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Precautionary Principlelll

The early stages of national and international environmental policies can be characteri-
zed by a curative model towards our natural environment. With increased environmental
impacts of growing populations and industrialization, the environment was no longer able
to cure itself; it had to be helped in repairing the damage inflicted upon it by human activi-
ties. For reasons of equity and feasibility, governments sought to apportion the economic
costs of such intervention by requiring polluters to pay the cost of pollution. It soon
became apparent, however, that this Polluter Pays Principle was practicable only if accom-
panied by a preventive policy, intended to limit damage to what could be repaired or com-
pensated for. This ‘prevention is better than cure’ model marks the second stage of govern-
mental action for environmental protection. This stage was characterized by the idea that
science can reliably assess and quantify risks, and the Prevention Principle could be used to
eliminate or diminish further damage. The emergence of increasingly unpredictable, uncer-
tain, and unquantifiable but possibly catastrophic risks such as those associated with
Genetically Modified Organisms, climate change etc., has confronted societies with the
need to develop a third, anticipatory model to protect humans and the environment
against uncertain risks of human action: the Precautionary Principle (PP). The emergence
of the PP has marked a shift from post damage control (civil liability as a curative tool) to
the level of a pre-damage control (anticipatory measures) of risks.

Precautionary Principle, Working Definition. When human activities may lead to mo-
rally unacceptable harm that is scientifically plausible but uncertain, actions shall be taken
to avoid or diminish that harm. Morally unacceptable harm refers to harm to humans or
the environment that is: threatening to human life or health, or serious and effectively irre-
versible, or inequitable to present or future generations, or imposed without adequate con-
sideration of the human rights of those affected. The judgement of plausibility should be
grounded in scientific analysis. Analysis should be ongoing so that chosen actions are sub-
ject to review. Uncertainty may apply to, but need not be limited to, causality or the
bounds of the possible harm. Actions are interventions that are undertaken before harm
occurs that seek to avoid or diminish the harm. Actions should be chosen that are propor-
tional to the seriousness of the potential harm, with consideration of their positive and
negative consequences, and with an assessment of the moral implications of both action
and inaction. The choice of action should be the result of a participatory process.

What the PP is not. To avoid misunderstandings and confusions, it is useful to elabo-
rate on what the PP is not. The PP is not based on ‘zero risks’ but aims to achieve lower or
more acceptable risks or hazards. It is not based on anxiety or emotion, but is a rational
decision rule, based in ethics, that aims to use the best of the ‘systems sciences’ of com-
plex processes to make wiser decisions. Finally, like any other principle, the PP in itself is
not a decision algorithm and thus cannot guarantee consistency between cases. Just as in
legal court cases, each case will be somewhat different, having its own facts, uncertainties,
circumstances, and decision-makers, and the element of judgement cannot be eliminated.

[1] World Commission on the Ethics of Scientific Knowledge and Technology (COMEST): The Precautionary
Principle. UNESCO, Paris, 2005, 52 pp., Box 2, p. 7, 14.




POVODNE PRACE

ORIGINAL PAPERS

CONFIDENTIALITY AND DUTY
TO WARN THE THIRD PARTIES
IN HIV/AIDS CONTEXT

Agne Sirinskiene', Jonas Juskevicius',
Andrius Naberkovas?

"Mykolas Romeris University, Vilnius, *Vytautas Magnus
University, Kaunas, Lithuania

Introduction

Since the first cases of AIDS were reported in 1981,
the epidemic has posed a great challenge to public health
officials, policymakers and the public at large. Current
figures estimate that in 2004, about 40 million people
were living with HIV. The AIDS epidemic claimed more
than 3 million lives and close to 5 million people acqui-
red the human immunodeficiency virus (HIV) in 2004.
On 2 June 2005, UN Secretary General Kofi Annan high-
lighted that despite encouraging signs that the AIDS epi-
demic begins to be contained in a small, but growing
number of countries, it still continues to expand world-
wide. [1] The rapid spread of the infection and its pecu-
liarities stipulate discussions on such issues of medical
ethics, which have already been thoroughly reviewed in
the past, but now seem to acquire new meaning(s). This
happened to the problem of confidentiality vis a vis the
present ‘AIDS crisis’. The most complicated ethical and
legal questions arise, when the infected person delibe-
rately avoids to inform the individuals of concern about
the potential danger of contracting the infection.

The aim of this paper is to explore the limits of confi-
dentiality in the situation of HIV infection/AIDS, as there
is a conflict with a duty to warn the third party about the
danger of HIV transmission - even when the HIV-infec-
ted individual categorically refuses doing so. The problem
will be analyzed step by step. At first, we shall discuss the
importance of keeping confidentiality and the specifici-
ties of HIV infection. Then we shall focus on the respon-
sibilities of the physician concerning the third party, in par-
ticular his duty to warn him/her. Then, we shall consider
cases, when HIV-infection has to be reported after pa-
tient’s death, or when the disclosure of the confidential
information is related to the post-exposure prophylaxis.

The specificities of confidentiality during
the HIV epidemics

Generally speaking, physicians have a legal end ethi-
cal obligation of keeping confidentiality regarding their
communications with patients. For example, the Ameri-
can Medical Association has announced that “[t]he physi-
cian should not reveal confidential communications or
information without the express consent of the patient,
unless required to do so by law”. [2] The Article 10 of amen-
ded Lithuanian Law on patients rights and compensation
for the health damage [3] states that all information
about the patient's health status and applied treatment is
confidential and should be kept confidential even after
the patient’s death, unless the patient has decided to the
contrary. Any such information could be reported with-

out expressed patient‘s consent to the directly related
third party only on the grounds of patient's interests.

It may be observed that the principle of confidentiali-
ty comes into play when a person seeking medical help
and his/her physician establish a particular relationship.
This requires mutual respect, trust, honesty and a certain
degree of confidence, to say nothing about other aspects.
Then, the physician’s professional skills could be used
effectively for the good of the patient. [4] This under-
lines the most important motive for keeping the confi-
dentiality: both the physician and the patient want to hear
the truth from each other. The physician’s efforts to learn
as much as possible about his patient is not at all a matter
of petty curiosity. Knowledge of the person’s health and
his/her private life is necessary for the physician for ma-
king the best possible decisions concerning the diagnostic
and treatment procedures. Thus, acquiring certain private
information from the patient (anamnesis) does not disturb
the person’s privacy. Moreover, it is an obligatory procedure
for the physician.

Besides, it is a well-known fact that the principle of
confidentiality shows how much the society trusts medi-
cine altogether. A human being is a social being. He/she
lives in a community. So, the right to protect one’s pri-
vate life - and the obligation to respect it, become a
social duty in order to have sincere and trustworthy
human relationships in the given society. This mutual
trust should enable a sick person to look for medical help.
[5] This relational code has become a basis for mutual
relationships of generations of patients and physicians.
Then, a question arises, why confidentiality in healthcare
has become a problem in view of the ‘AIDS crisis’? Why is
it so important for the relationships between the physi-
cian and the HIV patient?

An important factor, shaping the discussion about
confidentiality in HIV cases, is the character and mode of
HIV transmission. There are some specific features that
make keeping the confidentiality of utmost importance:

- The danger of fatal disease. At present, as there is no
possibility to cure a person with HIV infection, a direct
connection exists between AIDS and death. Moreover, in
contrast to other fatal diseases (e.g. cancer) the AIDS
patients are being despised, avoided and otherwise dis-
criminated against. [6]

- The ways of transmission. Often, alongside with the
fact of HIV infection, the physician learns more details
about his/her patient’s private life: his/her homosexual
(lesbian) orientation, frequent change of partners, adul-
tery, etc. The society sometimes mocks such cases of in-
fection. They serve to condemn and discriminate against
such person. Even people that have contracted HIV infec-
tion differently are in danger to be attributed to a certain
‘risk group’, and eventually being discriminated against
too. For this reason, it is vital for the patient to build
around him/her the confidentiality barrier, which pro-
tects him/her from an excessive social anxiety. [7]

- Prevention and surveillance. In absence of an effec-
tive HIV vaccine, the prevention of transmission beco-
mes the main means of fighting the infection. However,
the successful management of prevention from the pub-
lic health perspective is possible only, when the real epi-
demiological situation in the given society is known in a
sufficient detail. The necessary epidemiological informa-
tion can only be obtained by carrying out HIV tests. When
confidentiality is not guaranteed, the people from the
‘risk groups’ may be afraid to let to carry the tests out for
them. [8] With, or without the information on their HIV
status, they do not change their risky behavior, thus ma-
king the infection spread even quicker. Consequently,
the prevalence and dynamics of HIV infection in the popu-
lation remain unknown. This does not allow to predict
HIV infection’s behaviour in the community, to choose
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the best prevention measures, and to distribute the resour-
ces effectively. [9]

The context of confidentiality in HIV/AIDS shows it’s
serious importance in view of the AIDS crisis. The ‘right
‘to privacy’ becomes a guarantee of personal indepen-
dence and freedom; it guards a person from discrimina-
tion dangers, enables to choose the best prevention mea-
sures, and consequently to save lives. The recognition of
the ‘right to privacy’, which is expressed in health care
setting as the ‘principle of confidentiality’, gives a person
an opportunity to make his/her own choice on what
kind of information, especially the information concer-
ning his/her health should - or should not be disclosed.

However, there are situations, when the ‘right to pri-
vacy’ of an HIV-infected person comes into conflict with
other people’s interests. In particular, with another indi-
vidual’s right to protection of his/her health and life. In
this case, a physician seems to be caught in an ambigu-
ous situation. He/she is to decide, what counts more: the
patient’s privacy, the physician’s professional loyalty to
the patient - or the responsibility for the other indivi-
dual’s (“third party”) health/life. Moreover, the principle
of justice clearly demands to protect innocent human life
(and health of the ‘third party’).

HIV-infected person’s voluntary reporting
to the third party

A ‘voluntary report’ takes place, when a HIV-infected
person voluntarily discloses this fact to the third party
(e.g. aspouse, a partner, a person with whom he/she has sha-
red the syringe, a physician). Such report often reflects
the person’s wish to protect others, and at the same time
to receive some help. As stated in the UNAIDS document
Guidance on Encouraging Beneficial Disclosure, Ethical
Partner Counseling & Appropriate Use of HIV Case-Re-
porting, the voluntary report respects the infected per-
son’s dignity: it retains confidence, considers his/her
spouse’s and children’s rights, gives the society an oppor-
tunity to talk more openly about HIV/AIDS, and also meets
the ethical requirement to take into account the well-
being both of the HIV-infected person and the third par-
ty. [10] A person, who has a chance to report about his/her
disease, or infection feels safer; he/she “controls the situ-
ation” and bears the responsibility not only for his/her
own health but for the health of other people too.

Accordingly, the voluntary report should be consi-
dered an ideal, which should be strived for. There is no
ethical problem, when the patient does not report him-
self/herself, but allows his/her physician to do so. In this
case, however, he/she has to know exactly to whom and
how this report will be presented to. It should also be
noted that a person gives his/her agreement for a particu-
lar case of disclosure, considered in advance, not for all
possible disclosures that may be considered in the futu-
re. Moreover, the HIV-infected person has to be warned
about the possible consequences as the third party might
viciously use the information received. On the other
hand, the physician has to disclose only as much as it is
absolutely necessary for the third party to know at the
moment. For example, to report the fact of HIV infec-
tion, while keeping silent about the indices of the way of
contamination. The ‘broader than required’ disclosure
has no good sense, and may mean an irresponsible viola-
tion of the confidentiality principle.

Legal doctrine has brought already into focus certain
aspects of the relationship between the sexual partners,
for example, the legal responsibility for the negligent or
intentional transmission of the HIV virus. Such relation-
ship, with explicit legal rights and obligations of the indi-

viduals, has been defined in the beginning of the 20th
century in many jurisdictions in the context of syphilis
and other venereal diseases, and has been adapted more
recently to the context of HIV. [11]

Disclosure, in spite of the HIV-infected
individual’s refusal to inform the third party

The problem of confidentiality becomes more appa-
rent, when - despite the need to protect the health and
well being of the third party, the HIV-infected person cate-
gorically refuses to inform him/her about the actual dan-
ger. Refusal to inform about HIV-infection may affect the
most vulnerable members of the community, i.e. the
women/children, who live/are born in the families of
HIV-infected people, and are then themselves infected.
[12] So the purpose of the disclosure in these circum-
stance is as follows:

- to stop HIV spread (by informing the people who
have contacts with the HIV-infected person and thus are
being exposed to contamination); [13]

- to improve the quality of medical care and support
offered the HIV-infected persons, or patients with AIDS
(having received the necessary information, the third
party is able to consider and perform necessary precau-
tions, and also have the HIV testing - and then, if neces-
sary, also the treatment of HIV infection at a relatively
early stage).

UNAIDS document Guidance on Encouraging Benetfi-
cial Disclosure, Ethical Partner Counseling & Appropria-
te Use of HIV Case-Reporting draws ethical guidelines
concerning the reporting to the third party. It sets the cri-
teria on reporting without the approval/consent from the
HIV-infected person as follows:

- the HIV-infected individual has been encouraged to
report to the third party himself/herself;

- it was impossible to change the irresponsible be-
havior of the HIV-infected individual (e.g. stopping risky
sexual contacts, injecting i.v. drugs with the same syrin-
ge, etc.);

- the HIV-infected individual did not report to the
third party and refused categorically to allow the physi-
cian doing so ! ;

- a real risk of HIV transmission to the identifiable
partner(s) exists;

- the healthcare worker (physician) has warned the
HIV-infected individual on the possibility to inform the
third party even without his/her approval;

- the third party is guaranteed to receive help after
he/she had been informed (e.g. medical consulting, HIV
testing, psychological help). [14]

Similar requirements might be found and reflected in
a number of international documents concerning human
rights and HIV/AIDS [15], and in the works of several
authors. [16] [17] [18] UN Human Rights Commission in
its resolution 1999/49 invites “to ensure the respect, pro-
tection and fulfilment of HIV-related human rights as
contained in the Guidelines on HIV/AIDS and Human
Rights” and requests “the States, in consultation with the
relevant national professional bodies, to ensure that
codes of professional conduct, responsibility and prac-
tice respect human rights and dignity in the context of
HIV/AIDS.” [19]

These requirements appeal to concrete, critical and
conflicting situations. They aim to balance the protection
of rights of both the infected individuals and of the other
people. Moreover, some studies conclude that almost all

1 This denial is usually provoked by the fear of being condemned and

outcast or blamed for HIV contamination. It is very rare when the denial
is based on the desire to contaminate the spouse or the partner.
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patients would support disclosure in most situations, in
which third parties are at risk. [20]

However, more problems appear, when we examine
the physician’s responsibility in relation to the involun-
tary disclosing of sensitive health information (i.e. the
positive HIV status) of his/her patient to the third party.
Some authors are simply sure that it is an absolute duty,
and the refusal to inform the third party on HIV infection
would undermine the respect of the highest human
value - the third party’s health or life, and would also
ignore the physician’s duty not to cause harm. On the
other hand, there are some authors, insisting that the du-
ty to report to the third party is not absolute. They argue
that the refusal to inform the third party could be based
on the fact that the physician has not any direct obliga-
tion to it (i.e. him/her), as he does not treat directly the
third party and has learned about its existence only from
his/her patient. [21] Well, it could be observed that one
person, in the present situation the physician, should not
have the absolute control upon the behavior of the other
person. Nevertheless, while choosing his/her profession,
a physician takes responsibility not only for the people
that directly approach him/her. He/she is to serve the
health interests of all people in his/her care. In the rela-
tionship physician - patient - community, especially in
the case of a potential danger to the third party, there is
no completely independent part. All individuals in the
community have a general moral obligation to avoid harm
or wrongdoing to others, if possible. [22] So, the physi-
cian’s obligation to be loyal to his patient goes together
with the moral responsibility to be honest and careful.

The duty to warn a foreseeable victim of a known
danger has been in focus while examining the case Tara-
soff vs. Regents of the University of California. [23] In
the trial, a physician has been accused of not taking any
action to prevent the damage to the third party. A psy-
chotherapist, in the course of the treatment of a patient,
learned the patient harbored violent feelings toward Ms.
T. Tarasoff. Although Ms. Tarasoff was not identified by
name by the patient, her family alleged in the complaint
that her identity could have easily been determined
because of the obsessiveness of the patient’s feelings
toward her, and the common knowledge of that fact on
the university campus they both attended. The therapist
failed to take any action toward warning Ms. Tarasoff or
the campus police of the patient’s violent threats expres-
sed during his therapy. The patient ultimately stabbed
Ms. Tarasoff to death on campus. Her estate brought an
action against the therapist and the university, his emp-
loyer, for breach of his duty to warn a foreseeable victim
of the apparent danger posed by the threatening patient.
[24] In spite of the fact that the case was dealing with the
psychiatrist’s negligence, which caused death of a young
woman, the attention was drawn to the other potential
cases of carelessness. The court called the special atten-
tion to the precedent, when in similar situations the
physician sees clearly the danger to the health and life of
the third party and still does not care to warn the endan-
gered person(s). Examining the case, it was acknow-
ledged that the record of the fact of death or serious
health damage caused by contamination would be suffi-
cient to charge such physician not morally only, but judi-
cially, as well. [25] Tarasoff case became a classical prece-
dent in the US litigation practice, and no wonder that
Tarasoff ‘s “duty to warn doctrine” had been more recent-
ly refined in the context of HIV/AIDS both in the case
law and legislation. [26]

On the other hand, to inform the third party doesn’t
mean to inform everyone, who might be interested. If
the HIV-infected individual behaves irresponsibly, the
primary moral duty is to inform his/her spouse. [27] [28]
A report to the spouse has a long history. It used to be

practiced long before HIV discovery. [29] Only after-
wards it would be appropriate to inform the other mem-
ber(s) of the family. The latter are being informed, if they
are taking care of the sick person and exposed to conta-
mination through the contact with the body liquids. It
also means that the confidential information should not
be passed to the people non-involved. Yet, it would be
somewhat difficult to recognize as the ‘third party’ the
employed health personnel taking care of the patient:
they must always follow the safety requirement.

A lot of ethical discussions and disagreement arises in
the case, when the third party is not a factual spouse, but
a lover, a homosexual partner, another drug user with
whom they have shared the syringe, and similar. [30] The
above-mentioned individuals have no obligations before
the patient, so they hardly have any ‘right’ to the confi-
dential information. The disclosure to such “partners”, or
drug-mates may not be ethical. Moreover, it would actual-
ly make any confidentiality impossible, as the number of
people ‘allowed to know’ might grow unlimited.

Another problems may pop up, when the third inter-
ested party is the physician himself, while the patient
with HIV/AIDS is being treated for a different disease. At
present, the workplace safety rules demand to treat every
person in health care settings as potentially infected, and to
observe preventive measures. While treating a HIV/AIDS
patient, the first question would be, whether the disclo-
sure of the HIV status would change the patient’s course
of treatment. If “yes”, then the HIV-status should be dis-
closed. The physician has the right to know the truth not
so much for his own sake, as for the sake of the patient,
to be able to institute an appropriate treatment and pre-
vention measures (e.g. to temporarily isolate the HIV/AIDS
patient to prevent him/her from contracting other conta-
gious diseases from other people in the ward, etc.) [31]
Consequently, the patient should inform the health pro-
fessional(s) about his/her HIV status for his/her own
sake. It would be ideal, if the patient had that understan-
ding, and could openly communicate with his physicians.

Another problem of confidence arises, when the in-
fected individual is not a patient, but the physician him-
self/herself. The question is, whether the patient has the
right to know about his physician’s HIV infection? Most-
ly, the physician’s infection does not affect the patient. In
such case, there is no need to inform the patient. Besides,
even the courts argue that naming such professionals
would cause “public panic and alarm, perhaps on an un-
precedented scale”. [32] Yet, when the danger appears
higher (e.g. punctured or cut wound), the HIV-infected
physician should inform his/her patient and give him/her
a chance to make up his/her mind: whether to continue
his/her treatment wioth him/her, or to choose another
health care professional. There is an alternative decision
- the physician might change his job into less dangerous
to his patient’s discipline. [33] This may sometimes be ve-
ry difficult. However, such step would protect not only
the patient; it would give more guarantees to the physi-
cian himself/herself. There would also be no need to disclo-
se his/her HIV status to everyone asking for his/her help.

Disclosure to the third party upon death
of the infected

A different ethical problem arises, when the informa-
tion about HIV infection is being disclosed after the
patient has died. It is even more complex, because the
obligation to keep confidentiality seems to become less
important and noticeable after the patient’s death. Usual-
ly, confidentiality is associated with the patient’s ability
to control his/her private information. Upon his/her death,
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this ability disappears. For this reason, some authors are in-
clined to talk about “a crime without a victim”, insisting
that it is impossible to harm physical, emotional or psy-
chological interests of a person who has died. Sometimes
they argue that the deceased cannot be interested, whet-
her the physician keeps the confidentiality or not. [34]

However, the importance of confidentiality and the
need to keep it do remain after the person’s death. Mo-
reover, keeping confidentiality after death is the expres-
sion of respect towards the deceased and it also protects
his/her interests in relation to the people (especially
his/her relatives) that outlive him/her. [35] In certain
sense, keeping confidentiality after death expresses the
wishes of the deceased. After all, if he/she did not reveal
details of his/her private life while being alive, it is quite
evident that he/she did not want any disclosure after-
wards. If a dying person did not arrange otherwise, it means
he had the wish to continue keeping this information
confidential.

Keeping confidentiality after death has also a practi-
cal sense. Knowing that the information would remain
confidential even after death, a sick person would trust
his/her physician and would be more willing to coope-
rate. Confidentiality keeping also protects the interests of
his/her relatives. HIV infection/AIDS, as no other disease,
provokes certain social and psychological consequences
(stigmatization, discrimination). Sometimes the society is
inclined to associate AIDS with a certain group of people
(e.g. homosexuals, drug addicts). So after death of the
affected person his/her relatives are exposed to the dan-
ger of discrimination. For the rest of their lives they may
remain ‘in the eyes of other people’ only as a ‘sister of the
drug addict’, or the ‘father of the prostitute’, etc. Thus,
upon the patient’s death, the confidentiality keeping
holds for the same reasons, which motivated it while the
person was alive.

However, there is some difference in the level of con-
fidentiality, when a person is alive and when he/she dies.
This difference appears analogous to the ‘principle of
informed consent’. It assumes, that its is possible to
obtain the informed consent to the HIV information dis-
closure only when a person is alive, while it is impossible
to get it from the deceased one. Does it mean that we
should keep more strictly the confidentiality principle
when a person is dead, than when he was alive? A. H.
Maixner suggests this solution: exactly the same confi-
dentiality criteria should be retained as when the person
is alive; the informed consent might be given either by
the representatives of the deceased, the latter being ap-
pointed for this duty, or by the relatives or his close
acquaintance and spokesman. [36] In this case the
deceased is treated similarly to the living person, who is
not able to make his/her own decisions - and passes this
right to his/her representative. No doubt, this approach
might sometimes be very beneficial, but it hardly allows
avoidance of all problems. The relatives, who are to make
the decision may be exactly those interested people,
whom the information is intended to be disclosed to. In
such situation, they cannot give the consent. On the
other hand, when a decision is being made, it is often
only supposed, how the patient himself/herself might
have behaved in such circumstances. Deciding for anot-
her person, it is necessary to be aware of his/her values,
his attitudes towards health, and the value of human life.
J. Blustein suggests that it is possible to make a correct
decision only knowing how the deceased would precise-
ly behave in the situation. For example, when the person
feeling responsible for the other’s health and life has
already imparted to someone the information about
his/her disease: or the facts indicated that he/she inten-
ded to inform a certain person, but it was too late. [37]
On the other hand, this knowledge might be very subjec-

tive and the behaviour based on it might cause problems,
if the relatives appeal to the court demanding moral
dama-ges for the disclosed information or asking to pro-
tect the honor and dignity of the deceased.

Yet, after examining (see above!) the issues of disclo-
sure, when the HIV infected person refuses to inform the
third party, it is evident that confidentiality, as a value, is
not something absolute. In clinical practice, when the
patient’s rights come into conflict with the third party’s
‘anxiety to know’, the decision should be made in favor
of the patient, except for the cases of real danger to the
health or life of the third party. Then the exception is
made, known as “the duty to warn”. For example, the
Code of Medical Ethics, which regulates the HIV autopsy
results’ disclosure, acknowledges the facts when the
physician informing the third party performs his ethical
duty. However, confidentiality keeping should not be
stricter when the person is dead, than when he/she is
alive. [38]

When the HIV infected person dies, there are two rea-
sons to inform the third party. First, when the informa-
tion is presented directly to the person exposed to the
danger of HIV infection because of his/her contacts with
the deceased. Of course, it is allowed to inform the
spouse or relatives, who have been taking care of the sick
person and had contacts with the body liquids.

Second, when the information is disclosed with the
purpose of testing, epidemiological prognosis, or educa-
tion of the third party. As the third party had no personal
contacts with the infected individual, there is no danger
to his/her health or life. A person is interested in this
kind of information not because of any personal involve-
ment, but for the sake of science, research, or develop-
ment of a prevention program(s). In this case, there is no
question about the third party’s vital interests and no rea-
son to disclose the personality of the infected individual.
The real name and surname of the person have no effect
on the epidemiological, or other research. Usually, the
general data about the person is required (age, sex, way
of contamination, etc.). The confidentiality can be gua-
ranteed using the codes, conventional names, abbrevia-
tions. For example, the simplest way to present the confi-
dential information on HIV to a person or a group is an
anonymous report disclosing the fact of HIV infection,
the region/area of living and sex. This method usually
does not deny the patient’s rights and satisfies the com-
munity demand to be informed about the spread of HIV
infection. [39]

Seeking to keep the deceased secret of HIV contami-
nation, there is no need to indicate in the post mortem
certificate the real reason - HIV; it is enough to name the
diseases which are associated with AIDS. [40] As the post
mortem certificate is an official and public document,
such a record would prevent the family of the deceased
from the disturbance and possible discrimination. For
exactly the same reason it would not be appropriate to
disclose the truth in the biographical studies, if the HIV
infected person himself/herself did not make it public. In
this case, there must be no place for simple curiosity,
popularity or even benefits, which might appear as soon
as the scandalous biography is published. [41] Making a
decision both a physician and relatives should respect
the deceased, mind their responsibility for the confiden-
tial information and keep loyalty to the patient.

Confidentiality issue while choosing
the post-exposure prophylaxis

With the introduction of new medicines a question is
being posed to the researchers and clinicians, whether it
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is possible to stave off, or at least to stop the progression
of HIV infection, if immediately after the suspected (an-
ticipated) contamination a person starts taking the anti-
HIV drugs. The circumstances, under which the suspicion
of HIV infection might arise can be very different: begin-
ning with the accident at the workplace, in medical prac-
tice (a prick with a used syringe or the body liquids con-
tact with the skin) and finishing with the sexual assault.

Sometimes it is known that the contact person is sure-
ly infected with HIV. In this case it is obligatory to keep
confidentiality, especially if the infected individual was
aggressive and has provoked or created such a situation?
What are the limits of the physician’s responsibility in
this situation? How much is he morally obliged to report,
knowing that it will possibly determine the beginning of
post-exposure prophylactics?

The answers to these questions are dependent on the
character of the post-exposure prophylactics. It has been
proven that the HIV-drugs definitely stabilize the course
of HIV infection, when it is confirmed (diagnosed).
However, the effectiveness of the HIV-drugs for the post-
exposure prophylaxis is not fully tested yet. Also, the
consequences of such post-exposure drug use are not yet
known in detail, or at all. In addition, HIV is a compara-
tively new infection, and it is difficult to discuss the long-
term consequences. On the other hand, a lot is already
known about the toxic effects of anti-HIV drugs, when
used by the HIV infected individuals. [42] [43] [44] Then
it becomes possible to predict their effects in a non-
infected person. The post-exposure prophylactics and
confidentiality problems become even more acute, as the
decision to treat (or not to treat) has to be made very
quickly, within 72 hours after the accident. It is consi-
dered that at latter stages the use of anti-HIV drugs has no
effect. [45] This medical factor proves that the injured
person must know if the other individual is a HIV carrier.
Knowledge that the danger is real and the contact person
is actually a HIV-carrier would help the victim - and the
physician, to make the decision about the use of prophy-
lactics. So, it is necessary to inform. Yet, it would be suffi-
cient to state the fact of a potential HIV danger, without
disclosing the identity of the HIV-infected patient. Under
the threat of a complete identity disclosure, the HIV-
infected person has to be warned, and his/her consent
has to be obtained.

The situation would be different if the HIV infected
individual demonstrated aggressive behavior. Some ethi-
cists strongly doubt, if the attacking individual has the
right to confidentiality. The assaulter violates the rights
of the other person and this case has to be clearly sepa-
rated from the accidents at workplace or the situations
when a person puts himself in danger (e.g. using the
same syringe). We might speak here about the assaulter’s
duty to reduce harm caused to the victim. The assaulter’s
confession that he is a HIV carrier or belongs to a risk
group would be his moral duty. [46] However, very few
criminals realize their moral duties... Then it should not
be considered as a violation of confidentiality, if in such
assaulter the HIV testing is performed even without of
his consent according to the requirements of law. [47] In
this case, it is clear from the beginning that the test
results will be disclosed and presented to the victim.

Conclusion

In his/her professional communication, the physician
frequently learns the facts and details of the private lives
both of the patient, his/her friends, family and relations.
Then the right to confidentiality keeping should be
respected not only for the patient, but for all those men-
tioned as well (keeping the professional secrecy). The

vital interests of the patient and of the other people in-
volved in the situation of the HIV infection threat oblige
the physician to make responsible decisions and to in-
form the ‘third party’ to prevent serious harm to his/her life
or health. On making a decision about the disclosure and pre-
sentation of the confidential information to the third par-
ty, the physician must consider all pros and cons, and also
learn to anticipate and thoroughly consider the conse-
quences, which would follow the disclosure of the highly
sensitive information (i.e. the HIV status of the patient).
Yet, confidentiality is not an absolute value, when
there exists a real and serious danger to the health or
even life of the third party (e.g. a spouse, a care-taking
relative, a child, a victim). If the HIV infected individual
categorically refuses to inform these people, the physi-
cian has the duty to do so. This requirement holds also
when the infected individual has died, or when there is a
real chance for the third party to start early the post-ex-
posure prophylactics (especially, after the sexual assault).
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tiality and Duty to Warn the Third Parties in HIV/AIDS Con-
text. [Ml¢anlivost a povinnost varovat tretiu stranu v kon-
texte HIV/AIDS.] Med. Eth. Bioet,, Vol. 12,2005,No. 1,p.2 - 7.

Abstract

Generally, physicians have a legal and ethical obliga-
tion of keeping confidentiality regarding their communi-
cations with patients. So, the most complicated ethical
and legal questions arise when the HIV-infected person
deliberately avoids to report to the interested individuals
about the possibility of HIV transmission. The decisive
factor, which emphasizes the need of such a discussion
about confidentiality in HIV cases, is the character of the
HIV: HIV is incurable, causes the danger of fatal outcome,
discrimination etc. The aim of the paper is to explore the
limits of confidentiality, as there is a duty to warn the
third party about the danger of HIV transmission in that
case on the part of the physician, even when the HIV-
infected individual categorically refuses doing so. The
paper analyses some specificities of confidentiality kee-
ping in HIV pandemia, the responsibilities of a physician
concerning the third party and his duty to warn him/her.
Special attention is paid to those cases, when the fact of
HIV infection has to be reported upon the patient’s death
or when the disclosure of the confidential information is
connected with the possibility to start the post-exposure
prophylactics. The paper presumes that confidentiality is
not an absolute value, when there exists a real danger to
the third party (e.g. a spouse, a care-taking relative, a victim).

Keywords: HIV, AIDS, confidentiality, duty to warn,
third party, disclosure.

Abstrakt

Lekar ma v zasade vZdy eticku i zo zdkona vyplyvajicu
povinnost dodrziavat mlcanlivost o skuto¢nostiach, o kto-
rych sa dozvie v komunikacii so svojimi pacientmi. Naj-
zlozitejSie etické a pravne situdcie vznikaju, ked osoba in-
fikovana HIV odmieta informovat tretiu stranu o moZnosti
prenosu infekcie, ba dokonca nesthlasi, aby tito informaciu
ohrozenym osobam poskytol lekar. Potreba diskusia o prob-
1éme mlcanlivosti v kontexte HIV je dana zvlaStnostami
samotnej infekcie HIV: nateraz ide o nevyliecCiteIné ochore-
nie s nebezpecenstvom smrti a diskriminicie pacienta zo
strany okolia. Cielom prace je preskiimat ohrani¢enia povin-
nosti lekara zachovavat mlcanlivost o zilezitostiach dover-
ného charakteru v kontraste s povinnostou informovat o
nebezpecenstve infekcie HIV tretiu stranu, a to aj v pripade,
Ze to HIV-infikovana osoba odmieta. Praca analyzuje Speci-
fika uplatnenia principu profesiondlnej mlcanlivosti v ¢ase
pandémie HIV infekcie a povinnosti lekara voci tretej stran-
ke. Zvlast si vSima situiciu, kedy by sa informécia o HIV
infekcii oznamovala po smrti pacienta, alebo ked sa rozho-
duje o aplikicii post-expozicnej profylaxie. Praca poukazuje
na to, Ze zachovavanie mlcanlivosti nie je absolitnou hodno-
tou v situdcii, ked existuje realne nebezpecenstvo HIV infek-
cie pre tretiu strinku (napr. manzel/ka, pribuznd/y v spoloc¢-
nej domacnosti).

KIacové slova: HIV, AIDS, mlc¢anlivost, povinnost va-
rovat, tretia stranka, odtajnenie.
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Research Ethics Committees (RECs) as collective bo-
dies, and thus some or all of their members should pos-
sess a certain, rather broad body of necessary knowledge
and skills to be able to deal appropriately with their tasks
and responsibilities. First of all, to review, give their opinion
on, and to monitor the conduct of biomedical research
projects involving human beings/subjects, including clini-
cal trials (CTs) of medicinal drugs.

The spectrum of necessary knowledge and skills of
RECs’ (and their members) could be seen by some as
either a more ‘substantial’ (e.g. general or particular scienti-
fic insight, expertise in ethics, law) or more ‘procedural’ in
their nature (e.g. standard operating procedures, ‘bureau-
cratic’ aspects, group dynamics). Good practices (GPs)
could then be referred to as broadly accepted/interna-
tional scientific, ethical and procedural standards’ aimed
to ensu-re, also to the general public, that all biomedical
research involving human subjects is ethically acceptable
and data generated by it are credible (see e.g. the GCP
definition).

One of the means that are available to RECs, when
aiming to meet the increasing expectations of sponsors,
researchers, research subjects, ‘the society’ (and expecta-
tions of RECs’ members themselves), is to learn and
implement consistently GPs in their work. Though this
would not guarantee there are no gaps in their know-
ledge in the areas of science, law or ethics, it would still
help at least to satisfy RECs and their ‘users’ (other par-
ties involved) that the procedures used are transparent
and fair. And this is not a little issue at all. In the end of
the day, hopefully, implementation and observance by RECs
of GPs could provide more room for ‘the science’ and ‘the
ethics’ in their research review and monitoring work.

Demands upon RECs and their members in the above
mentioned respects are increasing. This is at the same
time connected with an increasing complexity of the
research projects and CTs protocols themselves. Thus
the logical consequence: an increase in (recently perhaps
more clearly perceived, profiled, though still much under-
served or unmet) needs and demands for introductory and
continuous education (aimed at increasing ‘the knowled-
ge’) and training (increasing ‘the skills’) of RECs (as bo-
dies, and of their members).

It is expected by many that the desired and fostered
increase of performance within the European Research
Area (ERA) (and possibly beyond) shall stem from and be
enhanced by a more diverse, flexible and, at the same ti-
me, by a more tight and open regional and international col-
Iaboration in research. This obviously puts some emphasis
also on harmonization (and standardization) in the area
of GPs, including the ones used/implemented by RECs.
Altogether, this logically increases further the needs and
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demands for education and training of RECs and their
members, and also - for definition (standardization) and
harmonization of GPs concerning these very educational
and training activities offered to them.

By defining (standard setting) and harmonization of
GPs, a considerable part of the content, and also the goals
of RECs’ education and training are defined. Then, the
best educational and training means (didactical methods,
techniques) to meet these goals are to be chosen (then
tried, evaluated, and, if effective - recommended).

Fortunately enough, though we explore here so far a
rather (or seemingly) under-developed field, one has not
‘to invent the wheel’ in the area of RECs training and edu-
cation. On the contrary: much has already been develo-
ped, tried, evaluated and found useful/effective - or dis-
carded as mistaken or ‘not working’, in several places in
Europe (on local, regional, or even international basis), or
elsewhere. There seems to be a very opportune time just
now to collect, share, discuss - evaluate, and (later on) -
to pos-sibly build further upon the already existing expe-
rience, which, in the course of time, could be enriched
and developed in a concerted international (or regional)
action. Some of the ‘old member states’ (OMSs) could
surely provide interesting models in this respect to be
learned from and, possibly, more widely adapted or fol-
lowed.

In most of the ‘new member states’ (NMSs to EU)
(and in the ‘candidate countries’ (CCs)) the education
and training activities for RECs have faced considerable
problems (2). Those stemmed from the aftermath of the
political, economic and cultural developments in these
countries before and after the World War II, and from
the burdens and hurdles of the necessary transformation
processes started after breaking down of the totalitarian
regimes in the relatively recent past. Some of these count-
ries, however, despite having to build many of their struc-
tures ‘from the scratch’, were doing surprisingly well.
Struggling with very limited (or almost ‘non-existent’) re-
sources problem, the situation was many times perceived
and tackled by interested individuals or groups from me-
rely self-conscious and enthusiastic motivations. Later on,
however, a lot of help was offered, and also given by va-
rious international organizations and bodies to interested
professionals or groups, and even to governmental and
non-governmental structures. Initiatives of the Council
of Europe (e.g. the work of CDBI, COMETH, Program DEB-
RA, etc.), WHO, EF GCP, WMA, and, later on (and espe-
cially during the latest 3-4 years) also of the European
Commission (DG Research), should gratefully be remem-
bered and honoured. In the area of CTs and GCP imple-
mentation, the activities of pharmaceutical industry were
also very helpful. The development (and later on ‘institu-
tionalisation”) of ‘bioethics’ in NMSs (and some CCs) was
much helped and supported by the work of various Eu-
ropean, or US bioethics centres or networks. Among tho-
se e.g. The Hastings Center (US), EACME, Linacre Centre
(UK), Lindeboom Institute (NL), Albert Schweitzer Fdn.,
OSF (US) and CEU (US + HU), and possibly many others
should be mentioned.

In Slovakia, education activities in ‘bioethics’ started
in early 90-ies (3). The national plan for ‘re-vitalisation’
and development of the system of ethics committees
(ECs) in the Slovak Republic (in place since 2002, elabo-
rated and fostered by the Central Ethics Committee at
the Ministry of Health), as well as the new, comprehen-
sive ‘health care reform’ legislation recently passed (in
force since January 1, 2005) pay due attention to educa-
tion and training of (R)ECs members (‘introductory’ and
continuous), which is to be specifically required by pen-
ding ministerial regulation.

On the other hand, even in the regions/countries
with a well-developed system of education/training for

RECs’ members, several open questions (and new prob-
lems) still exist. Among those, in addition to the whats
and whys mentioned above, one could list the following
queries: How much regulation versus free initiative of
RECs should be involved in the national (European) sys-
tem(s)? How much of ‘procedural/formal’ versus ‘substan-
tial’ (scientific, ethical) issues should be included into an
‘optimised’ educational or training program? How to
educate or train the ‘lay members’? How to deal with
ethics pluralism in education and training? Which ethics
to teach? Which models of ethical reasoning to offer or
prefer? Should the mere ‘pragmatism’ be sought and
taught, or should we expect and strive for ‘something
more’ (or better) in the research ethics review by RECs
in Europe? What interpersonal and group dynamics
issues should be dealt with in education/training - and
how to teach those to RECs members? How much ‘law’
and how much ‘ethics’ should a REC member master?
And how much ‘science’? How can the RECs members be
motivated? Etc. Some, or almost all of these questions,
however, are common, or similar (though the responses
may more or less differ) for RECs working in all count-
ries of Europe.

In conclusion, I believe an international collaboration
and exchange of know-how and practical experience
among RECs and their members in Europe and beyond
should be encouraged and helped in the near future.
Besides the ‘grass root’ initiatives of RECs themselves, the
concrete support and help from relevant international
organisation and agencies would be necessary, as well as
the allocation of appropriate financial and manpower
resources. A considerable part of these efforts should be
focused on setting up and promoting effective RECs edu-
cation and training strategies.
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ACTIVITIES OF THE CENTRAL

ETHICS COMMITTEE OF THE MINISTRY
OF HEALTH OF THE SLOVAK REPUBLIC
June 2002 - May 2005

Brief Historical Perspective (1990-2002)

Central Ethics Committee (CEC) of the Ministry of
Health (MH) was originally established by the Slovak
minister of health in 1990. It was given a mission was to
advice the minister, and also other ministries and top
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country institutions on ethical questions in connection
with health care and with biomedical research. It was
only few months after major political changes had taken
place in Slovakia (sc. Velvet Revolution of November 1989).

From the very beginning, CEC took upon itself the
role of a ,national bioethics committee“. CEC was very
active in helping to establish the discipline of bioethics
in Slovakia. This included concrete help and support in
founding ‘bioethics institutions’, such as ethics commit-
tees in major hospitals and research institutions, and of
the leading bioethics teaching and research centre - In-
stitute of Medical Ethics and Bioethics (IMEB) in Brati-
slava (1, 2).

An important part of CEC work was devoted to the
international collaboration and networking, establishing
working contacts with leading international institutions
active in the field (e.g. CDBI, UNESCO, EGE,...), with
other national bioethics bodies, and - in collaboration
with IMEB, with many medical ethics / bioethics centres
in Europe, and beyond. CEC and IMEB were co-organi
sers of several international conferences/congresses and
other meetings in Bratislava, in particular those in collabo-
ration with the DEBRA Program of the Council of Euro-
pe (CoE), and also with the DG Research (Department ,Scien-
ce and Society®) of the European Commission (EuC).

During the 15 years of its existence, CEC was several
times thoroughly ‘reconstructed‘ concerning its member-
ship, and also its statutes. Not all periods were marked by
the same intensity of activities; there were even some of
quite passive ones. In 2002, the present CEC was appoin-
ted with a brand new membership and presidium. It also
got an administrative secretary, and its own office with
the necessary equipment located in at MH. The new CEC
Statutes were for the first time published in the official
journal of MH (3). MH shall issue the amended Statutes
this year (2005), and also some personal changes to achie-
ve the necessary CEC membership renewal are expected.

Priorities and Activities 2002 - May 2005

Since its appointment in June 2002, CEC has been
working in several priority fields. They can briefly be
summarised as follows:

1. Advising the minister and various departments of
MH on ethical issues connected with health care, and
with biomedical research. An intensive collaboration and
exchange has been established, especially with the de-
partment of health care, department of control, and the one
of foreign affairs. During the period indicated, many in-
formal consultations, as well as brief opinions to concre-
te cases or problems were produced in writing by the CEC
presidium.

2. Providing comments on the new legislation pre-
pared by MH. This was one of the major tasks of CEC and
it occupied most of its working time and capacity. In
September 2004, a major bulk of brand new health care
legislation was passed by the Slovak parliament (Slovak
National Council). Altogether 7 new bills - approximate-
ly 2500 pages. They were aimed to found a new legal
basis for health care in Slovakia as a result of a profound
and ambitious reform of the national health care system.
Besides other crucial issues, also the new legislation on
biomedical research and on ethics committees was elabo-
rated and included into the new health care act (law No.
576/2004 Coll. on health care). CEC has also been pro-
vided for in this law (before it was established by minis-
terial decree only), as well as for the system of ethics
committees (ECs) in Slovakia (regional, local - both
reviewing research projects, including drug clinical trials
protocols, but they also could advice on the issues of ,clini-
cal bioethics®).

3. Revitalising and development of the system of ECs
in Slovakia. CEC elaborated and approved a special pro-
gram to this effect already in June 2002. The program has
been published in major health professional journals in
Slovakia. Since 2002 annual meetings of ECs have been
reintroduced. CEC also directly contributed to drafting
of the parts of new health law (law 576/2004 Coll,, cited
above) devoted to the problems of ethics committees,
biomedical research, medical genetics, transplantation of
organs, tissues and cells, informed consent, etc. At pre-
sent CEC is working on a draft ministerial regulation on
ethics committees. It should cover both ECs for research
(regional and local), and the ‘clinical ethics’ ECs.

4. Advising and providing guidance on case-by-case
basis for ECs in Slovakia. CEC became a point of refe-
rence for members and chairs of ECs - providing informal
(including telephone or e-mail) consultations and advice,
and also brief written responses to questions posed to it
by ECs. Reserved for exceptional cases only, CEC also
reviewed several research protocols (e.g. a gene therapy
trial proposal, some international research projects co-
sponsored by WHO, etc.).

5. International collaboration and participation. CEC
through its chairperson took an active role in several
European bodies concerned with bioethics and related
areas (e.g. membership in CDBI of CoE and its Bureau;
membership in the Bureau of COMETH; participation in
various activities of the Department ‘Science and Society
of DG Research of EuC, including NECs Forum and vari-
ous international conferences; collaboration with Euro-
pean Forum of GCP, etc.). The chairperson of CEC autho-
red a EuC sponsored brochure on legislation in the area
of biomedical research in the Slovak Republic (4).

6. Co-sponsoring international conferences and mee-
tings in bioethics that took place in Bratislava. These
activities were developing further already existing ,tradi-
tion‘ of international bioethics meetings, congresses and
courses held in Bratislava since 1991. The most impor-
tant of those in 2002 - 2005 period were the following:

- Ethics of Science and Research (together with De-
partment Science and Society, DG Research, EuC),
April 2002 (book of proceedings in press - EuC),

- Ethics of Human Genetics: Challenges of the (Post)
Genomic Era (together with Debra Program of CoE
and supported by EuC), October 2002 (book of
proceedings (5)),

- Ethical Support in Clinical Practice: Present State
and Perspectives in Europe (Debra Program of CoE),
November 2004 (book of proceedings (6)).

Assoc. Prof. Jozef Glasa, M.D., PhD.
Chairman
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DOKUMENTY

DOCUMENTS

INTERNATIONAL DECLARATION ON
HUMAN GENETIC DATA [1]

United Nations Educational, Scientific and Cultural
Organization Organisation des Nations Unies pour
I’éducation, la science et la culture

The General Conference,

Recalling the Universal Declaration of Human Rights
of 10 December 1948, the two United Nations Interna-
tional Covenants on Economic, Social and Cultural Rights
and on Civil and Political Rights of 16 December 1966,
the United Nations International Convention on the Eli-
mination of All Forms of Racial Discrimination of 21 De-
cember 1965, the United Nations Convention on the Eli-
mination of All Forms of Discrimination against Women
of 18 December 1979, the United Nations Convention on
the Rights of the Child of 20 November 1989, the United
Nations Economic and Social Council Resolutions 2001/39
on Genetic Privacy and Non-Discrimination of 26 July
2001 and 2003/232 on Genetic Privacy and Non-Discri-
mination of 22 July 2003, the ILO Convention (No. 111)
concerning Discrimination in Respect of Employment
and Occupation of 25 June 1958, the UNESCO Universal
Declaration on Cultural Diversity of 2 November 2001,
the Trade Related Aspects of Intellectual Property Rights
Agreement (TRIPs) annexed to the Agreement establi-
shing the World Trade Organization, which entered into
force on 1 January 1995, the Doha Declaration on the TRIPs
Agreement and Public Health of 14 November 2001 and
the other international human rights instruments adop-
ted by the United Nations and the specialized agencies of
the United Nations system,

Recalling more particularly the Universal Declaration
on the Human Genome and Human Rights which it
adopted, unanimously and by acclamation, on 11 Novem-
ber 1997 and which was endorsed by the United Nations
General Assembly on 9 December 1998 and the Guide-
lines for the implementation of the Universal Declaration
on the Human Genome and Human Rights which it en-
dorsed on 16 November 1999 by 30 C/Resolution 23,

Welcoming the broad public interest worldwide in
the Universal Declaration on the Human Genome and Hu-
man Rights, the firm support it has received from the inter-
national community and its impact in Member States dra-
wing upon it for their legislation, regulations, norms and stan-
dards, and ethical codes of conduct and guidelines,

Bearing in mind the international and regional instru-
ments, national laws, regulations and ethical texts rela-
ting to the protection of human rights and fundamental
freedoms and to respect for human dignity as regards the
collection, processing, use and storage of scientific data,
as well as of medical data and personal data,

Recognizing that genetic information is part of the
overall spectrum of medical data and that the information
content of any medical data, including genetic data and
proteomic data, is highly contextual and dependent on
the particular circumstances,

Also recognizing that human genetic data have a spe-
cial status on account of their sensitive nature since they
can be predictive of genetic predispositions concerning in-
dividuals and that the power of predictability can be
stronger than assessed at the time of deriving the data;
they may have a significant impact on the family, inclu-
ding offspring, extending over generations, and in some

instances on the whole group; they may contain informa-
tion the significance of which is not necessarily known
at the time of the collection of biological samples; and they
may have cultural significance for persons or groups,

Emphasizing that all medical data, including genetic
data and proteomic data, regardless of their apparent in-
formation content, should be treated with the same high
standards of confidentiality,

Noting the increasing importance of human genetic
data for economic and commercial purposes,

Having regard to the special needs and vulnerabilities
of developing countries and the need to reinforce inter-
national cooperation in the field of human genetics,

Considering that the collection, processing, use and
storage of human genetic data are of paramount impor-
tance for the progress of life sciences and medicine, for their
applications and for the use of such data for non-medical
purposes,

Also considering that the growing amount of perso-
nal data collected makes genuine irretrievability increa-
singly difficult,

Aware that the collection, processing, use and storage
of human genetic data have potential risks for the exer-
cise and observance of human rights and fundamental
freedoms and respect for human dignity,

Noting that the interests and welfare of the individual
should have priority over the rights and interests of socie-
ty and research,

Reaffirming the principles established in the Univer-
sal Declaration on the Human Genome and Human Rights
and the principles of equality, justice, solidarity and respon-
sibility as well as respect for human dignity, human rights
and fundamental freedoms, particularly freedom of thought
and expression, including freedom of research, and pri-
vacy and security of the person, which must underlie the
collection, processing, use and storage of human genetic
data,

Proclaims the principles that follow and adopts the
present Declaration.

A. GENERAL PROVISIONS

Article 1: Aims and scope

(a) The aims of this Declaration are: to ensure the
respect of human dignity and protection of human rights
and fundamental freedoms in the collection, processing,
use and storage of human genetic data, human proteo-
mic data and of the biological samples from which they are
derived, referred to hereinafter as “biological samples”,
in keeping with the requirements of equality, justice and
solidarity, while giving due consideration to freedom of
thought and expression, including freedom of research;
to set out the principles, which should guide States in the
formulation of their legislation and their policies on
these issues; and to form the basis for guidelines of good
practices in these areas for the institutions and individu-
als concerned.

(b) Any collection, processing, use and storage of hu-
man genetic data, human proteomic data and biological
samples shall be consistent with the international law of
human rights.

(c) The provisions of this Declaration apply to the
collection, processing, use and storage of human genetic
data, human proteomic data and biological samples, ex-
cept in the investigation, detection and prosecution of
criminal offences and in parentage testing that are sub-
ject to domestic law that is consistent with the interna-
tional law of human rights.

Article 2: Use of terms
For the purposes of this Declaration, the terms used
have the following meanings:
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(i) Human genetic data: Information about heritable
characteristics of individuals obtained by analysis of
nucleic acids or by other scientific analysis.

(ii) Human proteomic data: Information pertaining to
an individual’s proteins including their expression, modi-
fication and interaction.

(iii) Consent: Any freely given specific, informed and
express agreement of an individual to his or her genetic
data being collected, processed, used and stored.

(iv) Biological samples: Any sample of biological ma-
terial (for example blood, skin and bone cells or blood
plasma) in which nucleic acids are present and which
contains the characteristic genetic make-up of an individ-
ual.

(v) Population-based genetic study: A study which
aims at understanding the nature and extent of genetic
variation among a population or individuals within a
group or between individuals across different groups.

(vi) Behavioural genetic study: A study that aims at
establishing possible connections between genetic charac-
teristics and behaviour.

(vii) Invasive procedure: Biological sampling using a
method involving intrusion into the human body, such as
obtaining a blood sample by using a needle and syringe.

(viii) Non-invasive procedure: Biological sampling
using a method which does not involve intrusion into the
human body, such as oral smears.

(ix) Data linked to an identifiable person: Data that
contain information, such as name, birth date and ad-
dress, by which the person from whom the data were de-
rived can be identified.

(x) Data unlinked to an identifiable person: Data that
are not linked to an identifiable person, through the
replacement of, or separation from, all identifying infor-
mation about that person by use of a code.

(xi) Data irretrievably unlinked to an identifiable per-
son: Data that cannot be linked to an identifiable person,
through destruction of the link to any identifying infor-
mation about the person who provided the sample.

(xii) Genetic testing: A procedure to detect the pre-
sence or absence of, or change in, a particular gene or chro-
mosome, including an indirect test for a gene product or
other specific metabolite that is primarily indicative of a
specific genetic change.

(xiii) Genetic screening: Large-scale systematic gene-
tic testing offered in a programme to a population or sub-
section thereof intended to detect genetic characteristics
in asymptomatic people.

(xiv) Genetic counselling: A procedure to explain the
possible implications of the findings of genetic testing or
screening, its advantages and risks and where applicable
to assist the individual in the long-term handling of the
consequences. It takes place before and after genetic
testing and screening.

(xv) Cross-matching: Matching of information about
an individual or a group contained in various data files
set up for different purposes.

Article 3: Person’s identity

Each individual has a characteristic genetic make-up.
Nevertheless, a person’s identity should not be reduced
to genetic characteristics, since it involves complex edu-
cational, environmental and personal factors and emo-
tional, social, spiritual and cultural bonds with others
and implies a dimension of freedom.

Article 4: Special status

(a) Human genetic data have a special status because:

(i) they can be predictive of genetic predispositions
concerning individuals;

(ii) they may have a significant impact on the family,
including offspring, extending over generations, and in

some instances on the whole group to which the person
concerned belongs;

(iii) they may contain information the significance of
which is not necessarily known at the time of the collec-
tion of the biological samples;

(iv) they may have cultural significance for persons
or groups.

(b) Due consideration should be given to the sensiti-
vity of human genetic data and an appropriate level of pro-
tection for these data and biological samples should be
established.

Article 5: Purposes

Human genetic data and human proteomic data may
be collected, processed, used and stored only for the pur-
poses of:

(i) diagnosis and health care, including screening and
predictive testing;

(il) medical and other scientific research, including
epidemiological, especially population-based genetic
studies, as well as anthropological or archaeological stu-
dies, collectively referred to hereinafter as “medical and
scientific research”;

(iii) forensic medicine and civil, criminal and other
legal proceedings, taking into account the provisions of
Article 1(¢);

(iv) or any other purpose consistent with the Univer-
sal Declaration on the Human Genome and Human Rights
and the international law of human rights.

Article 6: Procedures

(a) It is ethically imperative that human genetic data
and human proteomic data be collected, processed, used
and stored on the basis of transparent and ethically ac-
ceptable procedures. States should endeavour to involve
society at large in the decision-making process concer-
ning broad policies for the collection, processing, use and
storage of human genetic data and human proteomic da-
ta and the evaluation of their management, in particular
in the case of population-based genetic studies. This deci-
sion-making process, which may benefit from interna-
tional experience, should ensure the free expression of
various viewpoints.

(b) Independent, multidisciplinary and pluralist ethics
committees should be promoted and established at
national, regional, local or institutional levels, in accor-
dance with the provisions of Article 16 of the Universal
Declaration on the Human Genome and Human Rights.
Where appropriate, ethics committees at national level
should be consulted with regard to the establishment of
standards, regulations and guidelines for the collection,
processing, use and storage of human genetic data,
human proteomic data and biological samples. They
should also be consulted concerning matters where
there is no domestic law. Ethics committees at institu-
tional or local levels should be consulted with regard to
their application to specific research projects.

(c) When the collection, processing, use and storage
of human genetic data, human proteomic data or biologi-
cal samples are carried out in two or more States, the
ethics committees in the States concerned, where appro-
priate, should be consulted and the review of these ques-
tions at the appropriate level should be based on the
principles set out in this Declaration and on the ethical
and legal standards adopted by the States concerned.

(d) It is ethically imperative that clear, balanced, ade-
quate and appropriate information shall be provided to
the person whose prior, free, informed and express con-
sent is sought. Such information shall, alongside with
providing other necessary details, specify the purpose
for which human genetic data and human proteomic
data are being derived from biological samples, and are
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used and stored. This information should indicate, if ne-
cessary, risks and consequences. This information should
also indicate that the person concerned can withdraw
his or her consent, without coercion, and this should
entail neither a disadvantage nor a penalty for the person
concerned.

Article 7: Non-discrimination and non-stigmatization

(@) Every effort should be made to ensure that human
genetic data and human proteomic data are not used for
purposes that discriminate in a way that is intended to
infringe, or has the effect of infringing human rights, fun-
damental freedoms or human dignity of an individual or
for purposes that lead to the stigmatization of an indivi-
dual, a family, a group or communities.

(b) In this regard, appropriate attention should be
paid to the findings of population-based genetic studies
and behavioural genetic studies and their interpreta-
tions.

B. COLLECTION

Article 8: Consent

(a) Prior, free, informed and express consent, with-
out inducement by financial or other personal gain,
should be obtained for the collection of human genetic
data, human proteomic data or biological samples,
whether through invasive or non-invasive procedures,
and for their subsequent processing, use and storage,
whether carried out by public or private institutions.
Limitations on this principle of consent should only be
prescribed for compelling reasons by domestic law con-
sistent with the international law of human rights.

(b) When, in accordance with domestic law, a person is
incapable of giving informed consent, authorization should
be obtained from the legal representative, in accordance
with domestic law. The legal representative should have
regard to the best interest of the person concerned.

(©) An adult not able to consent should as far as possib-
le take part in the authorization procedure. The opinion
of a minor should be taken into consideration as an
increasingly determining factor in proportion to age and
degree of maturity.

(d) In diagnosis and health care, genetic screening
and testing of minors and adults not able to consent will
normally only be ethically acceptable when it has impor-
tant implications for the health of the person and has
regard to his or her best interest.

Article 9: Withdrawal of consent

(2) When human genetic data, human proteomic data
or biological samples are collected for medical and scien-
tific research purposes, consent may be withdrawn by
the person concerned unless such data are irretrievably
unlinked to an identifiable person. In accordance with
the provisions of Article 6(d), withdrawal of consent
should entail neither a disadvantage nor a penalty for the
person concerned.

(b) When a person withdraws consent, the person’s
genetic data, proteomic data and biological samples should
no longer be used unless they are irretrievably unlinked
to the person concerned.

(©) If not irretrievably unlinked, the data and biologi-
cal samples should be dealt with in accordance with the
wishes of the person. If the person’s wishes cannot be
determined or are not feasible or are unsafe, the data and
biological samples should either be irretrievably unlin-
ked or destroyed.

Article 10: The right to decide whether or not to be
informed about research results
When human genetic data, human proteomic data or

biological samples are collected for medical and scienti-
fic research purposes, the information provided at the
time of consent should indicate that the person con-
cerned has the right to decide whether or not to be
informed of the results. This does not apply to research
on data irretrievably unlinked to identifiable persons or
to data that do not lead to individual findings concerning
the persons who have participated in such a research.
Where appropriate, the right not to be informed should
be extended to identified relatives who may be affected
by the results.

Article 11: Genetic counselling

It is ethically imperative that when genetic testing
that may have significant implications for a person’s
health is being considered, genetic counselling should be
made available in an appropriate manner. Genetic coun-
selling should be non-directive, culturally adapted and
consistent with the best interest of the person concer-
ned.

Article 12: Collection of biological samples for foren-
sic medicine or in civil, criminal and other legal procee-
dings

When human genetic data or human proteomic data
are collected for the purposes of forensic medicine or in
civil, criminal and other legal proceedings, including
parentage testing, the collection of biological samples, in
vivo or post-mortem, should be made only in accordance
with domestic law consistent with the international law
of human rights.

C. PROCESSING

Article 13: Access

No one should be denied access to his or her own
genetic data or proteomic data unless suchdata are irre-
trievably unlinked to that person as the identifiable
source or unless domestic law limits such access in the
interest of public health, public order or national security.

Article 14: Privacy and Confidentiality

(@) States should endeavour to protect the privacy of
individuals and the confidentiality of human genetic data
linked to an identifiable person, a family or, where ap-
propriate, a group, in accordance with domestic law con-
sistent with the international law of human rights.

(b) Human genetic data, human proteomic data and
biological samples linked to an identifiable person should
not be disclosed or made accessible to third parties, in
particular, employers, insurance companies, educational
institutions and the family, except for an important pub-
lic interest reason in cases restrictively provided for by
domestic law consistent with the international law of
human rights or where the prior, free, informed and ex-
press consent of the person concerned has been obtai-
ned provided that such consent is in accordance with
domestic law and the international law of human rights.
The privacy of an individual participating in a study using
human genetic data, human proteomic data or biological
samples should be protected and the data should be trea-
ted as confidential.

(c) Human genetic data, human proteomic data and
biological samples collected for the purposes of scientific
research should not normally be linked to an identifiable
person. Even when such data or biological samples are
unlinked to an identifiable person, the necessary precau-
tions should be taken to ensure the security of the data
or biological samples.

(d) Human genetic data, human proteomic data and
biological samples collected for medical and scientific
research purposes can remain linked to an identifiable
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person, only if necessary to carry out the research and
provided that the privacy of the individual and the confi-
dentiality of the data or biological samples concerned are
protected in accordance with domestic law.

(e) Human genetic data and human proteomic data
should not be kept in a form which allows the data sub-
ject to be identified for any longer than is necessary for
achieving the purposes for which they were collected or
subsequently processed.

Article 15: Accuracy, reliability, quality and security

The persons and entities responsible for the proces-
sing of human genetic data, human proteomic data and
biological samples should take the necessary measures to
ensure the accuracy, reliability, quality and security of
these data and the processing of biological samples. They
should exercise rigour, caution, honesty and integrity in
the processing and interpretation of human genetic data,
human proteomic data or biological samples, in view of
their ethical, legal and social implications.

D. USE

Article 16: Change of purpose

(a) Human genetic data, human proteomic data and
the biological samples collected for one of the purposes
set out in Article 5 should not be used for a different pur-
pose that is incompatible with the original consent,
unless the prior, free, informed and express consent of
the person concerned is obtained according to the provi-
sions of Article 8(a) or unless the proposed use, decided
by domestic law, corresponds to an important public
interest reason and is consistent with the international
law of human rights. If the person concerned lacks the
capacity to consent, the provisions of Article 8(b) and (c¢)
should apply mutatis mutandis.

(b) When prior, free, informed and express consent
cannot be obtained or in the case of data irretrievably
unlinked to an identifiable person, human genetic data
may be used in accordance with domestic law or follow-
ing the consultation procedures set out in Article 6(b).

Article 17: Stored biological samples

(@) Stored biological samples collected for purposes
other than set out in Article 5 may be used to produce
human genetic data or human proteomic data with the
prior, free, informed and express consent of the person
concerned. However, domestic law may provide that if
such data have significance for medical and scientific
research purposes e.g. epidemiological studies, or public
health purposes, they may be used for those purposes,
following the consultation procedures set out in Article
6(b).

(b) The provisions of Article 12 should apply mutatis
mutandis to stored biological samples used to produce
human genetic data for forensic medicine.

Article 18: Circulation and international cooperation

(a) States should regulate, in accordance with their
domestic law and international agreements, the cross-
border flow of human genetic data, human proteomic
data and biological samples so as to foster internatio-
nal medical and scientific cooperation and ensure fair
access to this data. Such a system should seek to ensure
that the receiving party provides adequate protection in
accordance with the principles set out in this Decla-
ration.

(b) States should make every effort, with due and
appropriate regard for the principles set out in this
Declaration, to continue fostering the international dis-
semination of scientific knowledge concerning human
genetic data and human proteomic data and, in that

regard, to foster scientific and cultural cooperation, par-
ticularly between industrialized and developing count-
ries.

(©) Researchers should endeavour to establish coop-
erative relationships, based on mutual respect with
regard to scientific and ethical matters and, subject to the
provisions of Article 14, should encourage the free circu-
lation of human genetic data and human proteomic data
in order to foster the sharing of scientific knowledge,
provided that the principles set out in this Declaration
are observed by the parties concerned. To this end, they
should also endeavour to publish in due course the
results of their research.

Article 19: Sharing of benefits

(@) In accordance with domestic law or policy and
international agreements, benefits resulting from the use
of human genetic data, human proteomic data or biologi-
cal samples collected for medical and scientific research
should be shared with the society as a whole and the
international community. In giving effect to this princip-
le, benefits may take any of the following forms:

(i) special assistance to the persons and groups that
have taken part in the research;

(ii) access to medical care;

(iii) provision of new diagnostics, facilities for new
treatments or drugs stemming

from the research;

(iv) support for health services;

(v) capacity-building facilities for research purposes;

(vi) development and strengthening of the capacity
of developing countries to collect and process human ge-
netic data, taking into consideration their specific prob-
lems;

(vii) any other form consistent with the principles set
out in this Declaration.

(b) Limitations in this respect could be provided by
domestic law and international agreements.

E. STORAGE

Article 20: Monitoring and management framework

States may consider establishing a framework for the
monitoring and management of human genetic data,
human proteomic data and biological samples based on
the principles of independence, multidisciplinarity, plu-
ralism and transparency as well as the principles set out
in this Declaration. This framework could also deal with
the nature and purposes of the storage of these data.

Article 21: Destruction

(@) The provisions of Article 9 apply mutatis mutandis
in the case of stored human genetic data, human pro-
teomic data and biological samples.

(b) Human genetic data, human proteomic data and
the biological samples collected from a suspect in the
course of a criminal investigation should be destroyed
when they are no longer necessary, unless otherwise pro-
vided for by domestic law consistent with the interna-
tional law of human rights.

(c) Human genetic data, human proteomic data and
biological samples should be available for forensic pur-
poses and civil proceedings only for as long as they are
necessary for those proceedings, unless otherwise pro-
vided for by domestic law consistent with the interna-
tional law of human rights.

Article 22: Cross-matching

Consent should be essential for the cross-matching of
human genetic data, human proteomic data or biological
samples stored for diagnostic and health care purposes
and for medical and other scientific research purposes,
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unless otherwise provided for by domestic law for com-
pelling reasons and consistent with the international law
of human rights.

F. PROMOTION AND IMPLEMENTATION

Article 23: Implementation

(@) States should take all appropriate measures, whet-
her of a legislative, administrative or other character, to
give effect to the principles set out in this Declaration, in
accordance with the international law of human rights.
Such measures should be supported by action in the
sphere of education, training and public information.

(b) In the framework of international cooperation,
States should endeavour to enter into bilateral and multi-
lateral agreements enabling developing countries to
build up their capacity to participate in generating and
sharing scientific knowledge concerning human genetic
data and of the related know-how.

Article 24: Ethics education, training and information

In order to promote the principles set out in this De-
claration, States should endeavour to foster all forms of
ethics education and training at all levels as well as to
encourage information and knowledge dissemination
programmes about human genetic data. These measures
should aim at specific audiences, in particular resear-
chers and members of ethics committees, or be addres-
sed to the public at large. In this regard, States should
encourage the participation of international and regional
intergovernmental organizations and international, regio-
nal and national non-governmental organizations in this
endeavour.

Article 25: Roles of the International Bioethics
Committee (IBC) and the Intergovernmental Bioethics
Committee (IGBC)

The International Bioethics Committee (IBC) and the
Intergovernmental Bioethics Committee (IGBC) shall
contribute to the implementation of this Declaration and
the dissemination of the principles set out therein. On a
collaborative basis, the two Committees should be
responsible for its monitoring and for the evaluation of
its implementation, inter alia, on the basis of reports
provided by States. The two Committees should be respon-
sible in particular for the formulation of any opinion or
proposal likely to further the effectiveness of this Decla-
ration.

They should make recommendations in accordance
with UNESCO’s statutory procedures, addressed to the
General Conference.

Article 26: Follow-up action by UNESCO

UNESCO shall take appropriate action to follow up
this Declaration so as to foster progress of the life scien-
ces and their applications through technologies, based
on respect for human dignity and the exercise and obser-
vance of human rights and fundamental freedoms.

Article 27: Denial of acts contrary to human rights,
fundamental freedoms and human dignity

Nothing in this Declaration may be interpreted as
implying for any State, group or person any claim to
engage in any activity or to perform any act contrary to
human rights, fundamental freedoms and human dignity,
including, in particular, the principles set out in this
Declaration.

[1] Adopted unanimously and by acclamation on 16 October
2003 by the 32nd session of the General Conference of UNES-
CO. (SHS-2004/DECLAR.BIOETHIQUE CIB/4)

IMPERATIVE OF "SIGNS OF CLINICAL
DEATH" FOR ORGAN TRANSPLANTS
Message to the Pontifical Academy

of Sciences [1]

Distinguished Ladies and Gentlemen,

1. To all of you I offer cordial greetings and I would
like to express my appreciation for the Pontifical Aca-
demy of Sciences, ever devoted to its traditional task of stu-
dy and reflection on the delicate scientific questions fa-
cing contemporary society.

The Pontifical Academy has chosen to dedicate this ses-
sion of the Study Group - as on two earlier occasions
during the 1980s -- to a theme of particular complexity
and importance: that of the "signs of death," in the con-
text of the practice of transplanting organs from dece-
ased persons.

2. You know that the Church's Magisterium has
maintained from the outset a constant and informed in-
terest in the development of the surgical practice of or-
gan transplant, intended to save human lives from im-
minent death and to allow the sick to continue living
for a further period of years.

Since the time of my venerable predecessor, Pius
XII, during whose pontificate the surgical practice of
organ transplant began, the Church's Magisterium has
continually made contributions in this field.

On the one hand, the Church has encouraged the
free donation of organs and on the other hand she has
underlined the ethical conditions for such donation,
emphasizing the obligation to defend the life and dig-
nity of both donor and recipient; she has also indicated
the duties of the specialists who carry out this proce-
dure of organ transplant. The aim is to favor a complex
service to life, harmonizing technical progress with ethi-
cal rigor, humanizing relationships between people and
correctly informing the public.

3. Because of the constant progress of experimental
scientific knowledge, all those who carry out organ
transplants need to pursue ongoing research on the
technical-scientific level, so as to ensure the maximum
success of the operation and the best possible life ex-
pectancy for the patient. At the same time, a constant
dialogue is needed with experts in anthropological and
ethical disciplines, so as to guarantee respect for life
and for the human person and to provide the legisla-
tors with the data needed for establishing rigorous norms
in this field.

In this perspective, you have chosen to explore
once again, in a serious interdisciplinary study, the par-
ticular question of the "signs of death," on the basis of
which a person's clinical death can be established with
moral certainty, in order to proceed with the removal
of organs for transplant.

4. Within the horizon of Christian anthropology, it
is well known that the moment of death for each per-
son consists in the definitive loss of the constitutive
unity of body and spirit. Each human being, in fact, is
alive precisely insofar as he or she is "corpore et anima
unus" ("Gaudium et Spes," 14), and he or she remains
so for as long as this substantial unity-in-totality sub-
sists. In the light of this anthropological truth, it is
clear, as I have already had occasion to observe, that
"the death of the person, understood in this primary
sense, is an event which no scientific technique or
empirical method can identify directly" (Address of 29
August 2000, 4, in: AAS 92 [2000], 824).

From the clinical point of view, however, the only
correct way - and also the only possible way - to ad-
dress the problem of ascertaining the death of a human
being is by devoting attention and research to the indi-

14
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viduation of adequate "signs of death," known through
their physical manifestation in the individual subject.

This is evidently a topic of fundamental importan-
ce, for which the well-considered and rigorous posi-
tion of science must therefore be listened to in the first
instance, as Pius XII taught when he declared that "it is
for the doctor to give a clear and precise definition of
'death' and of the 'moment of death' of a patient who
lapses into a state of unconsciousness" (Address of 24
November 1957, in: AAS 49 [1957], 1031).

5. Building upon the data supplied by science,
anthropological considerations and ethical reflection
have the duty to put forward an equally rigorous analy-
sis, listening attentively to the Church's Magisterium.

I wish to assure you that your efforts are laudable
and will certainly be of assistance to the competent Di-
casteries of the Apostolic See - especially the Cong-
regation for the Doctrine of the Faith -- which will not
fail to ponder the results of your reflection, and then to
offer the necessary clarifications for the good of the com-
munity, in particular that of the patients and the spe-
cialists who are called to dedicate their professional
expertise to the service of life.

In exhorting you to persevere in this joint commit-
ment to pursue the genuine good of man, I invoke the
Lord's copious gifts of light upon you and your research,
as a pledge of which I affectionately impart my Bles-
sing to you all.

From the Vatican, 1 February 2005 Ioannes Paulus II

[1] The Message John Paul II sent to the participants in the study ses-
sion on the "Signs of Death," in the context of transplanting organs
from the deceased, organized by the Pontifical Academy of Sciences on
February 3 - 4, 2005. Taken from the Zenit Agency web site -
www.zenit.org, document No. ZE05020320.

non, ponuka dokonca moznost vyriesit niektoré zisadné
bioetické problémy. Na zaklade Kantovej kritickej filozo-
fickej reflexie ¢lovek, vo svojej dostojnosti, ziskava uzna-
nie ako moralna rozumna autonémna bytost, od pociatku
svojej existencie.

Prejav ticty k osobnej autonémii naviac zvyraziuje
pojem tzv. spolo¢enstvo autondmii. V savislosti s Kan-
tovym jedine¢nym chdpanim c¢loveka, na pozadi pojmov
slobody a povinnosti, ktory je zacleneny do tohoto spolo-
censtva autondmii, a to celkom jedine¢nym a unikatnym
sposobom (tzv. Eingebiirgerungsmodel), nachadza Iud-
ské embryo svoj spolocensky status.

Ludskému embryu je takto, od pociatku fudskej exis-
tencie, priznany osobny a moralny status. Problémom os-
tava urcenie pociatku prave tejto fudskej existencie emb-
rya. Ak by sme vSak podrobne analyzovali Kantov pojem
sloboda, podl'a Baumansa, sa l'udskému embryu dopredu
potvrdzuje jeho I'udska existencia v tom zmysle, Ze sa v iom
predpoklada subjekt - bytost obdarena rozumom a slo-
bodnou volou.

Odborna filozofickd Stadia Petra Baumansa si zasluzi
pozornost Sirokého spektra ziujemcov o problémy bioe-
tiky. A to aj napriek tomu, Ze naro¢nostou vykladu je ad-
resovand najmi filozofom, etikom, bioetikom, teolégom.
Riesenie morilnych dilem v klinickej praxi a na pode
etickych komisii, a ¢i dokonca pri tvorbe zidkonov a legis-
lativnych usmerneni, prinasa otazky, ktoré vo svetle Kan-
tovej filozofie modZu nijst svoju presnejsiu formuliciu, a
tym relevantni odpoved.

Mgr. Katarina Glasova
UMEB n. f.,, Bratislava

O KNIHACH / BOOK REVIEWS

BAUMANS; P.:. KANT UND DIE BIOETHIK
Konigshausen & Neuman GmbH,
Wiirzburg 2004, 84 str., ISBN: 3-8260-2911-9

V kontexte tvah autorov réznych filozofickych systé-
mov ziskava problematika statusu I'udského embrya v
spoloc¢nosti plasticky charakter. Interdisciplinarny cha-
rakter diskusie o bioetickych problémoch potrebuje vnu-
torny terminologicky vhlad, aby dialog mohol vychadzat
z jasne formulovanych definicii. Pyramida argumentacnej
vystavby stanoviska k problému a vaZnost jednotlivych
podpornych definicii, izko suvisi s filozofickym pozadim
diskutujucich a definovanim pojmov. Ak sa v priestore di-
skusie etickej komisie naraz stretnd napr. pragmatik, per-
sonalista, konStruktivista, komunitarista, existencialista,
atd’, vznikd vel'mi zaujimava debata, ktord moZe viest k hlb-
Siemu pochopeniu aktuilnej moralnej dilemy a k neoca-
kavanym vysledkom. Na druhej strane, takéto stretnutie
predpokladad osobnu zrelost diskutujucich a volu k dialo-
gu. Filozoficky dialog je jednym zo zakladnych nastrojov
etickej komisie, ¢i uZ si to jej clenovia uvedomuju, alebo nie.

Peter Baumans, vo svojej $tudii Kant a bioetika (Ko-
nigshausen & Neuman GmbH, Wiirzburg 2004), rozpra-
covava zdkladné bioetické argumenta¢né modely, ktoré
ponuka Kantova kritickd filozofia. Spomedzi mnohych
bioetickych problémov sa autor v tejto Studii ilustracne
sustred'uje najmi na urcenie statusu Iudskému embryu v
spoloc¢nosti, ako ju chipe Kant.

Kantov komplexny pohl'ad na ¢loveka, ktory sa na jed-
nej strane aposteriorne predstavuje svetu ako phaenome-
non, a na druhej strane je svetu apriori dany ako noume-

Seglow, J. (Ed.): The Ethics of Altruism
Frank Cass & Co. Ltd., London, 2004,
204 strian, ISBN: 0-7146-5594-5

Altruizmus, sebaobetovanie... Pojem stile aktudlny aj v
dnesnej dobe. Spolocensky uznané a docenené hrdin-
stvo... Ako v3ak chipat transformaciu tohoto pojmu v
praxi medicinskej etiky? Da sa eSte povedat, Ze termino-
logické ohranicenie obsahu tohoto pojmu stile kores-
ponduje s definiciou zauzivanou v praxi filozofickych sme-
rov? Ako je to s darcovstvom organov, paliativnou starost-
livostou a inymi bioetickymi problémami, kde prave
altruizmus naSich ,susedov v Ziti”“ pomdha prekonat pr-
votné bariéry a nezriedka aj vyriesit Zivotne doleZité otizky?

Publikacia Etika altruizmu, tematicky zbornik pric,
predstavuje pohlad na terminoldgiu a realitu altruizmu v
dennej praxi lekdra, pacienta a pravnika, a to v kontexte
anglofonne;j politickej filozofie. Ako piSe editor, cielom
tejto knizky je poukazat na to, Ze aj ked' altruizmus termino-
logicky tuzko stvisi s takymi pojmami ako su sloboda, mo-
ralna povinnost, spravodlivost, stile ma isté svoje zikoni-
tosti, ktoré by sa nemali v praxi prehliadat. Uvodnych pit
eseji sa zaobera terminologiou altruizmu v ramci réoznych
filozofickych koncepcii. Dalsich pit eseji sa uz diva pria-
mo na problematiku altruistického konania v praxi.

Z hladiska bioetiky je azda najzaujimavej$im prispev-
kom filozoficka reflexia ,Canaries in the Mines?“ Autor,
Alasdair Maclean, profesor lekarskeho prava na Univerzi-
te v Glasgowe, sa k Stidiu prava dostal po dlhorocnej le-
karskej praxi v oblasti pediatrie. V centre jeho zdujmu re-
zonuje problematika Tudskych prav v suvislosti so zdra-
votnou starostlivostou a informovaného suhlasu v pediat-
rii. Vo svojom prispevku sa zaobera problémom aplika-
cie tzv. pravidla najlepsieho zdujmu (angl. the rule of the
best interest) v sudnych procesoch pripadov darcovstva or-
ganov maloletych deti, alebo mentilne postihnutych deti
a dospelych. Na pozadi reilnych prikladov rozobera ako
sporny hlavny argument, tzv. psychologické odobrenie
altruistickej obete donora v pripadoch mentialnej nespo-
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sobilosti na mordlne rozhodovanie. Utilitaristické argu-
menty pravidla najlepSieho zaujmu totiZ presahuju tuto
vekovu (mentilnu) hranicu a suistreduju sa na posudzo-
vanie altruistického ¢inu u ¢loveka spdsobilého morilne
sa rozhodovat (teda dospelého, alebo nachadzajiceho sa
v neskorSom Stidiu puberty). Presne formulované, dieta-
tu z pravnického hladiska nie je dovolené konat altruis-
ticky, ale egoisticky.

Podla autora by sud nemal izolovat ani darcu, ani pri-
jemcu od komunity kam patria, teda od vlastnej rodiny.
Zvlast, ak ide o dieta alebo mentilne postihnutého clove-
ka, ktory je bytostne s touto komunitou zviazany a na fiu
odkazany. Problém osobnej autonémie by sa mal vyvazit
integritou vztahov v rodine, odkial dieta, alebo mentilne
postihnuty prichadza (tyka sa to aj tych, ktori st dlhodo-
bo v opatere ustavnej starostlivosti). KedZe dobro deti je
previazané s dobrom komunity, v ktorej Ziju - s dobrom
rodiny, autor sa zasadzuje za uznanie autonoémie rodiny v
pripadoch rozhodovania o zdévodneni dobra deti a men-
talne postihnutych donorov. Rodinu charakterizuje ako
autonémnu komunitu l'udi, ktora navonok zdiel'a spoloc¢-
né hodnoty, zaujmy, ciele a Zivotné osudy.

Publikacia Etika altruizmu ponuka Siroké spektrum
pohladov na prax altruistického rozhodovania, a to ako
pre pravnicku obec, lekarov a zdravotnikov, ¢lenov etickych
komisii, filozofov a teologov, tak aj pre SirSiu verejnost.

Mgr. Katarina Glasovi
UMEB n. f., Bratislava

RATIONALITAT

IN DER ANGEWANDTEN ETHIK

P. Fobel, G. Banse, A. Kiepas, G. Zecha (Eds.)
Vydavatelstvo Knihires - Jan Bernit,
Banska Bystrica (Slovenska republika),

1. vydanie, 2004, 246 s., ISBN 80-969014-1-9

The book of proceedings of the international collabo-
rative conference “Rationality in Applied Ethics”, which
took place at Matej Bell University in Banska Bystrica in
September 2003 (22 - 25), should be considered as an
extraordinary achievement in itself. The volume not only
puts together the papers of renowned authors from 5
countries (Austria, Czech Republic, Germany, Poland and
Slovakia) on a very needy and dynamic topics, but also
offers all paper texts in a good quality German language,
supplemented with Slovak - English summaries, chapter
outlines, and general introduction to the book in all 3
languages (Slovak, English, German). This will surely
make the book more accessible to the broader interested
German speaking audience in Europe, and beyond. The
books of similar scope and quality are still quite scarce so far.

It is to be agreed with the editors of the book, as stat-
ed in their introductory remarks, that the applied ethics
today has many faces. They belong to different branches,
making up a multitude of discourses, and also a plurality
of rational viewpoints and procedures. Descriptive part
of ethical discourse is nowadays, sometimes in a much
too oversimplifying manner, cut off, or put in a contra-
diction to its prescriptive or normative part. However,
for both of these parts rationality is required, especially
in the context of justification. It surely will remain an
open issue for a good time to come, which type of ratio-
nality should be applied to which kind of applied ethics.

In this situation, the analysis of the relationships
between applied ethics and rationality is to be consid-
ered a highly relevant and timely endeavour. The aim of
the conference, and of the resulting book of proceed-
ings, obviously has been to pursue this analysis, especial-
ly with respect to rationality in applied ethics, in order to
find consensual (if at all possible) answers to some of the
pressing moral problems of our time. The general mes-
sage of the book, finally, points not only to the relevance
of rationality in ethics, but also underlines the impor-
tance of ethics as a necessary element in our reasoning.

The papers in the book are divided into two major
parts: the first chapter “Foundations, Chances and Limits”
contains contributions dedicated to the general relation-
ships between rationality and applied ethics; the second
chapter “Applications and Significant Topics” contains
papers focusing on particular disciplines of applied
ethics: bioethics, environmental ethics, ethics of technol-
ogy and media, business ethics, and ethics of professions.
The papers presented are well written and informative,
referenced as necessary with relevant and actual litera-
ture. The international dimension of the discourse
undertaken at the conference and the plurality of sug-
gested solutions to the challenging issues of contempo-
rary applied ethics, are very well reflected and comment-
ed upon in the papers. I believe this contributes in par-
ticular to the informative value and interest provoking
qualities of the book.

The efforts of editors to give a fresh and interesting
account of ,a viable applied ethics, which is both con-
scious of local as well as of international moral prob-
lems“ will surely be attractive to a broader interested
audience. I believe, the book will be of interest, and high-
ly informative, to all scholars that study and develop a
L~European perspective“ in today’s applied ethics, to stu-
dents of philosophy, theology, and other humanities, and
also for those interested in ethical problems of their
respective disciplines that have been the focus of papers
collected in this excellent volume.

Assoc. Prof. Jozef Glasa, MD, PhD.
IMEB n.f., Bratislava
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Medicinska etika & bioetika - Medical Ethics & Bioethics, zalozeny ako Casopis
Ustavu medicinskej etiky a bioetiky v Bratislave. Je urceny pracovnikom etic-
kych komisii v Slovenskej republike, ako aj najsirSej medicinskej a zdravotnickej
verejnosti. Ma tieZ za ciel napomdhat medzindrodni vymenu informdcii na poli
medicinskej etiky a bioetiky. Prind$a informdcie o aktudlnych podujatiach a uda-
lostiach v oblasti medicinskej etiky a bioetiky, povodné prace, prehlady, reprin-
ty legislativnych materidlov a smernic pre oblast bioetiky, listy redakcii a re-
cenzie. Prispevky a materidly uverejfiuje v slovenskom alebo anglickom jazyku.
Vybrané materidly vychadzaji dvojjazycne. Vedecké price publikované v ¢asopi-
se musia zodpovedat obvyklym medzinirodnym kritéridm (pozri Pokyny pris-
pievatelom).

Medicinska etika & bioetika - Medical Ethics & Bioethics, founded as the journal
of the Institute of Medical Ethics & Bioethics in Bratislava. It aims to serve the
informational and educational needs of the members of ethics committees in
the Slovak Republic and the broadest medical and health audience as well. It
aims also to enhance the international exchange of information in the field of
medical ethics and bioethics. The information published comprises news, origi-
nal papers, review articles, reprints of national and international regulatory ma-
terials, letters, reviews. Contributions and materials are published in Slovak or
English. Choosen materials are published in both languages. Scientific papers
published in ME&B must respect the usual international standards (see Instruc-
tions for authors)
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