
	 	 iii	 How do we resolve a disagreement about the truth of the final sentence?  
   No-one can say that they have no reason for the claim as it is not a matter of  
   whim. Further there are limits to the kind of consideration which can count  
   as a proper reason. It has to be a moral reason. Thus the fact that Gandhi  
   was a man of peace who supported non-violent protest would be a justification  
   of the claim. But another observer might consider that opting for non-violent  
   protest is a sign of weakness which hinders the quest for justice. This would be  
   a reason for disagreeing with the claim. Thus the same consideration can count  
   either for or against the judgement. It follows that relevant criteria are called for  
   but they might not guarantee agreement.

	 Moral	criteria	and	moral	judgements

In the history of ethics we can find two groups of thinkers who have taken different views 
of moral statements depending on which of sentence i or ii most resembles sentence iii.
  One group have seen passions or emotions as the key element of moral sentenc-
es which makes them much like sentence ii. This takes seriously the possibility of no 
agreement being reachable by the application of reason. However it ignores the fact that 
there are logical limits to the feelings relevant to moral statements. It has been pointed 
out that we cannot simply experience feelings like pride by just trying hard. Rather 
we have to remember some achievement or relation to the object of pride in order to 
experience pride. Similarly we cannot experience the moral feeling of shame without 
recalling some unworthy event in our lives.
  It has also been pointed out that no rule of behaviour can count as a moral principle 
except it is related to a family of concepts like respect, truthfulness, pride, ostentation, 
harm, benefit and so on. These logical limits make moral statements appear to be akin to 
sentence i. But to overemphasise this similarity suggests that all moral disagreements can 
be resolved by appeal to these principles and criteria. But if it were not for moral values 
there would be no moral problems for these are created by tensions between those values 
in specific situations. Nevertheless reason has its role to play in moral deliberation for the 
logical limits we have referred to have to be respected. In many cases reasonable reflec-
tion will facilitate agreement but it simply cannot be guaranteed to do so.

2

b

c

a
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An	ethical	method	of	reasoning
	 Decision-making	and	ethics

Ethics is both a theoretical and a practical discipline. The language of ethics refers to 
duties and values. One goal of ethics is to determine right decisions, and in order to do 
that, it is necessary to go step by step, analyzing, first, the facts of the case, second, the 
values at stake, and third, the duties.

	 First	step:	Fact	deliberation

	 	 i	 The	case
The deliberation process begins always in the same way, with the presentation of a 
problem or a case, which is often difficult from the moral point of view. This difficulty 
is perceived as a conflict, generally called ‘moral conflict’. Conflicts appear when a deci-
sion should be taken, and it is difficult to identify the best course of action, because in 
all possible actions important values are at stake, and selecting one implies the infringe-
ment of other compelling values. The goal of the ethical method of reasoning is always 
the same, to help people to resolve these kinds of problems, taking wise or decisions.

	 	 ii	 Deliberation	about	the	facts
In order to resolve a moral conflict, the first thing we must do is to make a careful 
analysis of the facts of the case, lowering the uncertainty in this field as much as pos-
sible and also correcting misperceptions. This is not an easy task, and it usually takes a 
lot of time. But at this point, the careful analysis of facts is basic if we want to do things 
well. For instance, a careful analysis of medical facts is essential in medicine in order to 
know the situation of the patient, the diagnosis, prognosis, and treatment. This is a very 
difficult task. We must reduce uncertainties as much as possible, through the process 
of individual or collective deliberation. Nobody knows all possible facts involved in a 
situation. Our perception of facts is influenced by our education, cultural background, 
personal expertise and experience. We might have been trained to perceive some facts, 
for instance, the medical ones, but we might not have the same sensitivity to perceive 
others, such as the patient’s socio-economic situation, which other people, with other 
training, perceive more readily. Therefore, we should analyze facts carefully, considering 
the advice of other people when things are difficult. For instance, in medicine so-called 
‘clinical rounds’ often take place, in which members of the health care team discuss the 
facts of a clinical case, in order to reduce their uncertainty about its diagnosis, prog-
nosis, and treatment. However their considerations should range more widely than the 
medical facts and should take account of the patient as a whole.

	 Second	step:	Value	deliberation

	 	 i	 Identification	of	the	moral	problems
The analysis of a case starts when somebody thinks that he or she has a problem and 
thinks it is a moral problem. Such cases are often more complex than they at first ap-
pear. People ask about a problem, but this does not mean that this is the only problem 
the case presents. It is necessary, therefore, to identify and describe the different moral 
problems we are able to find in the case, to enable full and unambiguous discussion.

	 	 ii	 Choice	of	the	main	problem
After the identification of all ethical problems at stake in the case, we must choose one 
among them, which is to be discussed in the next steps of the analysis. Problems should 
be discussed one by one. Only after the discussion of one can we begin the debate about 
another, and so on. If we mix different problems, reaching a conclusion will be impos-
sible. In any case, we consider that the problem to be discussed first is, of course, that 
conveyed by the person who presented the case in step 1. This is the main problem, at 
least for him or her, and our duty now is to help him or her to reach a wise decision. 
The problem identified by the questioner might be insignificant compared to other 
moral problems the case involves. The solution of the major problems might remove the 
original problem from the scene altogether. For example a doctor might perceive the 
problem of whether to choose a more expensive form of treatment for a patient or not 
when the major problem might be that he has not enquired whether the patient wants 
to be treated at all. Therefore, we should analyse the problem conveyed by the person 
who presented the case, and the problems on which it is dependent, if they exist.

UNIT 1

3

b

a
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	 	 iii	 The	values	at	stake
We have been talking until now of ‘problems’, and ‘moral problems’. We have not given a 
precise definition of this expression. ‘Moral problems’ are always concrete, specific. They 
are not abstract. When someone has a moral problem, it is because he or she does not 
know which moral value should be respected in the situation. We say that the person has 
a ‘conflict of values’. Therefore, the specific language of ‘moral problems’ can be trans-
lated into the abstract and universal language of ‘values’ and ‘conflict of values’. Values are 
special qualities. For instance, justice and truthfulness are values. Values are qualities that 
human beings think important. If we think of a world without justice, or truthfulness, we 
can realize that these are important or positive values. There are, of course, opposite val-
ues to them, as injustice. Our duty is always and necessarily to implement positive values, 
promoting them in our world. And moral conflicts appear when the attempt to implement 
a specific value infringes the fulfilment of another. In order to solve this conflict, the first 
thing to do is to identify the different values at stake; that is, to translate ‘moral problems’ 
into the language of values and ‘conflict of values’.

	 Third	step:	Duty	deliberation

A conflict of values can be solved in different ways, and our duty is to identify and 
choose the best one, that is, that which promotes best the fulfilment of positive values, 
or that infringes least upon the values at stake. Therefore, we must identify the different 
possible courses of action of the case. And the easiest way of doing that is identifying 
first the extreme courses of action.

	 	 i	 Reflecting	on	the	most	challenging	cases
It is important for the doctor to be sensitive to the whole range of ethical values in deal-
ing with clinical cases. Such sensitivity, however, will often present challenges which 
would otherwise not occur. These challenges are ethical in nature in that it is the ten-
sions between respect for various values which make it difficult to decide what should 
be done. There will be more and less demanding challenges of this kind. The most prob-
lematic for the doctor to deal with will be those where it seems that whichever alterna-
tive course of action is taken he will be doing wrong by failing to respect an important 
value. These situations are called dilemmas and are rarer than might at first appear. 
More often than not careful consideration of all aspects of the case will show that the 
dilemma is only apparent. The following example is such a case.
  A Jehovah Witness refuses a blood transfusion for himself in line with his sincere 
religious beliefs but at the same time asks for help in saving his life. The two main values 
at stake here are respect for his spiritual wellbeing on the one hand, and respect for his 
physical wellbeing on the other. We might at first think that we cannot maintain respect 
for both of these values in this situation. If we are correct then we shall have choose 
between the extremes and sacrifice one value for the other believing that we are doing 
wrong whichever option we take. This would constitute a moral dilemma. Our view 
might be that the best outcome of the treatment is the survival of the patient whereas 
his view might be that surviving at the cost of being damned forever would be the great-
est possible personal disaster.
  Our first moral duty is to endeavour to respect all values at stake as much as pos-
sible. Ideally we need to find a way of saving the life of the patient without ignoring his 
religious beliefs. That is, we need to carefully examine our initial belief that we have a 
genuine dilemma on our hands. There are numerous possible ways of respecting both 
values in such cases. For example, around 12% of Jehovah’s Witnesses do not fully agree 
with the Watchtower’s blood doctrine. One intermediate course of action is, therefore, 
to evaluate individual beliefs in respect to blood among Jehovah’s Witnesses patients. 
Some of them accept some form of blood or blood products. If we find that our patient 
is firmly opposed to this option there are other possibilities. One is the use of bloodless 
surgery techniques. Another is the use of transfusion alternatives, like volume expand-
ers, and oxygen therapeutics (Perftec, Hemopure, Oxygent, PolyHeme, Perfloran). And 
yet another course of action is avoiding the use blood or any substitute unless the need 
really arises. Thus in the case under discussion the apparently contradictory ethical 
demands on the clinician can both be satisfied. Failure to reflect on these matters could 
result in serious harms to the patient whichever of the two apparent options is taken. 

c
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	 	 ii	 Reflecting	on	other	cases
Most moral problems which face doctors in treatment decisions are less dramatic than 
the apparent dilemmas such as the case cited above. They usually take the form of num-
bers of ethical values calling for attention and making demands on practitioners. These 
call for careful consideration but do not suggest that the practitioner is presented with 
an impossible task to find an acceptable solution. We might call these moral problems 
rather than dilemmas. Nevertheless considerable harms can be caused if the doctor fails 
to take the various issues into account. The reflection should involve weighing the vari-
ous values against each other in the specific situation to facilitate the wisest decision. 
That decision will be the one which is least morally objectionable, or, to put it another 
way, involves least disrespect for the values which figure in the case. These reflections 
can be complex and different cases might involve details which tip the balance one way 
or the other to give priority to a particular value. Sadly neat solutions are not always 
available but there are a number of possible outcomes. There are those where each 
value is compromised somewhat but at no great moral cost, and others where one value 
or set of values will be seen to outweigh the others in the specific set of circumstances. 
In the latter cases that value or set of values will win out over the other at no moral cost 
for the duty to act in that situation becomes clear.

	 Fourth	step:	Testing	consistency

It is important that moral reflection is consistent. Special pleading involves giving undue 
weight to one or more consideration because it is in the interest of the decision maker so to 
do. This will always prejudice the decision and undermine the proper role of reason in ethi-
cal reflection. We can use a number of techniques to guard against such inconsistency.
	 	 i	 We can avoid such bad practice by referring to some external measures such  
   as the Law. Though the law does not solve ethical problems it does usually  
   reflect the moral values of citizens. On some occasion laws might be unjust  
   and not serve us in this way.
	 	 ii	 We can also ask ourselves the question: Would I behave in this way if it was to  
   become generally known that I had done so? An honest appraisal in these  
   terms would draw our attention to our disregard for the principle which has  
   been extremely important in the history of ethics, namely to act in such a way  
   as to be able to wish that mode of behaviour be a universal law.
	 	 iii	 We should not be hasty in drawing conclusions in moral reflection. Once  
   presented with moral problems in practice doctors experience a considerable  
   injection of emotions. Such feelings are not unimportant but they might cloud  
   any immediate judgement and stimulate rash decisions. Using the time that is  
   available, which might also involve consulting with colleagues, allows these  
   emotional rushes to recede somewhat and facilitate wiser decisions.

	 Fifth	step:	Conclusion

The desired outcome of all these reflective activities is to arrive at wise decisions. Practi-
cal wisdom, the art of making well-thought decisions is the moral virtue par excellence. 
Well-thought decisions are not necessarily universally agreed decisions. Serious and 
responsible people can disagree on ethical matters. However it has been said that the 
unexamined life is not worth living and in medicine it is certainly true that the morally 
unreflective life is to be deplored.
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What is bioethics?

Students should be able to explain the difference between medical  
ethics and bioethics

Students should be able to differentiate bioethics, law, culture,  
and religion

Students should be able to explain the principles of bioethics and  
how to balance these principles in practice

The	birth	of	bioethics
	 The	coining	of	the	word	‘bioethics’

	 Bioethics	as	bridge	between	facts	and	values

	 Bioethics	versus	medical	ethics

	 The	idea	of	Potter

	 Bioethics	as	global	ethics

Health	and	disease	as	values
	 Health	and	disease	are	facts	as	well	as	values

	 Health	identified	with	wellbeing

Principles	of	bioethics
	 Health	care	decisions	include	facts	and	values

	 The	principles	of	the	Universal Declaration on Bioethics and Human Rights

	 Many	principles	have	not	been	respected	throughout	history

	 Paternalism	and	‘informed	consent’

	 Conflicts	between	bioethical	principles.	Limits	to	the	autonomy	of	patients

	 Limits	of	justice	and	resource	allocation

	 Limits	to	paternalism
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Ethics	committees
	 Previously,	moral	conflicts	were	scarce

	 Nowadays,	many	principles	need	to	be	respected	and	they	are	often	in	conflict

	 The	occurrence	of	conflicts	is	not	negative

	 The	main	goal	of	bioethics	is	to	manage	moral	conflicts

	 To	accomplish	this	goal,	bioethics	uses	deliberation

	 ‘Bioethics	committees’	are	platforms	for	deliberation

	 Different	types	of	committees

	 Ethics	committees	are	not	legal	tribunals

Medical	professionalism
	 Professional	ethics

	 Changes	in	medical	ethics

	 The	unchanging	goal	of	professional	ethics

	 Professionals	strive	for	excellence

The	birth	of	bioethics

  Bioethics is a relatively new word coined by a biochemist, Van Rensselaer Potter, in 
1970 in an endeavour to draw attention to the fact that the rapid advances in science had 
proceeded without due attention being paid to values. For some time the word referred 
to the attempt to link scientific facts and values in the area of environmental concerns. 
Nowadays it has taken on a more general meaning which includes medical, or more gen-
erally, health care ethics. Though there are examples of reflection on ethics in medicine 
through the ages the subject of bioethics has mushroomed into sub-discipline of ethics 
in the past decades. This growth was stimulated both by abuses of human beings in the 
course of medical research, especially during the Second World War, and by the emer-
gence of medical technologies which have challenged various widely held public values.

  Potter conceived this new discipline, bioethics, as a ‘bridge’ between ‘facts’ and ‘val-
ues’. During the second half of the twentieth century, he said that biological sciences 
had been increasing their knowledge and technical power continuously, but reflection 
about the values at stake has not progressed in the same proportion. Potter said that he 
coined the word bioethics using two Greek words, bíos, life, representing the facts of life 
and life sciences, and éthos, morals, referring to values and duties.

  One profession dealing with life during centuries and millennia, especially with hu-
man life, has been medicine. But today there are many sciences and professions working 
in this field. Therefore, bioethics should not be confused with medical ethics, which is 
only one of its branches. The field of bioethics is as wide as the facts of life, and its study 
is divided in many branches, each one with its specificity: Ecological or environmental 
bioethics, Medical bioethics, Clinical bioethics.

  The idea of Potter, and in general of bioethics, is that not all that is technically possible is 
morally right, and that some control of our intervention in nature and the environment, on 
animals and on human beings, is needed. The future of life and of humankind is at stake.
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  Bioethics is the first attempt of thinking ‘globally’ in ethics. In fact, one of the books 
written by Potter is titled Global Bioethics (1988). Throughout its history, ethics has not 
had a global dimension. The widest criterion introduced in ethics was the Kantian prin-
ciple of ‘universality’: ‘Act only according to that maxim whereby you can at the same 
time will that it should become a universal law’. But the German philosopher Immanuel 
Kant (1724-1804) probably understood ‘universal’ in a very narrow way, as comprising 
only all the actual human beings. On the contrary, the idea of ‘globalization’ includes 
not only all actual human beings, but also future generations (called ‘virtual’ human be-
ings), all other living organisms, and also nature, the environment.

 Global bioethics includes, therefore:
	 	 i	 All actual human beings (see Units 5–15)
	 	 ii	 Future human beings (see Unit 16)
	 	 iii	 All living organisms and the environment (see Unit 17)

Health	and	disease	as	values

  Health and disease, like life and death, are not bare facts, but also embody values. 
Usually health and life are valued and disease and death disvalued. It is also true that 
values can determine what counts as health itself. Many physicians, especially in the 
West, think that health and disease can only be understood as bare facts. Diseases, they 
say, are due to the alteration of some tissues or parts of the human body, which can be 
determined scientifically. Therefore they conclude that disease is a scientific fact, the 
same as the usual facts in physics or in chemistry.

  We think of health as positive as a good and disease as negative, as an evil. Nowadays it is 
usual to identify health with wellbeing. This is the core idea of the definition of health stated 
by the World Health Organization (see Unit 4). People think today that they are ill when 
they feel some lack of wellbeing, even without any biological alteration. Because of this new 
conception of health values are important in the concepts of health and disease.

Principles	of	bioethics

  Physicians and other health care professionals have to make health care decisions. Many of 
the facts they consider have values built into them, for example that a given condition causes 
suffering or threatens a patient’s life or detracts from their wellbeing in some other way.

  Our duties are always the promotion and implementation of values. The duty of 
promoting values is the origin of norms. When these norms are wide and general, they 
are called principles. The UNESCO Universal Declaration on Bioethics and Human Rights 
identifies fifteen bioethical principles:

	 	 i	 Human	dignity	and	human	rights
	 	 ii	 Benefit	and	harm
	 	 iii	 Autonomy	and	individual	responsibility
	 	 iv	 Consent
	 	 v	 Persons	without	the	capacity	to	consent
	 	 vi	 Respect	for	human	vulnerability	and	personal	integrity
	 	 vii	 Privacy	and	confidentiality
	 	 viii	 Equality,	justice	and	equity
	 	 ix	 Non-discrimination	and	non-stigmatization
	 	 x	 Respect	for	cultural	diversity	and	pluralism
	 	 xi	 Solidarity	and	cooperation
	 	 xii	 Social	responsibility	and	health	
	 	 xiii	 Sharing	of	benefits	
	 	 xiv	 Protecting	future	generations
	 	 xv	 Protection	of	the	environment,	the	biosphere	and	biodiversity
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  Many of these principles have not been respected through history. For instance, phy-
sicians have traditionally applied their own values and neglected those of patients in 
making clinical decisions. Doctors as experts have considered that they know best what 
is good for their patients as fathers know what is best for their children. This historical 
approach has been called ‘paternalism’ and is now seen as inadequate.

  Paternalism is a behaviour that might be taken as morally when societies are homo-
geneous from the point of view of values. This was the case in the past, and might be 
thought so today in many parts of the world. People in traditional societies shared the 
same values. When physicians, therefore, made medical decisions taking into account only 
their own values, they could suppose they were respecting also the values of their patients. 
But this situation has changed drastically during the last centuries. One of the reasons for 
this change has been the continuous mobility of people and the mix of different values, 
beliefs, and traditions in modern societies. There may yet be some societies where physi-
cians can assume that patients share their values but they would be very few. Doctors must 
therefore take patients’ values into account. This is the origin of the doctrine of ‘informed 
consent’, which counters the traditional paternalism of the medical profession. The moral 
principles here involved are the following of the previous list: i, iii, iv, vi, vii, and x.

  Professionals must respect the values of patients. But in some cases the values of pa-
tients cannot be honoured by physicians, because they are in conflict with other bio-
ethical principles. One very important duty of health care professionals is expressed by 
the traditional saying: ‘do no harm’. Medical interventions are risky, with important side 
effects, and many times they hurt people. The balance between benefits and risks is es-
sential in order to determine when medical procedures are harmful or not. A limit to the 
autonomy of patients is set by the moral principles listed with the numbers ii, ix, and xv.

  Another limit to the values of patients is fairness in the access to health care and the 
distribution of resources. The growing technological development of medicine is increas-
ing the price of health care to such an extent that most individuals are incapable of paying 
their own bills. This has opened another set of moral problems, all of them related to jus-
tice, the right to have health care, and the fair distribution of scarce resources. The moral 
principles to deal with these problems are the following: viii, ix, x, xi, xii, xiv and xv.

  Our moral duty is not only not to harm others, but to help and benefit them. This is 
especially important for health care professionals since their goal is to do the best for 
people in need. This has always been the main principle of medical ethics but today 
what is beneficial for patients and what is not cannot be determined only by health care 
professionals; it is also, and primarily, determined by patients. Ignoring this situation 
leads to paternalism. To act in the best possible non-paternalistic way: this is the new 
interpretation of the moral principles listed with the numbers ii, v, and xiii.

Ethics	committees

  The situation of present day health care is much more conflict laden than ever be-
fore. Traditional medical ethics used to work with the moral principle of beneficence 
and non-maleficence, understood in a paternalistic way. The only decision maker was 
the professional, and the only moral principle to be taken into account was beneficence 
and non-maleficence. Therefore, the possibility of moral conflict was very remote.

  On the contrary, there are different moral principles and values to be respected in 
each specific situation. Often, these principles conflict with each other. There are poten-
tial conflicts between all of them.

  The number of conflicts is not related to the morality of a society, or of a profession. In 
fact, conflicts arise when people are entitled to decide and take part in decision-making 
processes. When only one person has the power to decide and the unique moral duty of 
all others is obedience, conflicts are quite impossible. Conflicts are part of human life, and 
they are more frequent as respect for human freedom and moral diversity increases.

  The problem is not the existence of conflicts; the problem is the will to respect and re-
solve them. This is the main goal of bioethics, to train people in the management of moral 
conflicts, in order to take wise decisions and, in this way, improve the quality of health care.
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  In order to reach this goal, bioethics uses deliberation as the way of approaching and 
thinking about moral conflicts. People can work individually with this procedure, espe-
cially when problems are not very complex. But when conflicts are difficult, or when 
they involve many people, deliberation should be done collectively.

  There are some areas outside specific treatment decision making where special bio-
ethics bodies have been created to build respect for values into health care provision. 
This is the origin of so-called ‘bioethics committees’. They are platforms for delibera-
tions in order to take wise decisions and to make policy recommendations. There are 
different types of ethics committees, as described in the UNESCO Guides Establishing 
Bioethics Committees and Bioethics Committees at Work: Procedures and Policies:
	 	 i	 Policy-Making and Advisory Committees (PMAs)
	 	 ii	 Health-Professional Association (HPA) Bioethics Committees
	 	 iii	 Health Care Ethics Committees (HECs)
	 	 iv	 Research Ethics Committees (RECs) 

  Each of these committees has its own characteristics, as described in the UNESCO 
documents. For instance, HEC committees do important work in clinical bioethics. They 
consist of physicians, nurses, social workers, and lay members, both men and women. 
Different backgrounds, expertise and experiences allow a better understanding of cases, 
enriching all the individual perspectives and facilitating decision-making.

  HEC committees are not judicial bodies with the responsibility of sanctioning wrong 
conduct and imposing disciplinary measures. This is one of the biggest differences be-
tween ethics committees and legal tribunals. The goal of ethics is not to compete with 
law, but to promote wise decisions among people and professional excellence. Bioethics 
does not look for what is legally right but for what is humanly best. The goal of bioethics 
is to promote the best possible action.

Medical	professionalism

  Professionalism refers to the conduct, aims, or qualities that characterize or mark a 
profession or a professional person. The project ‘Medical Professionalism in the New 
Millennium: A Physician Charter’ defines professionalism as the basis of medicine’s 
contract with society. ‘It demands placing the interests of patients above those of the 
physician, setting and maintaining standards of competence and integrity, and provid-
ing expert advice to society on matters of health. The principles and responsibilities of 
medical professionalism must be clearly understood by both the profession and society. 
Essential to this contract is public trust in physicians, which depends on the integrity 
of both individual physicians and the whole profession’. (Annals of Internal Medicine 
2002; see http://www.annals.org/cgi/content/full/136/3/243) Professionalism is, therefore, 
directly related with ethics. Its ethical expression is called Professional Ethics. Some of 
its formulations are the Codes of Professional Ethics.

  Throughout the history of medicine, many changes have occurred in medical ethics. 
The influence of paternalism has decreased, to the same extent as respect for autonomy 
has increased. There have also been important changes related to access to health care 
services and the distribution of scarce resources.

  But there is one thing that has remained unchanged in professional ethics all over 
its history, which is the moral duty of professionals not only not to do harm but to do 
the best for their patients. This is a primary goal of professional codes of conduct which 
each professional is obliged to observe.

  Professionals must strive for excellence. They have in their hands the most valued 
things people have: life and health, and their duty is to do the best for them.
  
At the beginning of the Nicomachean Ethics Aristotle wrote: ‘There is some end of the things 
we pursue in our actions which we wish for because of itself, and because of which we wish for the 
other things; […] clearly this end will be the good, i.e. the best. Then surely knowledge of this good 
is also of great importance for the conduct of our lives, and if, like archers, we have a target to aim 
at, we are more likely to hit the right mark’. (Nicomachean Ethics I 1: 1094 a 18–26)

5

h

a

b

c

d

e

f

g

Bioethics Core i.indd   18 8/10/08   16:36:29

http://www.annals.org/cgi/content/full/136/3/243


19

Human dignity and human rights (Article 3)

Students should be able to explain and apply the concepts of human 
dignity and human rights

Students should understand the relevance of these concepts in the con-
text of bioethics

Concepts	of	dignity	in	the	history	of	ideas
	 Classical	antiquity

	 World	religions	traditions

	 Modern	philosophy

	 Contemporary	humanitarian	law
	 	 i	 The	Universal Declaration of Human Rights
	 	 ii	 The	European Convention on Human Rights and Biomedicine

Human	dignity	as	an	intrinsic	value	of	the	person	capable	(at	least	potentially	or	
as	a	member	of	natural	kind)	of	reflection,	sensitivity,	verbal	communication,	free	
choice,	self-determination	in	conduct	and	creativity	
	 Human	dignity	is	an	end	in	itself

	 Equality	in	dignity	of	all	human	beings

	 Respect	and	care

	 The	interests	and	welfare	of	the	individual	are	prior	to	the	sole	interest	of	society

	 Human	dignity	as	a	foundational	concept

The	diverse	understandings	of	human	dignity	in	different	cultural	and	moral	tradi-
tions	(Buddhist,	Confucian,	Judeo-Christian,	Muslim,	communitarian,	liberal)	and	
different	types	of	societies

A	person’s	dignity	and	rights	entail	others’	obligation	to	treat	a	person	respectfully

Ethical	aspects	of	health	care	provider-patient	relations	in	regard	to	human	dignity	
and	human	rights
	 The	problem	of	paternalism

	 In	treatment	of	children,	elderly	persons,	and	mentally	handicapped	individuals

	 In	palliative	treatment	of	terminal	patients	and	patients	in	‘vegetative	state’

	 In	treatment	of	embryos	and	foetuses
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There	are	several	concepts	of	dignity	in	the	history	of	ideas:

 Classical antiquity. Common understanding of dignity as deserving of honour and es-
teem according to personal merit, inherited or achieved. In ancient Greek philosophy, 
particularly of Aristotle and the Stoics, dignity was associated with human abilities of 
deliberation, self-awareness, and free decision-making.

 In many world religions human dignity is considered to be predetermined by the cre-
ation of human beings in the image of God; those who are weak in body and soul have 
dignity equal to those who are robust and sturdy.

 Modern philosophy proposed secular understanding of human dignity and progres-
sively associated this concept with the idea of human rights. In different teachings human 
dignity was presented as an aspect of personal freedom (Giovanni Pico della Mirandola) 
or an embodiment of one’s public worth (Thomas Hobbes), or as universal virtue, un-
conditional and incomparable worth determined by one’s autonomy rather than origin, 
wealth, or social status (Immanuel Kant). One of Kant’s basic principles of ethics – to treat 
any other person always at the same time as an end, never merely as a means (categorical 
imperative) – has been accepted by moral and political philosophy as the actual basis for 
the conception of human rights and in this sense it is a foundational concept.

 In contemporary international law, national constitutions, and other normative docu-
ments, human dignity is strongly connected with human rights. 
	 	 i	 According to Art. 1 of the Universal Declaration of Human Rights (1948),  
   ‘all human beings are born free and equal in dignity and rights.’ The Declaration  
   establishes human rights (like freedom from repression, freedom of expression  
   and association) on the inherent dignity of every human being. 
	 	 ii	 The European Convention on Human Rights and Biomedicine in Art. 1  
   declares protection of ‘the dignity and identity of all human beings and  
   guarantees everyone, without discrimination, respect for their integrity and  
   other rights and fundamental freedoms with regard to the application of  
   biology and medicine’ as its main purpose.

The	notion	of	human	dignity	expresses	the	intrinsic	value	of	the	person	capable	
(at	least	potentially	or	as	a	member	of	natural	kind)	of	reflection,	sensitivity,	
verbal	communication,	free	choice,	self-determination	in	conduct,	and	creativity.	

 Unlike material values, or financial prices, human dignity has no external equivalent; 
it is an end in itself. Unlike merit as an embodiment of publicly recognized personal 
achievements, a person is dignified as a human being as such. 

 All human beings are equal in dignity irrespective of gender, age, social status or ethnicity. 

 Recognition of a person’s dignity presupposes active respect for her human rights, 
self-esteem and self-determination, as well as care for her privacy, protecting her from 
illegitimate intrusions and preserving her valid public space.

 A society or a community should respect each of its members as a person or a moral 
agent on the basis of the notion of human dignity. This notion also requires that the 
interests and welfare of the individual are considered as prior to the sole interest of 
society, community, or any particular kind of publicly wholesome activity. The emphasis 
on ‘the sole interest of science or society’ is important. It implies that because of his/her 
human dignity, the individual should never be sacrificed for the sake of science (as has 
happened in medical experiments during the Second World War) or for the sake of so-
ciety (as has happened in totalitarian regimes). But ‘sole’ also implies that there might be 
exceptional circumstances in which the interest of others or the community as a whole 
are so important that infringing upon the interests of individuals is unavoidable in or-
der to save others or the community. An example is the threat of a deadly pandemic.
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 Human dignity is a foundational concept and it is theoretically and normatively inap-
propriate to reduce it to functional characteristics of person’s activity, ability to deci-
sion-making or to taking into account her autonomy. Respect for dignity means recogni-
tion of other’s intrinsic worth as a human being.

In a comparative view, human dignity has diverse forms in different cultural and ethical 
traditions (for example, Confucian, Judeo-Christian, Muslim) and is respected in various 
ways in different types of societies (traditional, modern, totalitarian, democratic). It is 
less respected in totalitarian societies and more respected in modern and democratic 
societies. Regardless cultural, confessional, and political varieties human dignity is uni-
versally based on the person’s self-awareness and appropriate respectful treatment to-
wards her. As it is emphasized in Declaration, the regard to cultural diversity is ‘not to 
be invoked to infringe upon human dignity, human rights and fundamental freedoms’ 
(See Article 12).

From the point of view of ethics, the person’s dignity and rights are proved by others’ ob-
ligation to treat a person respectfully, that is to cause no harm, not to abuse, to be fair, not 
to impose unwelcome models of personal good and happiness, not to treat her merely as 
a means, and not to consider the interests and welfare of the individual as subordinate to 
others’ interests and welfare, to ‘the sole interest of science and society’.

Health	care	provider-patient	relations	are	just	one	kind	of	human	relations,	pre-
supposing	all	ethical	requirements.	
 However, historically these relations used to be considered as unequal. A physician 
was associated with an active role of decision-maker, providing medical care, taking 
responsibility. Hence, he or she was higher in status. A patient was associated with a 
passive role of recipient, being in need, not responsible for his or condition and, hence, 
lower in status. In this paternalistic model of health care provider and patient relation-
ship the patient used to be in a dependent position.

 Actual inequality in the status of the health care provider and the patient may be ag-
gravated in special cases when patients are children, handicapped individuals, elderly 
persons. Particularly risky are cases of patients who are mentally handicapped.

 Special attention in regard to human dignity and human rights is required in palliative 
treatment of terminal patients and patients in ‘vegetative state’.

 Though there is no consensus either in public or in the expert community concerning 
the ethical and legal status of embryos and foetuses, the latter should be treated with 
respect and care.
  
The principles manifested in articles 4–15 of the Universal Declaration on Bioethics and 
Human Rights give a proper framework to respect patients’ dignity and rights and clarify 
the specific context of human rights in bioethics.
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Benefit and harm (Article 4)

Students should be able to identify harms and benefits in health care 
settings

Students should be able to evaluate harms and benefit in health care 
settings

Students should be able to justify decisions taking harms and benefits 
into account

What	is	a	health	benefit?
	 Problems	in	determining	what	is	a	health	benefit;	this	is	not	always	related	to	disease	states

	 A	narrow	concept	of	health

	 The	WHO	definition	of	health	as	a	possible	solution	of	these	problems

What	is	harm?
	 Similar	problems	of	identifying	what	is	harm

	 Ancient	notion:	‘above	all	do	no	harm’

	 Different	types	of	harm

How	do	we	evaluate	benefits	and	harms	in	practice?
	 Dimensions	of	comparing	harms	and	benefits	in	individual	patients

	 Significance	of	these	dimensions	for	making	treatment	choices

What	is	a	health	benefit?
 Begin by analyzing the various interpretations of ‘health benefit’ proposed by the students.  
 Various possibilities can be mentioned:
	 	 i	 relief of suffering
	 	 ii	 care
	 	 iii	 prevention of disease, illness, disability
	 	 iv	 health
	 	 v	 enhancement
	 	 vi	 psychological benefit
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 At first glance it does not seem to be problematic to identify health needs. We are all 
only too familiar with the common reasons we have for going to see our doctor. Perhaps 
we have an unexplained pain or we are short of breath or we simply feel dreadful and 
find we have no energy to do anything. We expect the doctor to diagnose some kind 
of problem associated with disease, either trivial or serious. We are told that we have 
an infection, or that our condition demands further investigations which will involve 
sophisticated investigative work to determine whether we are developing a malignant 
tumour, or rheumatic joints or a stomach ulcer or whatever. There is a standard clas-
sification of diseases to which doctors refer when conducting these investigations. It is 
tempting therefore to conclude that to be healthy is to be free from any of the diseases 
detailed in that list and being unhealthy is to suffer from one or more of them.
  Once we have determined the disease state of a person then, it seems, we have also 
identified their health needs. Absence of disease means no health needs and therefore 
no possibility of health benefits; disease means there is a need for treatment and the 
possibility of treatment leading to either a cure or the palliation of the effects of the 
disease, each of which counts as a health benefit.

	 A	narrow	concept	of	health

Attractive though the above story is, it is only part of the truth. A cursory glance at the 
practice of medicine will show that health benefits are available to people who do not 
presently suffer from any disease. These are provided by prophylactic treatments or dis-
ease prevention programmes such as vaccination against whooping cough. To be protected 
from the onset of a disease clearly constitutes a health benefit. Indeed it has been argued 
by health economists that these are the cheapest forms of health benefits to achieve. Most 
people would also prefer that their health practitioners enable them to avoid suffering 
diseases rather than have to treat those diseases when they occur. However, conceding this 
point does not move us far from the disease model of health in that the range of health 
benefits is still exhausted by either the treatment or the avoidance of disease.
  If we look more closely at health care delivery we will see that non-disease condi-
tions are also part of the remit of medicine and surgery. The most obvious treatments 
which go beyond the disease related conditions are bodily dysfunctions arising from 
traumas, such as broken legs and brain injuries. Restoring proper physical functioning 
by treating the results of non-disease events are clearly part of the remit of health care 
provision. But the practice of health care professionals might go far beyond restoring 
normal bodily functions in the face of such events. When such restoration is impossible, 
health care professionals might still have a role in providing health benefits to those 
who suffer impairments of function. For example, the provision of prostheses to people 
who have suffered the loss of arms or legs in accidents is doing nothing to restore nor-
mal bodily functioning nor to treat or ameliorate the effects of disease. It is to treat a 
social dysfunction insofar as the new limb enables its wearer to engage in a wider range 
of social activity and the affairs of life than would otherwise be possible. No-one would 
hold that this was not to provide a health benefit. Such an extension of the definition of 
health benefits demonstrates that simply widening the disease model of health to one 
related to physiological function is also inadequate. Here the social context of a physical 
condition becomes significant.
  Further reflection will soon bring us to a consideration of mental health problems. 
Only a very few people would assert that such problems always originate from or are ex-
plicable in terms of physiological functioning. Even though there has been vigorous de-
bate amongst psychiatrists and philosophers about the application of terms like ‘illness’ 
to mental conditions, it is generally accepted that many behaviours and psychological 
phenomena fall under the umbrella of health. Indeed mental health is a major segment 
of health care delivery. Whilst there are some advocates for physiological explanations 
of mental problems, including genetic determinists, most practitioners disagree. If, for 
example, an apparent psychopathy can be explained by the existence of a brain lesion, a 
physiological explanation, then it is described as a ‘pseudo-psychopathy’.
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 Discuss the WHO definition of ‘health’: ‘a state of complete physical, mental, and social 
well-being and not merely the absence of disease or infirmity’
	 	 i	 examples of a wider range of proper clinical activities can be used to demonstrate  
   the narrowness of any disease oriented definition of health benefits
	 	 ii	 the example of infertility constituting a health need can be employed to explore  
   the evolution of the character of health intervention
	 	 iii	 at the same time, the WHO definition is often criticized for being too wide; it  
   is encompassing many situations that are not disease related and that can  
   expand the area of work of medical doctors

 Given the apparently limitless extension of the boundaries of health and consequently 
of needs and benefits indicated above, can we find some kind of general description 
which would secure a manageable range of benefits for which health care should aim?
  The WHO, fully aware of the dangers of imposing narrow limits on the notion of health, 
has provided a definition which has been influential for many years. This definition cer-
tainly takes account of the extensions of health beyond the boundaries imposed by disease 
related and physiological dysfunction related conceptions. It takes the psychological and 
social dimensions of people’s conditions seriously. Insofar as this is the case the definition 
is valuable. However it is limited in its usefulness by the sheer immensity of the range of cir-
cumstances and conditions for which, by implication, health authorities should be regarded 
as responsible. These would include the benefits of the provision of adequate defence ca-
pabilities to provide for the security of the population of a country and for the benefits of 
the provision of education to a population. A later amendment includes ‘the ability to lead 
a socially and economically productive life’. However the amended definition remains open 
to the same criticism. In addition the amended definition might tempt us to consider that 
there are universal objective measures of health and consequently of health benefits. This 
would oversimplify the task of identifying and measuring health benefits.
  So how do we proceed when we want to identify a health benefit? General defini-
tions of health tend to be either too wide or too narrow to fit all cases to be of much as-
sistance. It might therefore be helpful to look at the arguments that have been made for 
and against the identification of a particular condition as a candidate for being a health 
need and for the identification of the relevant concomitant health benefits attaching to 
the treatment of that condition.

What	is	harm?

 It will not be surprising to learn that the task of identifying harms in health care delivery 
suffers from the same difficulties as the identification of benefits. It is not necessary to 
labour this point and one example of this relationship should be sufficient. Let us imagine 
that a surgical procedure to remove an ovarian cyst is carried out successfully on a patient. 
In the course of the procedure one of her fallopian tubes is inadvertently damaged and 
scarred. This damage results in infertility. Has a harm been visited upon that patient? The 
answer to this question is that it all depends on the patient. If the patient considers that 
she has completed her family and that she will not want any further children, then the in-
ability to conceive will not constitute a harm for her. Of course it might turn out that she 
will change her mind about this, given the possible circumstances which could develop in 
her life. In such an event she would come to consider that the surgical error did harm her. 
In other words we are obliged to consider the context of the surgical mistake in the life 
of the patient before we can determine whether it was harmful or not. The harm that is 
established in relevant cases, however, cannot be divorced from the kind of benefit which 
the provision or protection of fertility would constitute for the woman concerned.
  Proceed with analyzing the various interpretations of ‘harm’; ask the students to 
identify what can be harm in the health care setting, for example:
	 	 i	 physical harm
	 	 ii	 psychological harm
	 	 iii	 moral harm (harm to interests, harm as unfairness, harm as disrespect)
	 	 iv	 social/economic harm (consequences for social role, stigmatization)
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 But there remain some interesting issues to consider around the question of identify-
ing and avoiding harms in health care. If the ancient notion which asserts the primum 
non nocere (above all do no harm) principle is to be adhered to in practice, how can any 
surgical procedure be attempted, or indeed any medication be prescribed, when we can 
never know with certainty what the effects in total of that intervention will be in a given 
patient? In another context the wound inflicted by the surgeon in an abdominal operation 
would constitute a grievous bodily harm. Similarly the administration of cytotoxic drugs 
in other situations than in treatments of malignant disease would constitute poisoning. 
What justifies them in surgery and chemotherapy is the net balance of benefit over the 
harm which the treatments inevitably involve. Indeed any clinical intervention has to be 
undertaken only after the completion of a risk of harm/likelihood of benefit calculation. If 
a patient does not stand the chance of benefiting overall from an intervention, then that 
intervention is not indicated for him/her. That is, where the risk of harm outweighs pos-
sible benefit, then the treatment is not indicated. 
  These calculations are often very difficult to make for not only will the variety of 
perceptions of harm and benefit mentioned earlier come into play, but the empirical 
and conceptual uncertainties of the possible outcomes will confound the procedure.  
With respect to the former uncertainty it has been said that every administration of a 
drug is an experiment. How one patient will react will not always be a reliable guide to 
how another will react. One patient with the same disease as another might respond 
well to a drug whereas the other might not be helped. Or one might suffer unpleasant 
adverse events whereas the other will tolerate the medication well. Whilst there is hope 
that the new technology of pharmacogenomics will increase our levels of confidence 
in matching medicines to patients and remove much of the trial and error element of 
prescribing, it will never eliminate uncertainty.
  With respect to conceptual uncertainty we might consider the difficulties of making risk 
of harm/likelihood of benefit calculations in withdrawing or continuing intensive care treat-
ments. In such circumstances is it the same to ask whether it can be of benefit to a patient 
to withdraw life prolonging treatment as to ask whether it can be harmful to continue life 
support where it precludes the possibility of a dignified death? We might well find that we 
cannot easily determine what can count as a harm or benefit in such cases. 

 In ancient medical ethics, an important moral principle is ‘above all do no harm’. This 
notion continues to be used as an important ethical principle in contemporary health 
care. Discuss this principle and answer the following questions:
	 	 i	 Can a physician avoid harm?
	 	 ii	 What is the distinction between expected and unexpected harm?
	 	 iii	 What is positive and negative harm?
	 	 iv	 Who determines what counts as harm?

In	health	care	practice	it	is	important	to	evaluate	benefits	and	harms

 Explore the difficulties of measuring harms and benefits in individual patients, involving
	 	 i	 the assessment of degrees of harm and benefit
	 	 ii	 the incommensurability of harms and benefits
	 	 iii	 the social context of physical and mental suffering
	 	 iv	 the subjective nature of suffering

 Treatment choices also have to be made among patients; here an assessment has to 
be made between risk of harms and potential benefits for different patients. This will 
be particularly important for resource allocation; when time or material resources are 
scarce, different priorities can be selected; focusing on patients who are most in need 
because of the harm they are suffering or on patients for whom treatment will produce 
the greatest benefit.
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Autonomy and individual responsibility 
(Article 5)

Students should be able to explain the concepts of autonomy and indi-
vidual responsibility and to understand their significance for the health 
care provider-patient relationship

Students should understand the relationship between autonomy and 
individual responsibility

The	concepts	of	autonomy	and	responsibility
	 Autonomy:	
	 	 i	 Different	levels	and	notions	of	autonomy
	 	 ii	 Different	theoretical	approaches	to	autonomy

	 Responsibility:	its	different	aspects	and	dual	nature

	 Mutual	correlation	of	autonomy	and	responsibility	in	ethics

Decision	making	in	medicine
	 Autonomy	and	patient’s	right	to	self-determination	in	treatment
	 	 i	 Autonomy	and	paternalism
	 	 ii	 Autonomy	as	a	right	and	an	obligation

	 Patient	autonomy	should	be	respected	by	physicians

	 The	patient’s	right	to	refuse	a	health	care	provider’s	recommendation

	 Special	measures	for	protecting	the	rights	and	interests	of	socially	and	mentally	disabled	patients

Patient	autonomy	and	responsibilities	in	health	care.	The	range	of	patient	responsibilities

Evaluation	of	patient’s	abilities	to	self-motivation	and	self-control
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The	concepts	of	autonomy	and	responsibility
 Autonomy – as individual capacity for self-determination, independent decisions,  
actions, and evaluations. 

	 	 i	 Different	levels	and	notions	of	autonomy
   ∆ freedom from paternalistic interference, all the more so, from authoritarian  
     dictates from any agent, including the state and especially transnational  
    corporations; one’s capability to self-determination;
   ∆ capability to act on the basis of rational principles and rules accepted as  
    adequate to one’s understanding of good, personal dignity, and happiness;
   ∆ capability to reflect upon these principles and rules, to influence their formation  
    and transformation through public discourse. 

	 	 ii	 In the Kantian approach, autonomy is an ability of deliberated self legislation;  
   in the utilitarian approach, autonomy is associated with one’s ability to follow  
   one’s preferences

 Responsibility is one’s awareness of one’s obligation to make decisions and to act appropri-
ately on the basis of certain commitments (for example, towards an external authority, oneself, 
one’s status, engagements, or agreements, respected others, accepted principles and rules).

	 	 i	 Different	aspects	of	responsibility	
   ∆ spontaneously obtained status or commitments (for example, responsibility  
    of parents); 
	 	 	 ∆ consciously accepted status or commitments (responsibility of an officer,  
    professional, self-committed person);
	 	 	 ∆ legal responsibility.

	 	 ii	 Dual	nature	of	responsibility	
   ∆ responsibility as accountability, 
   ∆ responsibility as personal and universalizable duty.

 In ethics, the notions of autonomy and responsibility are mutually related. Responsi-
bility manifests autonomy; there is no autonomy without responsibility; beyond respon-
sibility autonomy turns to arbitrarity, which means that the person in his/her decisions 
does not take into consideration the interests of others. 

Decision	making	in	medicine

 In medical practice the principle of autonomy underlies the patient’s right to self-de-
termination. As such the principle of autonomy has been recognized in opposition to 
paternalism, which has been essential for a traditional type of health care provider-patient 
relationship. As a condition for the patient’s final decision, autonomy is not merely a right 
but also a responsibility. The patient is autonomous to make responsible decisions.

 So far most patients feel dependent on physicians, the respect for patients’ autonomy 
by physicians is crucial; so a discretionary space should be secured for patients to make 
their own decisions with respect to their own dignity.

 A health care provider is an expert in medicine; a patient is an expert in her/his prefer-
ences, beliefs, and values. A patient may refuse a health care provider’s recommenda-
tion, but she/he is not entitled to treatment beyond the present medical standards and 
the availability of treatment. In other words, patients have a right to refuse treatment but 
they cannot claim all treatments.

 Special measures are needed for protecting the rights and interests of persons who 
are not capable of exercising autonomy and making responsible decisions concerning 
medical care and treatment (see Unit 7).
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Patient	autonomy	and	responsibilities	in	health	care	

Patient responsibility has the following range:

	 Responsibility	for	consequences	of	freely	taken	decisions

If individuals are really autonomous and if they decide in all freedom, they have to take 
responsibility for the consequences of these decisions. An example is engagement in 
risky behaviours.

	 Responsibility	to	avoid	infringement	of	another	person’s	autonomy

A limit to the autonomy of an individual is the autonomy of other individuals. We can-
not argue that as autonomous persons we have the right to limit the autonomy of other 
persons. If we want our free choices, and thus our values, to be respected, we are obliged 
to give the same respect to the free choices, and thus values, of others. An example is the 
debate on smoking; we are free to decide to smoke and endanger our own health, but 
we cannot endanger the health of others.

In	cases	when	a	patient’s	ability	to	make	autonomous	and	responsible	decisions	is	not	
clear,	special	steps	should	be	taken	to	evaluate	her/his	abilities	to	self-motivate	and	
self-control,	to	keep	commitments	and	loyalties,	to	make	decisions	while	taking	into	
account	the	given	situation,	the	goals,	and	the	results,	and	to	choose	on	the	basis	of	
reflective	preferences	and	principles.
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Consent (Article 6)

Students should be able to explain the meaning of ‘consent’, ‘in-
formed’, and ‘informed consent’; they should be able to define the 
principle of ‘informed consent’

Students should be able to explain what the process of informed con-
sent requires

Students should be able to explain how the principle of consent is ap-
plied in different interventions, research, and teaching

Students should be able to explain how exceptions to the principle can 
be justified

Interconnection	of	principles
	 The	principle	of	consent	is	based	on	the	principle	of	human	dignity	and	human	rights

	 The	principle	of	consent	is	a	practical	specification	of	the	principle	of	autonomy	and	individual	responsibility

	 If	the	principle	of	consent	cannot	be	applied,	the	provisions	of	Article	7	(‘Persons	without	the	capacity	to		
	 consent’)	are	applicable

What	is	the	purpose	of	the	principle	of	consent?
	 The	principle	of	consent	principle	aims	to	achieve	several	objectives:
	 	 i	 it	asserts	the	patient’s	autonomy
	 	 ii	 it	protects	his/her	status	as	a	human	being
	 	 iii	 it	prevents	coercion	and	deception
	 	 iv	 it	encourages	the	doctor’s	self-criticism
	 	 v	 it	supports	the	process	of	rational	decision-making
	 	 vi	 it	educates	the	public	at	large

	 Consent	expresses	respect	for	the	dignity	and	rights	of	each	human	being

Interrelation	between	consent	and	autonomy

Explanation	of	the	principle
	 The	article	applies	to	all	medical	interventions

	 What	is	prior,	free	and	informed	consent?

	 Consent	requires	adequate	information
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	 What	is	express	consent?

	 Withdrawal	of	consent

	 The	patient’s	right	to	refuse	and	right	not	to	know

	 Consent	of	subjects	of	scientific	research.	Compare	the	provisions	for	consent	in	scientific	research		
	 with	those	for	medical	interventions	

	 Consent	by	individual,	group	and	community

Exceptional	circumstances	for	the	application	of	the	principle	of	consent
	 Emergency	situations

	 Minors

	 Mental	patients

	 Jehovah’s	Witnesses

	 Euthanasia

	 HIV	patients

Introduction	
Explain how the principle of consent is connected to other principles of the Declaration

	 Article	3
A person’s basic rights are established on the recognition of his/her human status, the 
inviolability of his/her life, and the fact that he/she was born and will always be free. Be-
cause human dignity and human rights are to be respected, the person concerned needs 
to give consent for medical interventions and for participation in scientific research.

	 Article	5
Since the autonomy of every person is accepted as an important value, participation in 
decisions concerning one’s own body or health must be recognised as a right.

 A decision to treat should be determined by co-operation between the person who 
treats and the person who is treated, both parties being linked together by mutual trust 
and reciprocity.

 Article 6 of the Declaration states that any medical intervention is only to be carried 
out with the prior free and informed consent of the person concerned based on ad-
equate information. The Article also applies to scientific research.

 If the provisions of Article 6 cannot be applied (because consent is not possible), Article 7 
applies with special provisions for persons not able to consent (see Unit 7).
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The	principle	of	consent	has	several	objectives

 The purpose of the informed consent principle is to achieve several objectives. It as-
serts the patient’s autonomy; it protects his/her status as a human being; it prevents 
coercion and deception; it encourages the doctor’s self-criticism; it supports the process 
of rational decision-making; it educates the public at large. 

 The principle of consent is also important even if it does not achieve any objective. Ar-
ticle 1 of the Universal Declaration of Human Rights 1948 holds that all human beings are 
born free and equal in dignity and rights. They are endowed with reason and conscience 
and should act towards one another in a spirit of brotherhood. Consent therefore ex-
presses respect for the dignity and rights of each human being.

Explain	the	relation	between	autonomy	and	consent

 Autonomy may be defined as self rule and refers to the right of persons to make authentic 
choices about what they should do and what shall be done to them (see Unit 5).

 Autonomous persons can only make decisions and take responsibility for these decisions 
if they can consent to interventions that affect their lives.

The	provisions	of	Article	6	are	subsequently	explained

 The article applies to all medical interventions. Medical intervention includes diagno-
sis, treatment, prevention, rehabilitation and palliation.

 Being informed implies cognition, understanding, willingness, intention, and consid-
eration. Consenting implies freedom (no coercion).

 Consent requires adequate information. The requested information content should con-
cern diagnosis, prognosis, treatment, alternative treatment, risks, benefits, according to 
relevant circumstances. The information process should specify: by whom; when (in ad-
vance); how (oral, writing, expressed); and to whom (patients, relatives, guardians, others).

 Consent might be expressed or implied. Express consent exists when a patient agrees 
in verbal or written forms to undergo a medical procedure. Implied consent maybe 
concluded or inferred from the surrounding facts and circumstances.

 A patient has the right to withdraw consent to treatment in any stage unless he or she 
is not capable of making such a decision.

 A patient has the right to refuse treatment, unless he or she is not capable of making 
such a decision. A patient has the right to be treated without being informed if he or she 
is aware of the implications of such a decision.

 Consent of subjects of medical research:
	 	 i	 The nature of the consent
	 	 ii	 The adequate information
	 	 iii	 The withdrawal of consent
	 	 iv	 The role of domestic and international human rights law
 

 Consent by the individual and by the community in appropriate cases of research carried 
out on a group of persons or a community.
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Exceptional	circumstances

 There are some circumstances in which the application of the principle is difficult or 
even impossible.

 For difficult circumstances special care needs to be given to the application of the 
principle, but it still does apply, even if difficult.

 If consent is impossible for various reasons, the provisions of Article 7 do apply (see Unit 7).

 Examples of exceptional circumstances:
	 	 i	 Emergency situations
	 	 ii	 Minors
	 	 iii	 Patients who are mentally or emotionally incapable of rational decision making
	 	 iv	 Jehovah’s Witnesses
	 	 v	 Euthanasia
	 	 vi	 HIV patients

5
a

b

c

d

Bioethics Core i.indd   32 8/10/08   16:36:33



��

Persons without the capacity to consent 
(Article 7)

Students should be able to explain the meaning of ‘capacity to consent’

Students should be able to explain the criteria of capacity to consent

Students should be able to explain how the criteria for consent are ap-
plied in different circumstances of treatment and research

Criteria	for	capacity	to	consent
	 Definition	of	incapacity	

	 Criteria	to	determine	capacity	to	consent

	 Article	7:	special	protection	is	to	be	given	to	persons	who	do	not	have	the	capacity	to	consent

	 Give	examples	of	persons	who	cannot	satisfy	the	criteria;	distinguish	different	categories	of	persons	
not	able	to	consent

Categories	of	persons	without	the	capacity	to	consent
	 Different	distinctions	can	be	made

	 Examples	of	persons	who	cannot	satisfy	the	criteria

	 Illustrative	case	of	mentally	ill	patient

Legal	provisions	concerning	consent	and	capacity	to	consent
	 The	role	of	domestic	legal	provisions

	 The	role	of	international	human	rights	law

Procedures
	 Explain	Article	7.a.

	 How	to	obtain	consent	in	health	care	practice?

	 Special	procedures	in	ethics	to	construct	consent

	 	 i	 Determination	of	appropriate	substitute	decision-makers
	 	 ii	 Best	interest	criterion
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The	context	of	research	involving	human	subjects
	 Explain	Article	7.b.

	 Should	research	been	done	with	persons	not	able	to	consent?

	 Research	for	direct	health	benefit

	 Research	without	potential	direct	health	benefit

Define	incapacity	and	the	criteria	for	capacity	to	consent

 Incapacity can be defined as lacking the freedom to make authentic decisions because 
of an inability to make such decisions even when given the opportunity. Various groups 
of people have been traditionally labelled in this way. They include people with learning 
difficulties, the mentally ill, children, confused elderly and unconscious people. A more 
systematic distinction between categories will be made later in this unit.

 Define the criteria for capacity to consent
	 	 i	 The ability to understand given information
	 	 ii	 The ability to appreciate the nature of the situation
	 	 iii	 The ability to assess the relevant facts
	 	 iv	 The ability to exercise choice
	 	 v	 The ability to use understood information for realistic and reasonable decisions
	 	 vi	 The ability to appreciate the consequences of giving or refusing consent

 Why is it important to make special arrangements for persons without the capacity to 
consent, as stated in the first sentence of Article 7?

 Give examples of persons who cannot satisfy the criteria; distinguish different categories 
of persons not able to consent

Categories	of	persons	not	able	to	consent

	 Different	distinctions
Capacity to consent can be compromised due to various circumstances. Distinctions 
should be made between:

	 	 i	 categories	of	practices
   ∆ clinical treatment and research
   ∆ epidemiological research (e.g. use of previously collected data)
   ∆ public health (e.g. vaccination)
   ∆ emergency conditions (e.g. resuscitation)

	 	 ii	 categories	of	subjects
   ∆ persons not yet able to make their own decisions (e.g. minors)
   ∆ persons no longer able to make their own decisions (e.g. demented persons)
   ∆ persons temporarily unable to make their own decisions (e.g. unconscious  
    persons)
   ∆ person permanently unable to make their own decisions (e.g. severely  
    intellectually impaired persons)

	 	 iii	 categories	of	contexts
   ∆ disadvantaged economical conditions
   ∆ illiteracy
	 	 	 ∆ socio-cultural circumstances
	 	 	 ∆ captive audiences (e.g. prisoners, laboratory assistants)

5

Teacher Manual

1

2

a

b

c

d

a

b

c

d

a

Bioethics Core i.indd   34 8/10/08   16:36:34



��

	 Examples

	 	 i	 Neonates
Neonates cannot think like adults. It is therefore impossible for them to be able to make de-
cisions, to understand information, to process information rationally or to desire reasonable 
outcomes. As decisions have to be made about them, the best candidates for this role are 
the parents, on the assumption that above all people they will have the best interests of their 
child at heart. However, in some cases parents do not make decisions in the best interests of 
their children. In those cases it is possible for the state to step in and remove the decision 
making role from them. This is done by making the child a ward of the court.

	 	 ii	 Children
It might appear that children cannot think like adults. Whilst this is certainly true of 
very young children, as children develop they show marked differences from each other. 
The United Nations Convention on the Rights of the Child (UNROC) asserts that children 
have the right to say what they think should happen when adults make decisions that 
affect them and to have their opinions taken into account (Article 12), have the right 
to get and share information (Article 13), have the right to think and believe what they 
want and practice their religion as long as they do not stop other people enjoying their 
rights (Article 14), and have the right to privacy (Article 16).Research activities involv-
ing children are carried out to learn more about the nature of paediatric development, 
disease and potential treatments. An important safeguard required to minimize loss of 
respect for autonomy is the general rule that where the research can be carried out by 
employing adults then children should not be used.

	 	 iii	 Confused	elderly	patients
Various forms of neurological deterioration including Alzheimer’s disease rob people of 
the powers to make decisions. Relatives or true friends who knew them when well should 
be asked to help to build a picture of the patient’s life, the preferences, the values and the 
wishes in which one can locate the decision that should be made. A hypothetical consent 
is a consent which would likely be in accord with the feelings of the patient when well.

	 	 iv	 Patients	with	learning	difficulties
It is important not to confuse intellectual impairment with mental illness. Patients with 
learning difficulties represent a wide range of intellectual ability and no simple stan-
dard of capacity can be assumed between them. In each case an assessment according 
to the criteria outlined above is called for in combination with an awareness of the na-
ture of the decision to be made. Only in extremely serious cases will a person with this 
problem be unable to make a decision about anything. In those cases where either the 
impairment is so severe that the decision is too onerous or complex to be grasped by the 
person, a best interest judgement on their behalf should be made.

	 	 v	 Mentally	ill	patients
As with intellectual impairment so with mental illness, one cannot assume that all per-
sons possess equal capacity or otherwise. On the one extreme, demented people can-
not make coherent choices. On the other hand when not in florid state a person with 
schizophrenia might be quite clear about how he feels about matters of life and how he 
would wish to address them.

	 	 vi	 Unconscious	patients
Such documents as Advance Directives or Living Wills might be valuable guides but 
have inherent weaknesses that should be taken into account. They might be old and out 
of date, they express hypothetical wishes, and there is always the need to know under 
what circumstances the documents were produced. The documents should be in ac-
cordance with domestic law.

	 Illustrative	case	of	mentally	ill	patient

A person who is termed incapable is one whose insanity or mental deficiency deprives 
him/her of the ability to control his/her own interests.
	 	 i	 Explain in this case how the criteria for capacity apply
	 	 ii	 Discuss what will be good medical practice for such a patient
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Legal	provisions	concerning	consent	and	capacity	to	consent

	 The	role	of	domestic	legal	provisions

	 The	role	of	international	human	rights	law	

The priority of international human rights law over national legislation.

Procedures:

	 Explain	Article	7.a.

	 Obtaining	consent	in	health	care	practice

	 Special	procedures	in	ethics	to	construct	consent

	 	 i	 Determination of appropriate substitute decision-makers
	 	 ii	 Best interest criterion

The	context	of	research	with	persons

	 Explain	Article	7.b.

	 Should	research	been	done	with	persons	not	able	to	consent?

	 Research	for	direct	health	benefit

	 Research	without	potential	direct	health	benefit
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Respect for human vulnerability and per-
sonal integrity (Article 8)

Students should be able to explain the principle of respect for human 
vulnerability

Students should be able to analyse the interrelationship between present-
day scientific medicine and human vulnerability and to illustrate the difficul-
ties in this relationship with examples

Students should be able to specify the connections of the principle of 
respect for human vulnerability with the notion of personal integrity 
and with care ethics

The	notion	of	‘human	vulnerability’
	 Respect	for	human	vulnerability

	 Different	aspects	of	vulnerability

	 	 i	 biological
	 	 ii	 social
	 	 iii	 cultural

	 Implications	of	the	principle:	care

The	powers	of	medicine	
	 The	fight	against	vulnerability

	 Successes	and	failures

	 Problems	with	the	basic	assumption	that	vulnerability	should	be	eliminated

	 Towards	sustainable	medicine

The	dilemmas	of	vulnerability

Care	ethics
	 New	approaches	in	bioethics

	 Solidarity

	 The	duty	to	care	
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The	notion	of	personal	integrity	
	 Relation	between	vulnerability	and	personal	integrity

	 Personal	integrity	does	not	refer	to	a	virtue

	 Personal	integrity	refers	to	respect	for	the	patient’s	understanding	of	his	or	her	own	life	and	illness,		
	 but	also	for	his/her	interests	and	free	will

Explain	the	notion	of	‘vulnerability’

 The principle of respect for human vulnerability expresses a concern for the fragility 
of human beings. As whole and integrated entities their functioning can easily be dis-
turbed and deranged so that their health and even existence can come under threat. The 
principle is related to the principle of personal integrity.

 Several aspects of vulnerability need to be distinguished:
	 	 i	 biological or corporeal vulnerability; this concerns the fragility of the human  
   organism originating from:
	 	 	 ∆ natural threats are coming from our biology: ageing, susceptibility to illness  
    and disease, and death
	 	 	 ∆ environmental and other natural and man-made threats: famine, earthquake,  
    hurricanes, pollution and environmental disasters
	 	 ii	 social vulnerability; this concerns the fragility of the human capacity for creating  
   coherence in one’s life and for sharing goods and services.
	 	 	 ∆ social threats stemming from war and crime, prejudice and discrimination,  
    cruelty and indifference
	 	 	 ∆ persons also become vulnerable due to hospitalization and institutionalization
	 	 	 ∆ social circumstances and conditions
	 	 iii	 cultural vulnerability; this concerns the fragility of particular traditions and  
   conceptions of values that are typical for a community or local cultures.

 In ethics, the notion of vulnerability is not just a neutral description of the human 
condition but instead a normative prescription to take care of the vulnerability that is 
characteristic for human beings. Ethics is more than respecting individual choices and 
decisions; it aims at care for the other. For example, the human face can show the vul-
nerability of the human person and at the same time appeal for help and assistance.

The	powers	of	medicine

	 The	fight	against	vulnerability

 A common idea is that the vulnerability of the human condition should be eliminated 
or reduced. Science and technological innovations should be used to overcome the nat-
ural threats. Medical research should be focused on eliminating the biological threats to 
the human body. The basic assumption behind this fight is that many vulnerabilities of 
the human condition are contingent, not inherent.

 This fight has been successful but at the same time has failures. Life expectancy and 
health have improved, poverty and starvation reduced, but at the same time many peo-
ple die from common diseases, life expectancy is decreasing in many countries, and 
poverty is still widespread.
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 The basic assumption that vulnerability should be eliminated has in itself created problems:
	 	 i	 if vulnerability is regarded as an evil to be eradicated, it cannot be given any  
   positive meaning; we cannot understand human vulnerability and thus  
   human suffering
	 	 ii	 religion, alternative medicine and traditional knowledge present different  
   ways of knowing and valuing; because they are open to different perspectives,  
   they can give meaning to vulnerability, but their views are generally not  
   accepted by mainstream science or bioethics
	 	 iii	 economic problems; the success of science and technology has created financial  
   difficulties in almost all countries in achieving decent levels of health care for  
   the population. Because of its continuous fight against vulnerability, medicine  
   often is not ‘sustainable’
	 	 iv	 medical progress itself has created new forms of vulnerability, i.e. chronic  
   illness. This presents continuing vulnerability for a growing population

 An unrestrained fight against human vulnerability generates its own problems. Not 
the struggle against human vulnerability is a mistake but the struggle to rid the human 
condition of all vulnerability. For a sustainable medicine it is necessary to accept some 
vulnerability as a permanent part of the human condition.

The	dilemmas	of	vulnerability

 ‘Taking into account human vulnerability’, as stated in Article 8, requires a balance 
between eliminating and accepting human vulnerability. This balance is manifest is 
some dilemmas:

	 	 i	 disability
Disability is viewed as abnormal and the disabled therefore are by definition vulnerable; 
at the same time the disabled should not be stigmatized by being treated as abnormal.

	 	 ii	 death
In medicine the place of death in human life is ambivalent; in palliative care, death is 
understood as being part of life; in some other sectors of medicine death is still treated 
as the enemy.

	 	 iii	 depression
Prozac is widely used as an anti-depressant drug, when there are clear clinical symptoms of 
depression; at the same time it is regarded as medication for unhappiness and sadness.

 Human suffering and misery express human vulnerability. They also pose a challenge. 
We must at the same time struggle to keep suffering to a minimum and also accept it as 
part of life. Human vulnerability cannot be merely regarded as an enemy to be elimi-
nated. Too much emphasis on eradication has led to evils in the name of some supposed 
good: the eugenics movement, Nazism to eliminate the socially and ethnically unfit, and 
totalitarian regimes to eliminate social injustice.

Care	ethics

 The challenge of human vulnerability is that it can never be entirely eliminated from 
human life. Instead, it should inspire new approaches in bioethics

 The human condition requires solidarity; human beings all share common vulnerabilities

 Human vulnerability also leads to an ethics of care. Because it is a shared characteris-
tic, it is also a source of concern for others as well as awareness that we rely on others. 
It is the basis for the duty to care for those threatened by biological, social and cultural 
threats as well as by the power of medicine itself.
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The	notion	of	personal	integrity

 The principle of respect for human vulnerability is related to the notion of personal 
integrity; this is mentioned in the last part of Article 8.

 Integrity concerns the wholeness of an individual. In ethical discourse, integrity is of-
ten considered as a virtue, related to the honesty of somebody’s character for example. 
But respect for personal integrity in this Article does not refer to somebody’s moral 
character or his/her good behaviour. It refers to fundamental aspects of a human life 
that should be respected.

 Personal integrity refers here to respect for the patient’s understanding of his or her 
own life and illness, but also for his/her interests and free will. Each person’s life has a 
coherence, a narrative whole based on important events in his/her life and by his/her 
interpretations and values. What is most valuable to a person is grounded in this narra-
tive whole. It is this personal integrity of human beings that must be protected.
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Privacy and confidentiality (Article 9)

Students should be able to explain why patient privacy and confidentiality 
should be respected

Students should be able to recognise legitimate exceptions to confidentiality

Definitions	of	‘privacy’	and	‘confidentiality’	

Reasons	for	respecting	privacy	and	confidentiality	

Duty	of	health	care	providers	to	protect	the	privacy	of	patients

Duty	of	health	care	providers	to	maintain	confidentiality		
(also	known	as	‘professional	secrecy’)

Confidentiality	extends	to	all	personal	health	information,	including	genetic	data	

Justified	breaches	of	confidentiality	include:
	 Sharing	information	for	patient	care

	 Using	interpreters

	 Teaching	medical	students

	 Mandatory	reporting

	 Serious	danger	to	others

	 Genetic	information

	 Patient	or	guardian	consent

Special	circumstances	of	research

UNIT 9

UNIT 9

Unit Learning  
Objectives

Outline of  
the Syllabus

1

2

3

4

5

6

7

a

b

e

f

d

c

g

Bioethics Core i.indd   41 8/10/08   16:36:36



BIOETHICS 
CORE 
CURRICULUM

��

Begin	by	defining	‘privacy’	(it	is	the	right	of	an	individual	or	a	group	to	be	free	
from	intrusion	from	others,	and	includes	the	right	to	determine	which	information	
about	them	should	be	disclosed	to	others	–	see	Units	5	and	6)	and	‘confidential-
ity’	(an	attribute	of	personal	information	requiring	that	it	not	be	disclosed	to	
others	without	sufficient	reason)

Reasons	for	respecting	privacy	and	confidentiality:
 Individuals ‘own’ their information: it is essential to their personal integrity.

 For many people privacy is an essential aspect of their dignity (see Unit 4); invading 
their privacy against their will is a violation of their dignity.

 Respect for others requires protecting their privacy and the confidentiality of information 
about them.

 Patients are less likely to trust health care providers and confide in them if they think 
that the health care providers will not keep the information confidential. This can have 
serious consequences for the patients’ health and well-being and sometimes for the 
health of others (e.g. family members).

Health	care	providers	have	a	duty	to	protect	the	privacy	of	patients	to	the	greatest	
extent	possible	in	the	circumstances.	
For example, they should ask the patient’s permission to examine him or her unclothed 
and should ensure that an unclothed patient cannot be viewed by passers-by. 

The	duty	of	maintaining	confidentiality	(also	known	as	‘professional	secrecy’)	has	
been	part	of	Western	medical	ethics	since	Hippocrates	and	preceded	the	notion	
that	privacy	is	a	right;	ethics	courses	in	non-Western	countries	should	discuss	the	
source	of	medical	confidentiality	in	their	cultures.

Confidentiality	extends	to	all	personal	health	information,	including	genetic	data

UNESCO International Declaration on Human Genetic Data: ‘…all medical data, includ-
ing genetic data and proteomic data, regardless of their apparent information content, 
should be treated with the same high standards of confidentiality’.

Justified	breaches	of	confidentiality	include:
	 Sharing	information	for	patient	care	
In the hospital setting, many individuals need access to the patient’s chart in order to 
provide care; however, each of these individuals is bound to maintain confidentiality 
to the greatest extent possible; outside the hospital setting, family members may need 
patient information in order to provide care and/or to protect themselves;
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	 Using	interpreters

Where the health care provider does not speak the patient’s language, an interpreter 
will be needed who will then have access to information about the patient; interpreters 
should be bound to observe confidentiality;

	 Teaching	medical	students

Observation and discussion of patients is a necessary part of medical education; stu-
dents should be informed of their obligation to maintain confidentiality;

	 Mandatory	reporting

Health care providers should be familiar with the laws about mandatory reporting of 
infectious diseases, suspected child abuse and other conditions in the country where 
they practise; normally patients should be informed that their information has to be 
reported to the appropriate authorities;

	 Serious	danger	to	others

For example, in exceptional circumstances and generally as a last resort, health care 
providers may need to inform other persons that the patient has threatened to harm 
them, whether by violence or by sexual contact when the patient has an transmissible 
disease such as HIV;

	 Genetic	information

There is controversy regarding whether other individuals with the same genetic makeup 
(usually close family members) have a right to a patient’s genetic information; physicians 
should consult their national regulations or guidelines when faced with this situation;

	 With	patient	or	guardian	consent

This should generally be obtained for all breaches of confidentiality and renders the 
breach acceptable ethically.

Special	circumstances	of	research

 Disclosure of personal health information obtained in the course of a research study 
requires the prior consent of the research subject;

 There is a great controversy regarding whether anonymized patient information requires 
consent for disclosure; researchers should consult their national regulations or guidelines if 
such exist, otherwise international guidelines such as the Declaration of Helsinki;

 In research, communities as well as individuals have a right to privacy, and information 
about them should be kept confidential, especially when its disclosure may be harmful 
to the community.

 Scientific publication should respect confidentiality to the greatest extent possible. Consent 
is always required when an individual research subject can be identified in a publication.
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Equality, justice and equity (Article 10)

Students should be able to identify and deal with the ethical issues 
involved in allocating scarce health care resources

Students should be able to recognize conflicts between the health care 
professional’s obligations to patients and to society and identify the 
reasons for the conflicts

Definitions	of	‘equality’,	‘justice’	and	‘equity’	

The	different	types	of	justice
	 Distributive

	 Procedural

	 Retributive

	 Restorative

	 Social	

The	different	concepts	of	distributive	justice	(the	most	important	types	for	health	care)
	 Authoritarian	

	 Libertarian	

	 Utilitarian	

	 Egalitarian	

	 Restorative

How	these	different	concepts	of	justice	are	reflected	in	the	different	health	care	
systems	found	around	the	world

The	right	to	health	care
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Disparities	in	health	status
	 Local	disparities

	 National	disparities

	 Global	disparities

Roles	of	health	care	professionals	in	establishing	health	care	priorities	and	allocating	
scarce	health	care	resources	
	 As	government	policy	makers	and	officials

	 As	hospital	authorities

	 As	direct	health	care	providers

Describe	or	ask	the	students	to	identify	several	issues	in	allocating	health	care	
resources	and	accessing	health	care	in	your	area.
Discuss definitions of ‘equality’ (sameness in some respect such as human dignity), ‘jus-
tice’ (different types, but generally fairness), ‘equity’ (application of fairness, which may 
require unequal treatment).

Describe	the	different	types	of	justice:
	 Distributive	(ensuring	that	each	person	receives	a	fair	share	of	public	resources)

	 Procedural	(ensuring	a	fair	process	for	making	decisions	and	settling	disputes)

	 Retributive	(ensures	punishment	of	wrongdoers)

	 Restorative	(attempts	to	repair	harm	done	in	the	past)

	 Social	(combination	of	the	previous	types	as	applied	to	a	society	in	which	individuals	and	groups		
	 receive	fair	treatment	and	a	just	share	of	the	benefits	of	society).

Describe	the	different	concepts	of	distributive	justice		
(the	most	important	types	for	health	care)
	 Authoritarian	(what	the	King	or	other	highest	authority	decrees	is	just)

	 Libertarian	(what	an	individual	decides	to	do	with	his	or	her	own	property	is	just)

	 Utilitarian	(what	most	contributes	to	the	greatest	good	of	the	greatest	number	is	just)

	 Egalitarian	(justice	is	achieved	when	everybody	has	equitable	access	to	the	societal	resources	that		
	 they	need)

	 Restorative	(justice	requires	favouring	previously	disadvantaged	individuals	or	groups)
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These	different	concepts	of	justice	are	reflected	in	the	different	health	care	systems	
found	around	the	world	

The Libertarian one is strong in the U.S.A. The Egalitarian one is predominant in many 
European countries where the value of social solidarity is recognized. South Africa is at-
tempting to implement a restorative approach. Most economists lean towards the Utili-
tarian approach. Which predominates in your country?

The	Constitution	of	the	World	Health	Organization	states	that	the	‘enjoyment	of	
the	highest	attainable	standard	of	health	is	one	of	the	fundamental	rights	of	
every	human	being…’	International	statements	on	human	rights,	such	as	the		
International Covenant on Economic, Social and Cultural Rights	and	the	Convention 
on the Rights of the Child,	support	the	right	to	health	and	require	signatory	nations	
to	secure	its	observance.	What	does	this	right	to	health	mean	in	practice?

Health	care	professionals	are	faced	with	many	disparities	in	health	status,	generally	
associated	with	disparities	in	wealth/income	or	with	discrimination	against	women,	
minorities	or	other	disadvantaged	groups
	 Local	disparities

	 National	disparities

	 Global	disparities

What can/should health care professionals do about these disparities?

Health	care	professionals	play	several	roles	in	establishing	health	care	priorities	
and	allocating	scarce	health	care	resources	
	 As	government	policy	makers	and	officials

	 As	hospital	authorities

	 As	direct	health	care	providers

	 As	researchers
What concept of distributive justice is most appropriate for each of these roles? How 
should health care professionals deal with conflicts between roles (e.g., between provid-
ing expensive curative measures for individual patients in need and vaccination pro-
grams for the population)?
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Non-discrimination and non-stigmatization 
(Article 11)

Students should be able to explain the concepts of discrimination and 
stigmatization in the context of bioethics

Students should be able to identify different contexts and bases of dis-
crimination and stigmatization and their implications

Students should be able to identify and deal with situations where ex-
ceptions to the principle can be justified

What	is	discrimination	and	stigmatization?
	 The	notion	‘discrimination’	

	 The	notion	‘stigmatization’

What	is	positive	or	reverse	discrimination?

Grounds	of	discrimination
	 Advances	in	medical	technology	may	create	disproportionate	disadvantages	for	some	social	groups

	 The	unfair	use	of	genetic	testing

	 Genetic	discrimination

Legal	context
	 Explanation	of	Article	11

	 Background	for	the	Article	

Limitations	of	the	principle:
	 Each	principle	of	the	Declaration	relates	to	the	other	principles	(Article	26)

	 Limiting	the	application	of	the	principles	is	regulated	in	Article	27

	 The	protection	of	public	health	can	be	a	limiting	factor
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Definition	of	the	notions	‘discrimination’	and	‘stigmatization’
 The word ‘discrimination’ comes from the Latin discriminare, which means to ‘distin-
guish between’. Thus, to discriminate socially is to make a distinction between people 
on the basis of class or category without regard to individual merit, which is an in-
fringement of the ethical theory of egalitarianism based on social equality (see Unit 10). 
Distinctions between people which are based just on individual merit (such as personal 
achievement, skill or ability) are generally not considered socially discriminatory, con-
trary to distinctions based on race, social class or caste, nationality, religion, sex, sexual 
orientation, disability, ethnicity, height, age or any other ground in violation of human 
dignity, human rights and fundamental freedoms.

 According to the Encyclopaedia Britannica ‘stigmatization’ is a discrediting process 
which strikes an individual who is considered as ‘abnormal’ or ‘deviant’. He or she is 
reduced to this single characteristic in other people’s eyes or opinions for whom this 
‘label’ justifies a range of social discriminations and even exclusion. The social impact 
of stigmatization shows a number of negative behaviours toward stigmatized people that 
can end in real discrimination as regards, for example, access to social services such as 
health care and education, employment and professional advancement, income level 
and domestic life.

Positive	or	reverse	discrimination

 Discriminatory policies or acts that benefit a historically and socio-politically non 
dominant group (typically women and minorities but sometimes majorities), at the ex-
pense of a historically and socio-politically dominant group (typically men and majority 
races) are called ‘positive or reverse discrimination’ or ‘affirmative action policies’. 

  However, whether a given example of discrimination is positive or negative is often a 
subjective judgement. 

 In the field of health care and bioethics, some groups need more protection such as 
infants and elderly people, AIDS patients, psychiatric patients and depressed patients.

Grounds	of	discrimination

 Advances in medical technology have the potential to create disproportionate disadvan-
tages for some social groups, either by being applied in ways that harm members of these 
groups directly or by encouraging the adoption of social policies that discriminate unfairly 
against them with significant individual, social and legal consequences. For instance, re-
productive medicine has developed techniques that enable parents to choose the sex of 
their child which raises the concern of discrimination against girls and women in societies 
where male children are valued more highly than female children. Similar concerns have 
been raised about the increasing use of abortion as a method of birth control in overpopu-
lated countries where there is considerable social and legal pressure to limit family size and 
where the vast majority of the parents who use it choose to have a boy rather than a girl.
 
 In the field of genetics, the use of relatively simple tests for determining a patient’s sus-
ceptibility to certain genetically transmitted diseases has led to concerns that the results 
of such tests, if not properly safeguarded, could be used in unfair ways by health-in-
surance companies, employers, and government agencies. In addition, through genetic 
counselling prospective parents can be informed about the chances that their offspring 
will inherit a certain genetic disease or disorder; this will enable them to make more 
informed decisions about reproduction. This is viewed by some bioethicists and some 
NGOs as contributing to a social atmosphere considerably less tolerant of disability 
than it ought to be. The same criticism has been levelled against the practice of diagnos-
ing, and in some cases treating, congenital defects in unborn children.
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 Research on the genetic bases of behaviour, though still in its infancy, is controversial, 
because of its potential to encourage the adoption of crude models of genetic determin-
ism in the development of social policies, especially in the areas of education and crime 
prevention. Such policies, it is claimed, could result in unfair discrimination against 
large numbers of people judged to be genetically disposed to ‘undesirable’ forms of 
behaviour, such as aggression or violence.

Legal	context

 Explanation of Article 11, as a theoretical and practical continuation of Articles 3 and 
10, and continued in discussion of Articles 13, 14, and 15

 Background for the Article:
	 	 i	 Articles 1 and 2 of the Universal Declaration of Human Rights
	 	 ii	 Article 7 of the International Declaration on Human Genetic Data

Limitations	of	the	principle:

 Article 26 of the Declaration states that the principles should be understood as comple-
mentary and interrelated; the Declaration is to be understood as a whole. This implies 
that if a bioethical issue or problem emerges, it is usually the case that several principles 
are relevant to the issue or problem and need to be balanced in order to reach a justified 
conclusion about what to do. 
 
 Article 27 specifies the limitations on the application of the principles. It mentions 
several conditions in which application may be limited:
	 	 i	 by law
   ∆ laws in the interests of public safety
   ∆ laws for the investigation, detection and prosecution of criminal offences
   ∆ laws for the protection of public health
   ∆ laws for the protection of the rights and freedoms of others
	 	 ii	 such law need to be consistent with international human rights law

 When therefore public health is at risk, exceptions or restrictions to the non discrimi-
nation principle can be necessary either by affirmative actions in favour of some key per-
sons or groups, or by ‘negative’ actions that may infringe upon individual rights. These 
exceptions must be publicly discussed and applied with transparency and according to 
the national law. They also must be subject to revision according to developments of the 
situation and scientific knowledge.

UNIT 11

4

5

c

a

b

a

b

c

Bioethics Core i.indd   49 8/10/08   16:36:38



BIOETHICS 
CORE 
CURRICULUM

50

Respect for cultural diversity and pluralism 
(Article 12)

Students should be able to explain the meaning of ‘culture’ and why it 
is important to respect cultural diversity

Students should be able to explain the meaning of pluralism and why it 
is important in the field of bioethics

Students should be able to deal with cultural diversity and take into 
consideration cultural specificities (appropriate approach, positive 
inputs and limits) with respect to the fundamental principles of bioethics 
and human rights

Background
	 Definition	of	culture	and	cultural	diversity

	 Value	of	respect	for	cultural	diversity

	 Definition	and	value	of	pluralism

Explanation	of	Article	12
	 As	a	theoretical	and	practical	continuation	of	other	articles

	 The	principle	will	raise	questions	concerning:

	 	 i	 Discrimination
	 	 ii	 Infringement	of	the	autonomy	principle
	 	 iii	 Infringement	of	national	laws

Limits	to	the	consideration	for	cultural	specificities
	 Human	dignity,	human	rights	and	fundamental	freedoms

	 Domestic	law,	national	regulations	and	international	human	rights	laws

	 Indigenous	knowledge	and	practices

	 Principles	set	out	in	the	Declaration

UNIT 12
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Definitions	and	background
	 Definition	of	culture	and	cultural	diversity

	 	 i	 According to the UNESCO Universal Declaration on Cultural Diversity: ‘Culture  
   should be regarded as the set of distinctive spiritual, material, intellectual and  
   emotional features of society or a social group, and it encompasses, in addition  
   to art and literature, lifestyles, ways of living together, value systems, traditions  
   and beliefs.’
	 	 ii	 As stated in Article 1 of the above Declaration: ‘Culture takes diverse forms  
   across time and space. This diversity is embodied in the uniqueness and  
   plurality of the identities of the groups and societies making up humankind.’

	 Value	of	respect	for	cultural	diversity

	 	 i	 UNESCO considers cultural diversity as the common heritage of humanity  
   and therefore it should be recognized and safeguarded for the benefit of  
   present and future generations. 
	 	 ii	 As a source of exchange, innovation and creativity, cultural diversity is as  
   necessary for humankind as biodiversity is for nature and it is essential to  
   ensure harmonious interaction among people and groups with plural, varied  
   and dynamic cultural identities as well as their willingness to live together.
	 	 iii	 Thus, policies for the inclusion and participation of all cultural groups and  
   citizens are guarantees of vitality, social cohesion and peace.

	 Definition	and	value	of	pluralism

	 	 i	 Pluralism is, in a general sense, the affirmation and acceptance of diversity.  
   The concept is used in a wide range of issues: politics, science, medicine and  
   medical practices, religion, philosophy and ethics.
	 	 ii	 Value-pluralism means that there are several values which may be equally correct  
   and fundamental, and yet in conflict with each other. These various values and  
   ideals have no common character apart from the fact that they are ideals (see Unit 1).

Explanation	of	Article	12
	 As	a	theoretical	and	practical	continuation	of	Articles	3	and	10,	and	to	be	continued	in	discussion	of		
	 Articles	13,	14,	and	15

	 The	principle	will	raise	questions	concerning:

	 	 i	 Discrimination
	 	 ii	 Infringement of the autonomy principle
	 	 iii	 Infringement of national laws

Limits	to	the	consideration	for	cultural	specificities

	 Human	dignity,	human	rights	and	fundamental	freedoms.

	 	 i	 Respect for cultural diversity can never be invoked when it infringes upon  
   human dignity, human rights and fundamental freedoms.
	 	 ii	 Cultural value pluralism thus cannot be used as a way of justifying discrimination  
   and stigmatization. Value-pluralism is an alternative to moral absolutism and  
   differs also from value-relativism in that pluralism imposes limits to differences,  
   such as when vital human needs or rights are violated. The value of cultural  

UNIT 12
Teacher Manual

1

2

3

a

b

c

a

b

a

Bioethics Core i.indd   51 8/10/08   16:36:39



BIOETHICS 
CORE 
CURRICULUM

��

   diversity may be in conflict with other human rights values. In this case, it is  
   necessary to analyze and balance wisely the values in conflict.

	 Domestic	law,	national	regulations	and	international	human	rights	laws

	 	 i	 Legal	limits
Example: blood transfusion for children in the case of Jehovah’s Witnesses.

	 	 ii	 Moral	and	legal	limits
Example: sex selection by the use of prenatal and preimplantation genetic diagnosis with-
out any concomitant medical reason but for ‘family balancing’ in some societies. Usually 
used to select male embryos or foetuses, this is considered discrimination (see Unit 11).

	 Risks/benefits	of	indigenous	knowledge	and	practices

For example practices of traditional healing should be promoted or nationally autho-
rized as long as they are effective and there is no scientific evidence of toxicity or harm. 
They should be evaluated by the concerned societies and groups although there are 
disputes about the criteria for evaluation.

	 Using	international	declarations/instruments

	 	 i	 Article 4 of the UNESCO Universal Declaration on Cultural Diversity stipulates  
   ‘Human rights as guarantees of cultural diversity. The defence of cultural  
   diversity is an ethical imperative, inseparable from respect for human dignity.  
   It implies a commitment to human rights and fundamental freedoms, in  
   particular the rights of persons belonging to minorities and those of indigenous  
   peoples. No one may invoke cultural diversity to infringe upon human rights  
   guaranteed by international law, nor to limit their scope’.
	 	 ii	 Article 4 of the International Declaration on Human Genetic Data: human genetic  
   data have a special status because: (Paragraph iv) they may have cultural  
   significance for persons or groups. Due consideration should be given to the  
   sensitivity of human genetic data and an appropriate level of protection for  
   these data and biological samples should be established.
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Solidarity and cooperation (Article 13)

Students should be able to explain the development of the notion of 
solidarity in different societies

Students should be able to describe the difference between solidarity 
as an instrumental and a moral value

Students should be able to give examples of solidarity in the context of 
health care and research

The	notion	of	solidarity
	 Discuss	the	notion	of	solidarity:	first	associations

	 Solidarity	in	health	care

	 Opposition	to	individualism

	 Evolution	of	solidarity	in	society

	 	 i	 mechanical	solidarity
	 	 ii	 organic	solidarity
	 	 iii	 organized	solidarity

	 Ethical	perspective

	 	 i	 Solidarity	as	instrumental	value
	 	 ii	 Solidarity	as	moral	value

Threats	to	solidarity	in	present-day	societies

Relationship	of	solidarity,	autonomy,	and	justice

International	research

Health	insurance	–	provision	of	health	care	to	the	general	population	as	an	end,	
health	insurance	as	a	means

UNIT 13
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The	notion	of	‘solidarity’

	 Discuss	the	notion	of	‘solidarity’

Ask students with what do they associate this notion, for example:
	 	 i	 mutual respect
	 	 ii	 support of the weak and vulnerable
	 	 iii	 commitment to a common cause or the common good
	 	 iv	 belonging together
	 	 v	 mutual understanding
	 	 vi	 shared responsibility

 Solidarity is applicable in the context of health care systems. In Europe for example, ev-
eryone is obliged to make a fair financial contribution to a collectively organised insurance 
system that guarantees equal access to health and social care for all members of society.

 Solidarity is often considered to be opposed to individualistic behaviour and con-
trasted with self-centred individualism, as a personal and social concern for vulnerable 
groups in modern societies, in particular the chronically ill, the handicapped, political 
refugees, immigrants and the homeless.

 Sociological analysis shows that solidarity can have different expressions in the evolution 
of societies:
	 	 i	 In traditional societies (homogeneous and without much differentiation in social  
   functions) solidarity rests on the social uniformity of beliefs, practices and  
   sentiments (‘mechanical solidarity’, ‘group solidarity’ or ‘associative solidarity’);
	 	 ii	 During the transition from traditional to modern societies, the form and contents  
   of social ties between individuals are transformed and hence the nature of social  
   solidarity. Differentiation and diversification of functions and tasks create  
   relations of interdependence between individuals. Division of labour and  
   structural interdependence require new rules of cooperation (‘organic solidarity’,  
   ‘contractual solidarity’);
	 	 iii	 In post-industrial, globalised societies, solidarity takes the form of ‘organised  
   solidarity’. Building new forms of solidarity is an ongoing project. In many  
   cases, common interests, interdependencies and personal relations no longer  
   exist. Still ‘solidarity of strangers’ is possible. Modern solidarity functions  
   between non-related and impersonal members of a society.

 From an ethical perspective, solidarity is first and foremost a moral value focused on 
providing support to those who need it. Among members of a community mutual obli-
gations exist. This also implies that a fundamental difference should be made between 
two forms of solidarity:

	 	 i	 Solidarity	as	instrumental	value
Solidarity as self-interest, reciprocal solidarity. The enlightened self-interest of ratio-
nally calculating individuals motivates them to cooperate.

	 	 ii	 Solidarity	as	moral	value
Group oriented responsibility to care for the weaker and more vulnerable members of 
the community. Real solidarity implies that we take care of vulnerable persons even if 
it would not be in our interest or even if there is no specific purpose. Human beings 
share identity as members of the same collectivity and therefore feel a mutual sense of 
belonging and responsibility. Solidarity in this sense is ‘humanitarian solidarity’; it is 
the expression of an ethics of commitment, a sense of responsibility towards the most 
vulnerable in society. Not self-interest but the interest of others motivates cooperation.

Teacher Manual
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Threats	to	solidarity

 Solidarity in present-day societies is under threat due to various factors.
	 	 i	 Globalisation; more anonymous approach; less connectedness with other  
   human beings; 
	 	 ii	 Increasing demands for expensive treatments, for instance due to the ageing  
   of populations; the range of options for individuals has enlarged;
	 	 iii	 Changing and more demanding attitudes of clients, related to increasing indi 
   vidualisation of societies with increasing stress on the moral significance of  
   individual autonomy;
	 	 iv	 Shift towards more private financial responsibility and increasing pressure of  
   market ideology;
	 	 v	 Erosion of local communities and extended family networks changing  
   personal and social relationships;

 In present-day societies there is a tension between solidarity, personal autonomy and 
responsibility. The example of unhealthy lifestyles illustrates this tension. Individuals 
are free to choose the lifestyles they prefer but if these are notoriously risky for their 
health, can they still expect the solidarity of citizens if they fall ill?

Relationship	of	solidarity,	autonomy,	and	justice

Solidarity goes beyond justice. Justice is a matter of obligation from one free individual 
to another; it is based on the shared interest of preserving the requisite amount of free-
dom for all citizens. Solidarity is not necessarily a legal obligation. Solidarity does not 
necessarily restrict autonomy.

International	research

 What do solidarity and cooperation imply?

 Relationship with benefit sharing (see Unit 15)

Health	insurance

Provision of health care to the general population as an end, health insurance as a means
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Social responsibility and health (Article 14)

Students should become acquainted with the shared responsibilities  
of the state and various sectors of society in regard to health and  
social development

Students should understand the requirements of global justice and the 
notion of the highest attainable standard of health care as a right

Students should be able to explain that health status is a function of  
social and living conditions and that the attainment of the highest  
attainable standard of health care depends upon the attainment of 
minimum levels of social and living conditions

Students should be able to appreciate the urgent need to ensure that prog-
ress in science and technology facilitates access to quality health care and 
essential medicines as well as the improvement of living conditions and the 
environment, especially for marginalized segments of the population

Students should be able to analyze potentially exploitative social practices 
or arrangements affecting public health and recommend possible solutions

Highest	attainable	standard	of	health	as	a	fundamental	human	right
	 Universal Declaration of Human Rights

	 WHO	Constitution	

Health	and	the	impact	of	social	and	overall	living	conditions
	 The	need	for	health	care	initiatives	to	take	into	account	the	broad	development	context	

	 The	ethical	significance	of	public	and	population	health	initiatives	

Duty,	obligation	and	responsibility	and	how	these	are	acquired	by	individuals,	
groups	or	institutions

Responsibilities	for	governments	and	various	sectors	of	society
	 Responsibilities	of	governments

	 Social	responsibilities	of	the	health	sector	and	the	medical	profession

	 Social	responsibilities	of	the	private	sector	and	industry
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Health	and	contemporary	challenges	to	global	justice	
	 Access	to	essential	drugs	and	health	services

	 Poverty	and	the	HIV/AIDS	pandemic

	 Standard	of	care	in	international	health	research

	 The	protection	of	vulnerable	populations

	 Research	prioritization

	 Providing	health	care	services	across	national	boundaries

	 Organ	transplantation	and	medical	tourism

Highest	attainable	standard	of	health	as	a	fundamental	human	right

 Section 1, Article 25 of the Universal Declaration of Human Rights states that ‘everyone 
has the right to a standard of living adequate for the health and well-being of himself 
and of his family, including food, clothing, housing and medical care and necessary so-
cial services . . .’ (1948). 

 Moreover, the WHO Constitution provides that ‘the enjoyment of the highest attainable 
standard of health is one of the fundamental rights of every human being without distinc-
tion of race, religion, political belief, economic or social condition’(1946). The recognition 
of the highest attainable standard of health as a fundamental human right establishes a 
heavy ethical burden on health care and related sectors, especially because of the broad 
definition of health as ‘a state of complete physical, mental and social well-being and not 
merely the absence of disease or infirmity’ (1946). See also Units 2 and 4.

Health	and	the	impact	of	social	and	overall	living	conditions

 Ethically-minded players in the health sector appreciate the need for health care ini-
tiatives to take into account the broad development context that includes the reduction 
of poverty, stewardship of the environment, and assurance of human rights, gender 
equity and global security. Such ethical initiatives reaffirm the definition of health as 
expressed in WHO’s Constitution, and the recognition of health as both a means to 
other development goals and as an end in itself. 

 This section also highlights the ethical significance of public and population health 
initiatives, as they constitute a dynamic instrument for achieving social and economic 
development, justice and security. Whereas health has been conventionally viewed as an 
end in itself, the discussion examines the synergistic relationship between health and 
other aspects of development.
	 	 i	 Poverty defined as the undermining of a whole range of key human capabilities,  
   including health. Ill-health disproportionately afflicts poor people, and sudden  
   health problems push people into greater poverty (the ‘medical poverty trap’). 
	 	 ii	 The need to reduce the burden of excess mortality and morbidity suffered by  
   the poor populations in both poor and rich countries.
	 	 iii	 The sensitivity of health to the social environment and to ‘the social determinants  
   of health’. 
	 	 iv	 Inequalities between men and women, regions, ethnic groups, rural and urban  
   areas, and in legal status.
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Duty,	obligation	and	responsibility	and	how	these	are	acquired	by	individuals,	
groups	or	institutions

 Individuals, groups or institutions may be ascribed duties, responsibilities or obliga-
tions in a number of ways. In the case of governments, these may be defined constitu-
tionally, or by the instrument that established the state. These may also be determined 
by agreements entered into with other governments, international organizations, or oth-
er bodies. In the case of individuals, these may be defined by state laws or by rules and 
regulations governing membership of a particular group (e.g., professional, religious, 
interest, or advocacy group). The same applies to groups or agencies established within 
the context of national laws or statutes. 

 Responsibility may be acquired also in respect of roles that individuals, groups or in-
stitutions assume in a particular social-political-economic context. Moreover, in light of 
conditions characterized by wide disparities in economic, social and political power, pro-
tection of the fundamental right to the highest attainable level of health puts a burden on 
individuals, groups and institutions to provide assistance that is within their means. This 
notion of responsibility has been specifically referred to as social responsibility.

Responsibilities	for	governments	and	various	sectors	of	society

This section examines the context within which governments and other stakeholders 
have to operate when they try to provide health care and other needs to the population. 
The conditions characterizing that context have implications for the specific responsi-
bilities that may be ascribed to the different stakeholders. Ordinarily, the degree of re-
sponsibility increases as one’s amount of control over a given situation rises. It is useful 
to analyze different situations in order to consider the extent to which stakeholders may 
be adjudged to have a responsibility, and to identify the specific initiatives that may be 
identified as falling within the sphere of their ethical obligations. 

	 Responsibilities	of	governments

The government or the state has the primary duty to uphold and protect the rights of its 
citizens. It is also charged with the responsibility to provide the environment that could 
maximize the contributions of other sectors to the promotion of fundamental rights. 

	 Social	responsibilities	of	the	health	sector	and	the	medical	profession

The Physician’s Oath contained in the Declaration of Geneva (1948, 1968, 1983, 1994, 2006) 
and the WMA International Code of Medical Ethics (1949, 1968, 1983, 2006) enumerate the 
duties of medical practitioners. Nurses, dentists, caregivers and other workers in the health 
care community have similar or corresponding responsibilities. This section examines the 
responsibilities that arise in relation to professional roles as well as to the gaps in health 
service that cannot be sufficiently filled by referring to such roles.

	 Social	responsibilities	of	the	private	sector	and	industry

Regardless of the nature of the products they produce or services they offer, industries have 
an ethical responsibility to promote the interests of society. The responsibility ought to be 
shared in accordance with relevant principles of justice and fairness. In many countries, 
the pharmaceutical industry observes codified regulations that include provisions for social 
responsibility. A study of the regulations could reveal certain gaps that need to be filled.

Health	and	contemporary	challenges	to	global	justice.	

The wide disparities in the provision of health care experienced globally give rise to 
questions of equality and global justice. 
	

3

4

5

a

b

c

a

b

Bioethics Core i.indd   58 8/10/08   16:36:41



59

	 Access	to	essential	drugs	and	health	services

More than 33% of the global population has no access to essential drugs and more than 
half of this deprived population lives in the poorest regions of Africa and Asia. The de-
velopment of drugs for tropical diseases has progressed very little and even when drugs 
are available, they are often inaccessible to those who need them the most.

	 Poverty	and	the	HIV/AIDS	pandemic

HIV/AIDS spreads more quickly in poor countries and amongst poor people. This highly 
visible and paradigmatic example illustrates the inevitable connection between poverty and 
disease in general. Poverty itself is one reason for such an exacerbated effect; thus, the fight 
against HIV/AIDS (and disease in general) requires progress in the elimination of poverty.

	 Standard	of	care	in	international	health	research

Developing countries attract researchers from the affluent parts of the world. Many phar-
maceutical companies are testing their drugs in developing countries. While these countries 
urgently need research to help address the enormous burden of disease they carry, the in-
equalities in resources pose a real risk of exploitation in the context of externally-sponsored 
research. It is of great importance to develop local expertise in the provision of health care 
and come up with research hosting protocols. Researchers on the other hand should follow 
an ethical framework guided by duties to (1) alleviate suffering, (2) show respect for persons, 
(3) be sensitive to cultural differences, and (4) not exploit the vulnerable.

	 The	protection	of	vulnerable	populations

The 2005 World Summit Outcome adopted by the United Nations General Assembly ex-
presses the resolve of UN member states to ‘continue making progress in the advancement 
of human rights of the world’s indigenous peoples’ (Sec. 127), to ‘pay special attention to the 
human rights of women and children and undertake to advance them in every possible way’ 
(Sec. 128), and to recognize the need for persons with disabilities to be guaranteed full enjoy-
ment of their rights without discrimination (Sec. 129). Member states also noted that the pro-
motion and protection of the rights of persons belonging to national or ethnic, religious and 
linguistic minorities contribute to political and social stability and peace and enrich the cul-
tural diversity and heritage of society (Sec. 130). Persons without capacity to consent, prison-
ers and refugees also deserve special attention as vulnerable populations. These and similar 
groups ought to receive special consideration for a number of important ethical and histori-
cal reasons, specifically those give rise to various forms of exploitation (See also Unit 8).

	 Research	prioritization

Global health research funding has been heavily tilted in support of the needs of the 
affluent minority, leaving a mere 10% of research resources to address the needs of the 
developing world. It is important to promote responsive, fair and equitable initiatives 
in this area. Research projects carried out in poor countries should be relevant to their 
needs. Participants should also be considered as major stakeholders in the research 
projects. This section looks at illustrations and case studies in developing countries. 

	 Providing	health	care	services	across	national	boundaries

The migration of medical doctors and other health care workers has reached alarming 
proportions. Developing countries are continuously losing their health care workers to 
developed countries that provide higher remuneration and benefit packages. This sec-
tion examines the experience from a global perspective and traces responsibility to the 
various institutions involved, including the highly developed countries that draw valu-
able health care personnel away from the environments where they are most needed. 

	 Organ	transplantation	and	medical	tourism

The global income disparity is also manifest in the ongoing practice of transplanting 
organs from the poor to the rich. The medical tourism industry has provided a smoke-
screen that serves to disguise the injustices associated with transnational exploitation. 
This section examines the ethical issues involved and some of the measures that have 
been offered to curb unethical and illegal practices.
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Sharing of benefits (Article 15)

Students should be able to understand the need for ensuring that scien-
tific knowledge contributes to a more equitable, prosperous and sus-
tainable world 

Students should be able to explain that scientific knowledge has be-
come a crucial factor in the production of wealth, but at the same time 
has perpetuated its inequitable distribution 

Students should be able to explain the reality that most of the benefits 
of science are unevenly distributed among countries, regions and social 
groups, and between the sexes 

Students should be able to analyse efforts that have been undertaken at 
various levels to promote the sharing of the benefits of scientific knowledge 
and research and to explore novel initiatives that may be undertaken

Students should be able to identify and assess potentially undue or 
improper inducements in different research settings/situations

Global	justice	as	basis	for	sharing	the	benefits	of	science	and	scientific	research

International	instruments	on	benefit	sharing
	 International Declaration on Human Genetic Data	(2003)

	 Bonn Guidelines on Access to Genetic Resources and Fair and Equitable Sharing of the Benefits Arising  
 out of their Utilization	(2002)

	 Doha Declaration on the TRIPs Agreement and Public Health	(2001)

	 Human	Genome	Organization	(HUGO)	Committee	Statement	on	Benefit	Sharing	(2000)

	 Universal Declaration on the Human Genome and Human Rights	(1997)	

Models	of	benefit-sharing	agreements
	 Fair	and	equitable	options	for	research	subjects

	 Biopiracy	and	fair	sharing	of	benefits	of	genetic	resources

	 Patents	and	intellectual	property

	 Valid	options	for	promoting	fair	and	equitable	access	to	new	diagnostic	and	therapeutic	modalities	or		
	 to	products	stemming	from	them
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Integration	of	capacity-building	components	to	externally	funded	research	and	
other	initiatives

Prohibition	of	using	improper	inducements	to	participate	in	research

Global	justice	as	basis	for	sharing	the	benefits	of	science	and	scientific	research

Many benefits of science are unevenly distributed, as a result of structural asymme-
tries among countries, regions and social groups, and between the sexes. As scientific 
knowledge has become a crucial factor in the production of wealth, so its distribution 
has become more inequitable. Principles of global justice should take central place in 
scientific endeavours. This can be actualized through the long-term commitment of all 
stakeholders, public and private, through greater investment, the appropriate review of 
investment priorities, and the sharing of scientific knowledge.

International	instruments	on	benefit	sharing

International agreements and other documents have been drafted under the auspices 
of international bodies committed to enhancing opportunities to share the benefits of 
scientific advances and research. Article 19 of the International Declaration on Human 
Genetic Data (2003); the Bonn Guidelines on Access to Genetic Resources and Fair and Equi-
table Sharing of the Benefits Arising out of their Utilization (2002); the Doha Declaration on 
the TRIPs Agreement and Public Health (2001); the Human Genome Organization (HUGO) 
Committee Statement on Benefit Sharing (2000); and the Universal Declaration on the 
Human Genome and Human Rights (1997) are just a few examples. 

Models	of	benefit-sharing	agreements

This section examines different models for benefit-sharing agreements and the lessons 
that may be learned from successful and unsuccessful initiatives. Proper assessment 
should reveal which measures governments could take in order to ensure that the ben-
efits of science and research are made available to the poor.

	 Fair	and	equitable	options	for	research	subjects

Agreements for sharing the medical and scientific benefits arising from the involvement 
of human subjects in health research projects.

	 Biopiracy	and	fair	sharing	of	benefits	of	genetic	resources

The human genome is part of the common heritage of humanity. It is incumbent upon 
scientists, governments and industry to find ways for the achievements in scientific and 
technological research to contribute to economic and social progress to developing 
countries and not only to developed ones. 

	 Patents	and	intellectual	property

There is a need to create ways of protecting intellectual property rights and at the same 
time making discoveries and innovations available and accessible to the public, particu-
larly to those populations who need them the most. The Doha Declaration, for example, 
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affirms that the WTO TRIPS Agreement can and should be interpreted and implemented 
in a manner supportive of WTO members’ right to protect public health and, in particular, 
to promote access to medicines for all.

	 Valid	options	for	promoting	fair	and	equitable	access	to	new	diagnostic	and	therapeutic	modalities	or		
to	products	stemming	from	them

To ensure the availability of new products and innovations, continuous, time-specified 
or needs-based supply, local version manufacturing, patent and licensing agreements 
are just some of the ways that can be explored. 

Integration	of	capacity-building	components	to	externally	funded	research	and	
other	initiatives
Apart from access to material results of research, efforts should be dedicated to improving 
health systems by strengthening local health research capacities. Higher levels of skills 
and ability to perform research will prove useful in addressing local needs and concerns. 

Prohibition	of	using	improper	inducements	to	participate	in	research

While participants should benefit from the research, there is a strong case for the prohibi-
tion of inducements that may unduly compromise informed consent or erode autonomy.
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Protecting future generations (Article 16)

Students should be able to explain the principle of protecting future 
generations

Students should be able to evaluate the possibilities and difficulties in 
the application of the principle in practical settings

Why	care	about	the	future?
	 Contexts	of	concern

	 Contemporary	sensibility	towards	future	generations

The	scope	and	limits	of	future	related	responsibilities
	 Intergenerational;	distant	generations,	all	unborn	generations?

	 Human	or	non-human	species?

Do	we	have	obligations	to	the	possible	people	of	the	future?

How	to	represent	the	future	in	present	decision-making?

Health	care	and	future	generations
	 Prescription	of	medication	without	any	rationale	(e.g.	antibiotics,	etc.)	is	a	threat	to	future	generations		
	 –	long-term	effects	of	medicine

	 Xenotransplantation

	 Genetically	modified	food

	 Germ-line	genetic	interventions

Precautionary	Principle

UNIT 16

UNIT 16

Unit Learning  
Objectives

Outline of  
the Syllabus

1

2

3

4

5

6

a

b

c

a

b

a

b

d

Bioethics Core i.indd   63 8/10/08   16:36:42



BIOETHICS 
CORE 
CURRICULUM

��

Why	care	about	the	future?

 Start by exploring in what contexts the concern for future generations has emerged
	 	 i	 Many countries are rapidly developing. At the same time, economic growth  
   has consequences such as increasing inequity or environmental degradation.  
   Economic growth is often based on natural resources (such as oil or wood)  
   that are diminished, destroyed or consumed. If present trends continue, the  
   world will be more crowded, more polluted, less stable ecologically and more  
   vulnerable to disruption. In this context, the notion of ‘sustainable development’  
   (see Unit 17) or ‘development without destruction’ has been introduced.
	 	 ii	 The 1987 Report of the World Commission on Environment and Development  
   (with the title Our Common Future) defines sustainable development as  
   ‘development that meets the needs of the present without compromising the  
   ability of future generations to meet their own needs’. The key idea is that the  
   needs of present and future generations must be taken into account.
	 	 iii	 Responsibility for future generations has been endorsed in many international  
   documents. An example is the 1992 Rio Declaration on Environment and Development.
	 	 iv	 The ethical context of the principle is articulated in the Declaration on the  
   Responsibilities of the Present Generations towards Future Generations, adopted by  
   UNESCO in 1997. Article 4 of this Declaration states that ‘The present  
   generations have the responsibility to bequeath to future generations an Earth  
   that will not one day be irreversibly damaged by human activity’.

 It is argued (see, for example, Agius, 2006) that three factors are responsible for the 
contemporary sensibility towards future generations:
	 	 i	 technology has altered the nature of human activity which is now impacting 
   on not only the lives of people living now but of those who will live in  
   the future;
	 	 ii	 present-day reality is interdependent and interrelated; for example, environ- 
   mental disasters in one region will affect other regions and  
   other generations;
	 	 iii	 the increasing awareness of the finitude and fragility of our existence and  
   ‘our one and only Earth’, as the UN Secretary General said in 1998.

The	concept	of	moral	responsibilities	towards	future	generations	is	also	related	to	
the	concept	of	intergenerational	justice
It implies that the activities of present generations are limited by the obligation to take 
into account and safeguard the development and needs of future generations. Tradition-
ally, justice has been defined as ‘giving to everyone his or her due’. By promoting obliga-
tions to future generations as a matter of justice, a new discourse of intergenerational 
justice has been introduced.

Arguing	that	we	have	responsibilities	to	posterity	or	obligations	of	justice	towards	
future	generations	is,	however,	problematic	
Does it make sense to claim that we have responsibilities towards persons who do not 
yet exist? What exactly do we mean if we speak about ‘future generations’: our children 
or grandchildren who have just been born, human beings who are not yet born and who 
we cannot even consider as individual persons, or all distant generations, human and 
non-human, who will inherit the earth from us? Two positions are usually defended:
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	 We	only	have	a	moral	relationship	with	generations	of	the	immediate	future

Our obligations only extend to the succeeding one or two generations. Crucial here is the view 
that it makes only sense to talk about moral responsibility if there are moral relationships;

	 All	future	generations	can	claim	that	we	take	them	into	account

We therefore have responsibilities to even far-distant future generations. Central here is 
the concept of ‘common heritage’; that which belongs to all humanity cannot be consid-
ered simply as unexplored and unclaimed territories suitable for expropriation and ex-
ploitation on a first-come, first-served basis. Earth’s resources belong to all generations.

How	do	we	represent	the	future	in	present	decision-making?

 Even if we agree that moral concern for future generations is necessary, what kind of 
obligations do we have to people who do not yet exist or who might even not ever exist? 
We do not know what will be the needs of future generations since their identity is de-
pendent or contingent on many factors. Future generations can, by definition, not have 
any claims upon us because they are not present to make them.

 A solution to this last problem is to have others who act on their behalf. Some have 
proposed the establishment of an office of guardian to represent future generations at 
national, regional and international levels. It is a matter of justice to give voice to the 
voiceless. Institutional mechanisms should therefore be created to make our respon-
sibilities towards future generations a reality. Discuss this option. Take the example of 
the Commission for Future Generations, created in one Member State of UNESCO. 
Discuss whether and how a similar approach could be realised at international level, for 
example by creating a UN Commission. Analyse the advantages and disadvantages.

In	health	care,	there	are	several	examples	of	technological	and	scientific	progress	
that	have	serious	impact	on	future	generations
Discuss the case of xenotransplantation, genetically modified food or germ-line genetic 
interventions.

One	principle	that	is	often	used	in	this	context	is	the	Precautionary	Principle	

Where a threat to health or the environment is serious and imminent, we cannot afford 
to wait for a high degree of proof before acting to prevent damage. If we wait too long, 
especially the interests of future generations will be irreversibly damaged. Examine this 
principle, its definitions and applications.
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Protection of the environment,  
the biosphere and biodiversity (Article 17)

Students should be able to explain how bioethics is related to environ-
mental issues

Students should be able to analyse environmental issues from anthropo-
centric, biocentric and ecocentric ethical perspectives

Students should be able to describe sustainable development

Ethics	and	the	environment:	views	of	nature
	 The	relation	of	bioethics	and	environmental	issues

	 Background

Ethical	perspectives
	 Anthropocentric	environmental	ethics:	human	centred	ethics

	 Non-anthropocentric	environmental	ethics

	 	 i	 Biocentric:	other	living	organisms	have	intrinsic	value
	 	 ii	 Ecocentric:	ecosystems	have	intrinsic	value	as	well

	 Basic	principles	of	environmental	ethics

	 	 i	 environmental	justice
	 	 ii	 intergenerational	justice
	 	 iii	 respect	for	nature

Notion	of	sustainability
	 A	new	ethics	of	conservation	and	stewardship

	 What	is	sustainable	development?

	Ethics	and	the	environment:	views	of	nature

	 Ethical	concerns	with	the	environment

	 	 i	 Characteristics	of	such	concerns:
	 	 	 ∆ extend the scope of ethical concerns beyond one’s community and nation to  
    include also animals and the whole of nature
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	 	 	 ∆ interdisciplinary
	 	 	 ∆ plural: different approaches
	 	 	 ∆ global: the ecological crisis is a global issue
	 	 	 ∆ revolutionary: challenge to the anthropocentrism of modern ethics

	 Background

	 	 i	 Ecological crisis first noticed in 1960s and 1970s
	 	 ii	 Report of the Club of Rome (Limits to Growth) in 1972
	 	 iii	 First United Nations environmental conference in Stockholm in 1972
	 	 iv	 Birth of environmental ethics in 1970s
	 	 v	 1992 Rio Earth Summit Conference
	 	 vi	 2000 UN Millennium Declaration: the core of our environmental concerns has  
   to do with ‘the threat of living on a planet… irredeemably spoilt by human  
   activities, and whose resources would no longer be sufficient’ for the needs of  
   all humanity, and above all, ‘the needs of our children and grandchildren’
	 	 vii	 UN Millennium Declaration: clearly indicates the object of environmental  
   concern: ‘current unsustainable patterns of production and consumption’

Ethical	perspectives

There are different schools of environmental ethics. They differ as regards (1) the scope 
of human duties towards others, (2) ethical methodologies, and (3) cultural context

	 Anthropocentric	environmental	ethics:	human	centred	ethics

	 	 i	 Human beings have moral duties only towards one another
	 	 ii	 Human interests prevail over the interests of other species
	 	 iii	 Ethical methodologies: utilitarianism and deontology
	 	 iv	 More related to Western culture (in which nature often has an economic value) 

	 Non-anthropocentric	environmental	ethics

	 	 i	 Biocentric:	other	living	organisms	have	intrinsic	value
	 	 	 ∆ all life forms are ‘moral patients’, i.e. subjects that are entitled to moral  
    consideration
	 	 	 ∆ it is therefore an ethical imperative to respect all life forms
	 	 	 ∆ all organisms have intrinsic value
	 	 	 ∆ more related to non-western cultural traditions

	 	 ii	 Ecocentric:	ecosystems	have	intrinsic	value	as	well
	 	 	 ∆ nature as a whole is a ‘moral patient’
	 	 	 ∆ all organisms and entities in the ecosphere, as parts of the interrelated whole,  
    are equal in intrinsic value
	 	 	 ∆ holistic methodology

	 Basic	principles	of	environmental	ethics

	 	 i	 Environmental	justice
	 	 	 ∆ environmental benefits and burdens should be equally distributed
	 	 	 ∆ opportunities to participate in decision-making concerning environmental  
    issues should be equally provided

	 	 ii	 Intergenerational	justice
Every generation should leave the following generation an equal opportunity to live a 
happy life, and should therefore bequeath a healthy earth (see Unit 16)
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	 	 iii	 Respect	for	nature
The prosperity of human beings depends on the prosperity of nature. Human beings 
are part of nature. They have therefore the duty to conserve and protect the integrity of 
the ecosystem and its biodiversity

Notion	of	sustainability

	 2002	Johannesburg Declaration on Sustainable Development

A new ethic of conservation and stewardship should be adopted, focussing on:
	 	 i	 measures to curb global climate change (reduction of emissions of green- 
   house gases)
	 	 ii	 conservation and management of all types of forests
	 	 iii	 better use of water resources
	 	 iv	 intensified cooperation to reduce the number and effects of natural and  
   man-made disasters
	 	 v	 fundamental change in the lives of the affluent 
	 	 vi	 equitable access to resources

	 What	is	sustainable	development?

	 	 i	 Original definition given in report of World Commission on Environment and  
   Development (1987): sustainable development is development that meets the  
   needs of present generations without compromising the ability of future  
   generations to meet their needs.

	 	 ii	 Two	important	qualifications:
	 	 	 ∆ the needs of the poor are central in sustainable development
	 	 	 ∆ the only constraint on sustainable development is the state of technology  
    and social organization in society

	 	 iii	 Different	views	of	sustainable	development
	 	 	 ∆ Weak notion of sustainability
Classic view: integration of economic, socio-political and ecological spheres: three 
components of sustainable development but interdependent and mutually reinforcing; 
problem is that they are often viewed as separate spheres with their own logic and 
values; often also ‘trade-offs’ between human and social development and ecological 
concerns; economic growth and social development often have priority. This notion of 
sustainability is also strongly anthropocentric; human beings and their needs are the 
point of departure; everything in nature has instrumental value, contributing to achiev-
ing human purposes.
	 	 	 ∆ Strong notion of sustainability
In order to prevent a continuing decline of natural resources over time, a drastic change 
in patterns of production and consumption is necessary; the way we are using natural 
resources need to be transformed. It is necessary to emphasise the intrinsic value of 
nature; nature has a value in and of itself, regardless of any benefits for humans. It is 
therefore more helpful to regard sustainable development as three embedded spheres; 
the spheres are intertwined from the outset.
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