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Authors' abstract
This bibliographical study involved first the exploitation
offour data-banks: Medline, CNRS, Bioethics and
AIDS, with thefollowing key words (in conjunction with
AIDS): ethics, human rights, confidentiality, legislation,
jurisprudence. A total of412 references were listed between
1983 and the end of 1987.
Examination ofthe quantitative increase ofarticles over

these years shows that, while references to AIDS andlor
HIV infection - referred to as 'AIDS' for brevity -
increased by about one thirdperyear, the number ofpapers
treating ethical problems linked to AIDS doubled each
year. This increase makes it clear that these problems are
important andpressing, that they are evolving rapidly and
can be given no easy solution.

After reading and analysis ofaccessible articles in
readily comprehensible languages, the different themes can
be classified in two categories:
1- Measures intended to protect society
(starting with the most coercive)
- quarantine and isolation;
- discriminatory measures concerning specific groups;
- non-respect ofthe confidential nature ofmedical
informnation;
- application ofthe penal code;
- screening;
- obligatory declaration and registration;
- testing ofblood given by donors;
- vaccination and medical innovations, therapeutic assays;
- information, education.

2-Measures intended to protect the individual
-fundamental rights of the patient: hislher right to
confidentiality, to information and to treatment;
- civil rights: civil liberty, right to education, right to work,
etc...
- rights ofthe healthy individual: right ofthose in contact
with thepatients, safety ofhospital staff, ofthose receiving
blood-transfusions, etc...

The legislation adopted in the various countries and the

Key words
AIDS: ethics; AIDS: human rights; AIDS: confidentiality;
HIV infection.

main opinions to befound in these articles are listed and
analysed, andfor each particular theme it is possible to
refer to a list ofthe 232 most important articles.

While the debate seems to concentrate on the conflict
between the right ofsociety to protect itselfagainst the
spread ofinfection and the 'civil' rights ofthe infected
minorities, our conclusion tends to reduce this antagonism,
showing that, particularly asfar as the confidential nature
ofmedical information is concerned, measures intended to
protect the individual also protect society.

Introduction
From an ethical point of view, the problem raised by
any epidemic appears to be the conflict between the
right of society to protect itself against the spread of
infection and the 'civil' rights of the minority groups
hit by the epidemic. This is a truism, but it is at the core
of the whole debate.

Sometimes the ethical problem does not arise,
because the danger is so great that quarantine must be
imposed: without question, violation of individual
liberties is then legitimate (in the case of plague or
smallpox, for example). Sometimes a preventive or
therapeutic solution exists and can legitimately be
made compulsory: compulsory vaccination, for
instance, or treatment of venereal diseases.
However, in the case of AIDS, which, while

extremely serious, does not spread like cholera or
typhus, and for which no treatment is at present
available, the debate is open.
The problem is complicated by an 'unpleasant'

context defined by inhibitions concerning the most
usual modes of infection. Notions of morality, of
punishment, of puritanism, are linked with the desire
to discriminate both against certain risk groups
(homosexuals and drug addicts) and against certain
ethnic groups (Africans, Haitians). Such
discrimination is even stretched sometimes to
haemophilic children, who are refused admittance to
school.

In such a context, and even in serious medical
publications, certain authors soon began to call for
extreme and extraordinarily repressive measures, such
as quarantine or prison for seropositives, tattooing and
even castration for risk-groups, refusal to treat infected
patients, dismissal from work or living quarters.
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C Manuel et al 15

In reply to and in support of such proposals a great
number of articles, arguments and legal drafts have
appeared, which have been hotly debated. It therefore
seemed of interest to us to consider this 'ethical'
approach to AIDS and to try to take stock of the
present situation. We refer to AIDS for brevity, even

though some discussions more accurately concern HIV
infection in non-symptomatic people.

Material
Four bibliographical data-banks were consulted:
Medline, CNRS (Pascal), Bioethics, AIDS, and
exploited with the key words (in conjunction with
AIDS, of course), ethics, human rights,
confidentiality, legislation, jurisprudence.
The exploitation covered the period from 1983 (first

articles concerning AIDS) to October 1989:
- No language was excluded from the global study of
references, but subsequently only articles in English,
French and Italian were read and analysed.
- Once double references had been eliminated, there
remained 850 references to a whole variety of sources,
from the specialised article of 40 or 50 pages to
editorials or even letters.
Some articles were not requested because of

difficulty of translation (Swedish, Danish, Norwegian,
German, Flemish). Some articles could not be found
by our Inter-University Lending Library, even after
research in London (British Library Lending
Division) and in Switzerland (in the four university
libraries). Thus 14 per cent of the articles were not
analysed, half of these because of linguistic problems,
and the other half for reasons of distribution.

1983 1984 1985 1986 1987 1988

AIDS and ethics* 7 9 31 81 212 303

AIDS 534 887 1303 1989 3114 4794

Ethics* 3299 3417 3743 4022 3869 4109

Total number of

publications analysed by 286799 296465 305036 314419 323203 347560
MEDLINE

* Key-words given: Ethics, human rights, confidentiality, legislation, jurisprudence.
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16 The ethical approach to AIDS: a bibliographical review

Progression in quantity of the articles over the
years
STUDY BASED ON REFERENCES SUPPLIED BY THE
DATA-BANK MEDLINE

Since our starting-point was the first appearance of the
illness, it is interesting to note the quantitative
progression of articles over the five years concerned.
For a more subtle analysis we compared the statistics
on ethics and AIDS with:

- the number of publications on AIDS;
- the number of publications on ethics;
- the total number of publications analysed by
Medline.

The table giving the figures by year and by key word,
and the graph giving the rates of increases of the
references from 1983, show that:

- the number of publications analysed by Medline
remains roughly the same;
- the same can be said of the publications on ethics;
- however, while the number ofreferences to AIDS has
been increasing by about one third per year since 1983,
only publications concerning ethical questions linked
to AIDS have doubled each year.

This very considerable increase indicates that we are
dealing with important and pressing problems, which
are evolving rapidly and which can be given no easy
solution.

Study of sources
Study of the sources of the various references reveals a
majority of medical journals (50 per cent), but also
some scientific journals such as: Nature, Science (14 per
cent); nursing periodicals ( 1 per cent); publications in
the field of legal medicine (7 per cent), and of public
health (6 per cent). Proportionally less important are
journals of dentistry (3.5 per cent), psychiatry (2 per
cent), micro-biology (1.5 per cent). Lastly, some
references come from Christian publications (2 per
cent), and some from the big daily or weekly
publications such as the New York Times, Washington
Post, Newsweek, The Times (2.5 per cent) (these last
references being provided by the data-bank,
Bioethics).

STUDY OF MAIN THEMES
After collecting the bibliographical documents, our
analysis of the various themes, based on the most
general articles (1,2,3,4,5,6,7,8,9,10,11,12,13,14,15,
16,17,18,19,20,21,22,23,24,25,26,27,28,29,30,31,32,
33,34), led us to draw up the following plan:

- firstly, a review of legislation (or drafted legislation)
tending to protect society by preventing the spread ofthe
epidemic.

The consequence of these measures will almost
always be, in varying degrees, violation of the civil
rights of the carriers, of risk-groups, and sometimes of
the ordinary individual.
- secondly and symmetrically, we will present
everything that has been written or proposed
concerning the protection of the individual.

1- Measures intended to protect society
We will consider first the most coercive measures
(quarantine) and work towards the most liberal
(information, education).

QUARANTINE AND ISOLATION (5,7,8,9,13,18,35,36,
37,38,39,40,41,42,43,44)
This is obviously the solution that would best protect
society against the spread ofAIDS, but which implies,
for the sick or sero-positive individual, the most
fundamental violation of his freedom. While historical
examples are many (diseases subject to quarantine,
isolation of tuberculosis patients, compulsory
treatment and hospitalisation for venereal diseases),
the protection of others and the consequent violation of
the patient's rights were accompanied in these cases by
the hope of being treated and freed after cure.

In the case of AIDS, however, in the present
therapeutic situation, isolation means isolation for life:
restriction of freedom is extreme.
The case ofAIDS can be compared to that of leprosy

in the past: infection by repetitive contact can be
regarded as equivalent to sexual transmission, and
isolation in leper-colonies was more or less definitive.
When considering legislation on quarantine and

isolation, we must distinguish between:

- countries and states which have devised special laws
for AIDS (Sweden in 1985, Bavaria in 1987, Illinios in
1987);
- countries and states which have put AIDS on the lists
of infectious or venereal diseases, or again on the list of
'to be declared' diseases, where previous laws on
isolation will thus apply to AIDS (Ohio, Florida,
Mexico, Iceland). In these legislations, quarantine for
AIDS does not raise any particular legal problems,
since it is already provided for in public health codes in
cases of certain diseases: AIDS has only to be included
in those lists. However, in the United States, the
quarantine programme first proposed in Virginia did
not 'pass' constitutional approval despite its popularity
with the general public.

DISCRIMINATORY MEASURES CONCERNING CERTAIN
GROUPS (1,2,5,6,7,17,28,29,45,46,47,48,49,50,51,52,
53,54,55,56,57)
To be included in this section are all those problems
linked with the exclusion ofcarriers or ofmembers ofrisk-
groups:

- exclusion from certain jobs (5,17,40,53,54,58): in all
states of the USA the law forbids discrimination based
on a handicap (3,6,12,17,34,37,55,59,60), and 33
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C Manuel et al 17

states have accepted that AIDS be considered as a
handicap. New specific legislation is generally opposed
to discrimination, except in Georgia where, on the
contrary, a ruling restricts protection of employees
suffering from AIDS and allows an employer to require
screening. In 1987 in Bavaria compulsory screening
was introduced for Civil Service candidates and for
future magistrates.
- dismissal of sero-positives from the US army.
- refusal of sero-positive children in public schools:
several cases have been taken to court in the US (32,57,
61,62,63,64,65).
- exclusion from certain means of transport: in
February 1985 the air company Airlines was forced by
public pressure to make a ruling forbidding the
transport by air ofAIDS patients.
- rejection by insurance companies (66): in the US,
given the present health system, this can imply the
refusal of the right to treatment.
- refusal of entry at frontiers (5,48): a number of
countries and states have introduced systematic
screening at frontiers for immigrants (USA, Arab
countries, Bavaria, Thailand, USSR, China, Cuba).
Legislation on immigrants and foreigners may seem
the least likely to raise ethical problems, but it should
be noted that this racial discrimination takes no
account of the level of infection in the country of
departure or arrival.
- lastly, discrimination against homosexuals, with
controversial measures concerning the closing-down of
bathing and sauna establishments in the USA
(particularly in San Francisco), which involve violation
of privacy and of the right of association (1,5,7,45,52,
67,68,69).

Of course, all these discriminatory measures are much
discussed, since they violate, at different levels,
fundamental liberties and civil rights: freedom of
movement, right to work, to education, to treatment,
to privacy, etc. Discussions are carried on in many of
the publications concerned in our study.

NON-RESPECT OF THE CONFIDENTIAL NATURE OF
MEDICAL INFORMATION (1,11,70,71,72,73,74,75,
76,77,78,79,174)
This involves a serious violation of the right to
confidentiality. So far, most legislation specifically
concerned with AIDS insists above all on the respect of
that right (many states in the USA and several
European countries).

- in Bavaria, however, the law provides for the
information of sexual partners and the communication
of information to the patient's doctor.
- in Sweden, legislation on this point has evolved in a
very instructive way:
* in 1985, regulations intended to protect anonymity;
* in April 1986, this protection of anonymity is
restricted to 'certain circumstances';
* in December 1986, certain authorities or health

personnel might be called on to give information
concerning patients suffering from specified diseases.
- in California, after the 1986 laws insisting on the
respect of confidentiality, a series of laws approved in
September 1987 define the conditions in which a
breach of medical confidentiality is permitted, and
allow the physician to inform the partner (or any
person assumed to hold that status) in cases where
seropositivity is confirmed.
- more recently (May 1988), firstly in Great Britain,
the General Medical Council of the UK authorised
physicians to advise the spouse or sexual partner in the
case of a confirmed carrier; and, secondly, in the US
(July 1988) the American Medical Association took the
same position.

The patients' rights are threatened (1), notably the
right to confidentiality and anonymity concerning
health problems and the right to privacy. It is well
known that non-respect ofconfidentiality in the case of
AIDS can have considerable social, moral and financial
consequences, and can trigger discriminatory reactions
which may lead to tragedy. Finally, patients may
refuse to consult a physician, if they have no
confidence in his respect of confidentiality, and this
attitude may have serious consequences for the spread
of the disease.
However, many authors consider that AIDS

represents such a serious threat that the importance
lent to medical confidentiality is misplaced (75,76,77).
This position is based on the principle that AIDS is a
public health emergency, and thus that certain civil
liberties must give way in face ofthat emergency and of
the imperative duty to protect the population. We will
return to this question of medical confidentiality when
dealing with protection of the individual.

APPLICATION OF THE PENAL CODE (9,38,44,80,81,82,
83)
The law, as it exists in the penal code, cannot
apprehend the transmission of AIDS as an offence,
because the terminological differences between
carelessness, negligence, premeditation, intentional
crime, etc, render it difficult to classify the
transmission of a disease. Besides the difficulties of
terminology, there is also the impossibility of
establishing proof. The question has been raised of a
special law relative to AIDS-transmission: the aim
would be to encourage potential transmitters to warn
their partners and to protect themselves. Such a law
would penalise only those who did not comply with
these two conditions. Since it interferes with individual
sexual life, such a law could become an instrument for
the persecution of certain groups.

In certain states of the USA and in certain European
countries, drug addiction, prostitution and even
certain sexual acts [(82) laws on sodomy] are covered
by certain laws, and it is easy, under this pretext, to
apply the penal code to AIDS.

In Bavaria, the intentional or negligent transmission
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18 The ethical approach to AIDS: a bibliographical review

ofAIDS is covered by the penal code. Sweden has gone
so far only as to prohibit prostitution by confirmed
carriers; the same law applies in Nevada, while in
Florida we find legislation which bluntly forbids
confirmed carriers to have sexual intercourse (the same
law holds in Louisiana and in Minnesota, although in
less brutal terms).

SCREENING (2,3,5,11,13,38,46,72,84,85,86,87,88,89,
90,91,92,93,94,95,96,97,98,99,100,101,102,103,104,
105,106,107,108,109,110,111,112,113,114)
To be justified, screening must correspond to certain
criteria of suitability, usefulness, acceptibility etc as
defined by the epidemiologist. In the case of AIDS, a
number of points can be discussed: essentially the fact
that there exists at present no vaccine, nor any safe and
effective pre-clinical treatment (though this may be
changing), and that the statistics of infection remain
very low in the general population. These facts imply
that general screening cannot be very useful and would
give rise to a considerable number of 'false positives'
(mistaken positive tests). Many authors are thus led to
regard general screening as unjustified: if it is
compulsory for all, it raises major ethical problems; if
it is voluntary, it is inefficient, even from the point of
view of epidemiological research (13,93).

Screening of target-groups has therefore been
suggested: this would involve people associated with
known risk factors: prostitution, homosexuality,
intravenous drug addiction. We have underlined the
markedly discriminatory character of such screening,
which raises acute problems concerning confidentiality
and anonymity (38). Alternatively people could be
screened in particular circumstances such as blood
donation, pregnancy, hospitalisation. Screening in
prisons (84,95) is based primarily on circumstances,
though convicts can be regarded as a risk-group
because of prison conditions (for example promiscuity
and drug taking).
A rapid check of international legislation on

screening shows that no country proposes to practise
general screening of the whole population. The
European Community, in the conclusions of the
Council of Health Ministers held on May 15 1987,
emphasises 'the inefficiency as a means of prevention
of any recourse to a policy of systematic and
compulsory screening, in particular in health controls
at frontiers' (3,11). Systematic screening is invoked for
risk-groups, sometimes called 'cases presumed to be
infected' (Bavaria, Finland, Israel, Louisiana), or
authorities invoke the notion of 'an imminent threat to
public health' (Florida, Indiana, Minnesota, Nevada,
Texas...). Or again, risk-groups are defined with some
precision: for example, in the USSR, screening
concerns, apart from foreigners, patients subject to
polytransfusions, drug addicts, homosexuals and
prostitutes. In Indiana and Nevada, compulsory
screening is limited to convicted persons (96,97).
Sweden and Florida recommend systematic

screening of pregnant women (99). Texas imposes an

HIV-test on any person who is to undergo a medical
operation liable to put the hospital staff at risk, while in
France it is emphasised that systematic screening of
hospital patients is 'impractical and involves a financial
cost totally out of proportion with possible results';
systematic HIV-screening to protect hospital staff is
said to be out of the question (98,100).

Lastly, legislation concerns informed consent to
screening: Massachusetts demands written consent in
all cases, while other states (California, Colorado,
Indiana) go the other way in defining cases in which
informed consent can legitimately be regarded as
unnecessary (101,102).

All questions relative to screening of blood donors
will be treated in another paragraph.

COMPULSORY NOTIFICATION AND REGISTRATION (42,
115,116,117,118)
Fairly quickly, and in a number of countries, AIDS
was classified on the list of illnesses requiring
compulsory notification. In the articles studied, this
does not seem to raise any particular problems, but a
distinction should be made between countries which
have made notification compulsory for AIDS patients
(CDC definition) and those which have extended this
obligation to seropositives. (For example: Norway
introduced compulsory notification in 1983 for AIDS
patients; in 1986 this obligation was extended to cover
cases of confirmed presence of antibodies, and the
declaration was conceived in such a way as to maintain
the anonymity of persons concerned).
From the ethical point of view, since seropositive

means potentially infectious, compulsory notification
of a seropositive condition raises no more problems
than the notification of the disease itself. In the USA,
in Canada, and elsewhere, such notifications are often
identified by name, but must of course remain
confidential. In France, where infectious diseases are
notified anonymously, debate has been raised more
recently around the idea of a register, be it anonymous
or not, but no mention of this debate was to be found
in our articles.

PROTECTION OF BLOOD GIVEN FOR TRANSFUSION (2,
5,17,81,119,120,121,122,123,124,125,126,127,128,
129,130)
The importance of problems related to blood-
transfusions is demonstrated by the fact that they were
among the first (with compulsory notification of
infection) to be treated by new legislation concerning
AIDS:

- as early as 1983 the Council of Europe, France and
Greece, all recommended the refusal of blood donors
presumed to be infected or belonging to risk-groups
(and there was similar legislation for Austria in 1984
and for Spain in 1985).
- in 1985 systematic screening of donors appears in the
legislation of W Germany, Belgium, France,
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Luxemburg, Norway, and in the state of Washington.
At present, such screening is systematic in the US and
in European countries.
- several states specify that donors should be informed
of the results: Arizona, Illinois, Oklahoma (there is the
same specification in Venezuela), while others define
the conditions of maintaining anonymity (for instance
the State of Washington).
- in California and in Wisconsin, the law goes further
in requiring the informed, written consent of the
donors, specifying that they accept the screening and
accept that the results will be communicated to them,
while remaining strictly confidential.
- in Australia, as from 1985, provision was made to
limit the liability ofblood-banks, by inviting donors to
sign a declaration specifying that they do not practise
any high-risk activity. In the state of Tennessee a 1987
law specifies that it is forbidden for any confirmed
seropositive to give or to try to give blood.
- in 1986 and 1987 certain laws were passed with a view
to limiting the liability of blood-banks (Idaho,
Mississipi, Montana, New Mexico, Dakota). These
laws all boil down to the declaration that blood-giving
is a 'service' and not an act of sale: the implicit
guarantees attached to commercial products are
therefore not applicable.
- lastly, in California, Dakota and Illinois, regulations
have been adopted to allow 'directed' blood-giving, ie
the receiver of the transfusion knows personally the
blood donor.

In articles published in scientific reviews, the question
is broached of the responsibility of blood-banks in
cases of infection, and two levels of protection may be
distinguished, one relating to the screening of donors,
the other to the screening and/or treatment of blood.

So far as donors are concerned, exclusion may be
advocated of donors belonging to risk-groups,
identified by a questionnaire concerning their way of
life and exclusion of those classed among paid
professional donors (a common practice in the US),
who are particularly likely to belong to certain risk-
groups.
Some authors recommend the practice of auto-

transfusion when possible. Debate remains open on
the question of 'directed' blood-transfusions. Blood-
banks might be accused, by a recipient infected by
HIV, of failing to provide him with blood from a 'safe'
donor known personally to him. It has yet to be
demonstrated that such 'directed' transfusions
improve safety, an argument rejected almost
unanimously by blood-banks. The ethical problem
raised by 'directed' transfusions is characterised by the
fact that they involve the identification of the donor:
anonymity is abandoned.

Measures concerning products injected: blood-banks
must screen all blood given and, whenever possible,
achieve viral inactivation in products to be injected:
these points are unanimously accepted.

Several authors adopt the recommendations of the
American Association of Blood Banks and of the
American Association of Tissue Banks: blood and
tissue-banks cannot be held responsible for harm
resulting from transfusion, and can be attacked only
for negligence or intentional fault. Indeed, transfusion
should be considered as a 'service' and not as a product.
Besides these recommendations, and with the
intention of further limiting the liability of those
involved in transfusions (blood-banks, hospitals and
prescribing doctors), it has been suggested that the
receiver should sign a written consent specifying that
he has been warned of the risks inherent in
transfusions.

In publications concerning transfusions, two other
points are also raised:

- confidentiality;
- the duty of the donor to give accurate information.

These measures being intended to protect the
individual, they will not be treated in this section.
Nevertheless, earlier in this section, we alluded to
measures intended to protect both transfusion-
recipients and blood-donors, which relate to these
issues.

RESEARCH ON DRUGS AND VACCINES (131,132,133,
134,135,136,137,138,139,140,141,142,143,144,145,
146,147)
Apart from the usual ethical considerations which
apply to all medical activities (voluntary choice,
informed consent, protection of patients suffering
from diminished autonomy, maximum benefit for the
patient, etc), the problem with a very serious illness
like AIDS is that it may seem immoral to deprive the
patients of a treatment which may be beneficial to him
(126).
The whole research structure of therapy versus

placebo is called into question, and traditional conflicts
are exacerbated: some authors consider that as soon as
a drug has shown 'probable' efficiency, the trial should
be interrupted and the drug distributed, in order to
give hope to all patients. Others maintain that random
double-blind trials are the only sure means of
distinguishing between the real efficacy of a drug and
effects due to chance. These authors insist on the
serious misapprehensions, sometimes irremediable,
based on trials terminated too quickly and without
respecting a strict protocol.

Concerning vaccines, the problem of therapeutic
trials is rendered more complex in several ways:

The mode of transmission (blood or sexual contact)
raises the problem of the choice of subjects to be
admitted to the trial. If a low-risk population is chosen,
the immunological reaction can be measured, as well as
possible side-effects, but no conclusion can be drawn
as to the protective value of the vaccine. With subjects
belonging to a risk-group, difficulties are enhanced:
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the latent period between infection and seroconversion
(seropositive reaction) makes it essential to be
absolutely certain that the subject to be vaccinated is
not already infected, - partly to avoid implicating the
vaccine as responsible for a previous infection, and
partly because of the danger which a live vaccine
represents for an organism with weakened immune
defences. However, there seem to be no simple,
efficient and morally acceptable means of
distinguishing between a non-infected risk-subject and
an infected risk-subject before sero-conversion.

Moreover, if the researcher has chosen a risk-group,
his scientific interest is best served if the subjects do
not adopt special measures to minimise the risk of
infection. However, it would be ethically irresponsible
for a researcher to obtain consent to a test-vaccine
without informing the subjects of the need to take
precautions. And each time the subject returns to
pursue his tests, the researcher's duty is to warn him of
the urgent need to protect himself. It is not clear how
this problem can be solved, but the solution is
obviously not the silence of the researcher, leaving his
subject in ignorance for fear he should spoil the test. As
the volunteers inevitably become more sensitive to the
risks and more conscious of the means of protection,
this situation can give rise to erroneous results or false
hopes as to the efficiency of a drug.
Other legal problems concern the manufacture of a
vaccine. How are companies to be encouraged to
launch into the long and hazardous enterprise of
finding an anti-HIV vaccine, when we do not even
know if such a vaccine will be accepted by the public?
Since pharmaceutical firms define their projects in
terms of financial profit and loss, a serious economic
obstacle arises.

Further, how can the liability of manufacturers be
limited in case of accident? We have seen that
American law, which renders manufacturers totally
liable for their products, has been attenuated in order
to limit the liability ofblood-banks in case ofaccidental
contamination.

In the case ofvaccines, plans to limit liability are now
under study, particularly in California (5): since the
vaccine is considered to be 'inevitably dangerous', this
liability is more or less covered by state authorities, and
these measures are accompanied by financial aid to
research and by the guarantee that unsold vaccines will
be bought back by the state.

Lastly, we find ethical problems related to the
distribution of vaccine.

Debate is raised on the subject of anti-HIV
vaccination because of the mode of transmission of the
illness, which is much more selective than diseases
such as smallpox, polio, tetanus etc.
Who is to be vaccinated? Should vaccination be

compulsory or voluntary? Should the whole
population not yet infected be vaccinated? We thus
meet again all the ethical problems linked to
compulsory screening. Since vaccination is not without
risk, can it be made compulsory for people whose

behaviour does not expose them to the risk of
infection? Or should vaccination be restricted to risk-
groups, with the concomitant discrimination involved
in such an option?

Or, lastly, should vaccination be given on a
voluntary basis, with the hope that sufficient
protection will be obtained for the population? If a
voluntary system were to be established, it is feared
that many members of risk-groups (homosexuals,
persons with many sexual partners, drug addicts)
would be reluctant to identify themselves as such by
reporting to a vaccination centre, unless a guarantee of
absolute anonymity were given.

In the US compulsory vaccination is being
considered for homosexuals, drug addicts and
Haitians; vaccination would be voluntary for
haemophiliacs. But such a system would miss subjects
who do not belong to these groups and who are likely to
be contaminated by AIDS.

Let us conclude this reflection on drugs and vaccines
by emphasising the role of the media, which is
particularly important in the AIDS context: the media
are always on the look-out for sensational news, and
thus create false hopes of miracle-drugs.

INFORMATION AND EDUCATION (5,20,64,68,148,149,
150,151)
We now come to consider the least coercive measures
of social protection.

Particularly in the US (5) educational programmes
have been established. At the school level (California,
North Carolina, Illinois, Nevada, Rhode Island), there
is occasionally the proviso that parental or tutorial
permission is necessary. In this context we sometimes
find positions which might be considered amusing or
puritanical: for instance, in Rhode Island the law
requires instructors to insist on 'the fact that
abstinence from any sexual relations is the best means
of prevention'; and in Illinois the law 'has the effect of
introducing into the pedagogical program of all schools
in the state the lesson of abstinence before marriage'.

At the level of general public education programmes
are to be established in Indiana and in Pennsylvania,
the latter specifying that the public will be given
'accurate and concrete information about AIDS and
the risks inherent in activities of everyday life'.
Information and education have a double objective: to
warn of the risks, to define the modes of transmission
and the means of protection; but also to reduce
perception of these risks to their true proportions, to
allay fears which provoke discriminatory reactions and
to fight against misinformation spread by the gutter-
press (105). It is undoubtedly essential that certain
basic messages be received, for instance that AIDS is
not transmitted by ordinary contact. This message is
particularly important for parents of pupils in schools
attended by HIV-positive haemophiliac children.
Some authors (150) maintain that all information is

desirable, even that regarded by others as indecent and

 on M
ay 22, 2023 by guest. P

rotected by copyright.
http://jm

e.bm
j.com

/
J M

ed E
thics: first published as 10.1136/jm

e.16.1.14 on 1 M
arch 1990. D

ow
nloaded from

 

http://jme.bmj.com/


C Manuel et al 21

shocking (for example information on behaviour ofthe
homosexual community). They maintain that such
information raises no moral problems, but that ethical
questions should be asked when efforts are made to
restrict such behaviour, discouraging, for example,
repeated changes ofpartner: 'How far can society go in
imposing its moral restrictions on a group of
individuals?'

Lastly, a polemical debate has arisen concerning the
reliability of condoms (148), the authors emphasising
that the 'safe sex' campaign is based on a lie and is
therefore unethical.

II-Measures intended to protect the individual
RIGHTS OF THE PATIENT (3,10,11,152,153,154,155,
156,157)
The fundamental rights of the patient are three in
number:

- a right to confidentiality;
- a right to information;
- a right to treatment.

Right to confidentiality (1,2,5,7,11,70,71,72,73,74,75,
76,77,158,159,160,161,162,163,164,165,166,167,
168,169,170,171,172,173,174,175,176,177)
Confidentiality is not only a principle ofmedical ethics,
but also a principle covered by the penal code. Medical
confidentiality aims to protect certain articles of the
Universal Declaration of Human Rights, in particular
respect of privacy and the rejection of discrimination.

However, as soon as AIDS appeared, the principle
of medical confidentiality was hotly debated. In our
first section we saw the arguments of those who
recommend a breach of medical confidentiality, with
the aim of protecting society.
For those who defend the rights of the individual,

medical confidentiality ensures respect of the patient's
dignity. It protects his privacy and his health, enabling
him to undergo treatment with a confidence which
encourages him to reveal his problems and to discuss
them without inhibition, since he has no fear of
betrayal of that confidence. It is indeed well known
that a dramatic social stigma is attached to the
diagnosis of AIDS, because of the risks of contagion
and the concomitant discrimination.

Moreover, medical confidentiality is at present the
safest means of protecting public health, since the
physician who has his patient's confidence can fully
play his preventive role, encouraging the patient to
warn his relations and to adopt a responsible sexual
behaviour. Some authors extend the demands of
confidentiality to the refusal to share confidence with
other physicians or with nursing staff, which seems to
be an extreme position to take and, indeed, very
difficult to respect.
On the other hand, since we are concerned here with

the rights of the individual, the breach of medical
confidentiality contributes to the protection of those in

contact with the patient: it may protect their right to be
warned and informed so as to be able to take
appropriate prophylactic measures. It is this conflict
between the rights of the patients and the rights of
those in contact with him that is at the heart of the
whole discussion.
While many countries and states insist in their

legislation on the confidential nature of medical
information (and sometimes on the protection of
anonymity), we have observed that restrictions of that
confidentiality have been introduced over the years
(California, Nevada, Kentucky, Texas, Sweden, Great
Britain), with provision for information of sexual
partners, of drug addicts sharing syringes, and of
nursing staff. It seems that this tendency towards
breach of confidentiality may gain ground in the
coming years.

Right to information (1,3,68,131,153,178,179,180,181,
182,183,184,185,186,187,188)
It is important that the patient has information at three
levels: information about screening (informed
consent); information about the disease, and
information about therapeutic decisions.
The basic principle being the respect of the

individual, it appears that a patient should not be
screened without his consent, and this entails
authorising only voluntary screening, this being a free
decision ofthe subject who accepts such screening fully
conscious of the risks. This is the position adopted by
the Working Committee on AIDS at the European
Council. The fact that certain tests have become part of
routine examinations (syphilis test in pre-marital and
pre-natal examinations) tends to suggest that consent is
implicit. It may indeed be so whenever a positive test
entails only the application of an efficient treatment.
However, because of the prognosis and the lethal
outcome of AIDS, how can a patient be informed of
seropositivity ifhe has not previously given his explicit
consent to the test?

Information about his illness is also part of the
patient's rights. The problem of whether to warn the
patient of the diagnosis is apprehended differently in
different countries. In France, for instance, this
decision is left to the physician; in the US systematic
communication of information to the patient is often
due to fear of court proceedings in case of mistaken
diagnosis. Given the seriousness of the diagnosis in the
case of AIDS, information may give rise to negative
psychological effects (depression, suicide). However,
it appears difficult to refuse information to the patient,
when preventive measures to protect those in contact
with him depend on that information. One of the
recommendations of the American Medical
Association is that the physician should give his patient
information, education and counsel, so that he may
become conscious that, as well as rights, he also has
duties implied by respect for the non-infected
population.
As far as therapeutic decisions are concerned, many
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authors consider that the informed consent of the
patient is the indispensable guarantee of the respect
due to all human persons. As long as the patient is in a
condition to receive information and as long as he has
confidence in the medical staff, his consent is
practically implicit. However, the patient has the right
to interrupt his treatment at any moment, provided he
be considered 'capable of understanding' the
consequences of his decision and after he has been
given 'clear' information. One problem is that some
patients suffering from AIDS become incapable of
sharing therapeutic decisions because of grave
disorders of the central nervous system. With whom
should the continued treatment then be discussed?
The difficulty is often enhanced by the patient's way of
life which creates a delicate situation: he is often
rejected by his family, and thus no relatives are there to
take decisions. Can the physician then accept
discussion with the patient's sexual partners or his
close friends, when they have no legal right to
represent him?
No author can take a position on this point and no

rule can be established, unless the patient has made
clear his wishes while still competent, and some centres
promote active discussion of these issues at an early
stage of the illness so that patients' views can be
properly ascertained. Many articles touch on these
problems in discussing the right to refuse treatment
which they regard as 'an unnecesary prolongation of
therapy', or again in discussing the right to suicide
when the patient reaches the terminal phase.

Right to treatment (109,117,153,175,177,189,190,191,
192,193,194,195,196,197,198,199,200,201,202,203,
204,205,206,207,208,209,210,211,212,213,214,215,
216,217)
Patients have always had the right to treatment. This is
a fundamental principle in medical care which applies
even when there is risk to the medical staff.

In the case of AIDS, reactions of fear and rejection
are such that cases have arisen, above all in the US,
where doctors and nursing staff have refused to treat
patients. This situation became so serious that the
(UK) Royal College ofNursing felt obliged to demand
in 1986 that disciplinary measures be taken against any
nurse refusing to treat patients infected by HIV. In
1987 the (UK) General Medical Council insisted on the
following points: 'It is unethical for a doctor to refuse
to treat or examine a patient for the sole reason that the
patient's condition may put the doctor at personal risk.
It is unethical for a doctor to refuse to treat a disease
under the pretext (moral judgement) that the patient's
way of life brought on that disease'.
The American College of Physicians and the

Infectious Disease Society of America have adopted an
identical position, declaring that 'it is unethical not to
give a sick or dying patient appropriate treatment,
whatever the reason'. On the other hand, the American
Medical Association has taken a more ambiguous
position, specifying that since not everyone is

emotionally capable of treating an AIDS patient, it is
up to practitioners to find means of respecting the
American Medical Association regulations (146).

Authors emphasise that the medical professions
have always been exposed to danger, and that the
readiness ofthose professions to treat patients must not
depend on the degree of the danger. Ethics oblige the
doctor to treat the patient, even at the risk of his own
life.
To avoid a situation in which hospital staff refuse to

treat AIDS patients for fear of contagion, it is
indispensable that time be devoted to the information
and education of that staff, and that the staff be
equipped with the means to apply the appropriate
measures of protection: to be well acquainted with the
risks, not to exaggerate nor to minimise them, to know
and to know how to apply the indispensable means of
stopping transmission of AIDS. The precautions -
prophylactic recommendations of the CDC (144) - are
moreover the same as for other diseases (B hepatitis).
This implies that there is not necessarily any need to
inform the staff that a patient has AIDS. All patients
represent a risk: contamination can be brought about
by professional fault, and does not necessarily involve
the liability of the hospital, provided appropriate
training has been given and the means supplied to
apply prophylactic measures.

FUNDAMENTAL RIGHTS OF THE INDIVIDUAL (40,149,
218,219,220,221,222,223,224,225,226,227,228,229,
230,231,232)
For the seropositive or AIDS patient, besides the
fundamental rights of the patient (right to
confidentiality, to information and to treatment), there
exist also the rights of the individual which are not
inscribed in the codes of medical ethics, but in the
Declaration of Human Rights and in the common law
of each country.
These are rights put at risk by all the measures

destined to protect society that we enumerated in a
previous section of this article: rights of movement,
non-discrimination, work, education, privacy, 'free
choice', association, etc.
In the framework of discrimination which is always

present in the AIDS context the respect of these rights
requires constant vigilance. We have observed that as
the progression of the disease becomes more alarming,
these rights are more and more seriously called into
question.
However, besides patients and seropositives, the

rights of certain other people are individually
threatened by the AIDS epidemic.
Thus the rights of those in contact with seropositive

individuals (sexual partners or people sharing syringes)
may need upholding: we have seen that certain
governments have proposed and applied breach of
medical confidentiality, and that this measure, which
represents an extreme prejudice to the patient,
contributes nevertheless to the protection of those in
contact with him (right to be informed ofrisks to which
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they are exposed). In the same way, the application of
the penal code to subjects who spread HIV
contributes, as far as his contacts are concerned, to the
respect of the 'principle of independence'.
Another group whose rights may be threatened are

members of the medical staff (20,21,22,23,24,25,26,27,
28,219,229,230,231,232): for instance, compulsory
screening for all patients about to undergo a surgical
operation or endoscopical examination, contributes, as
far as the medical staff is concerned, to the respect of
their right to safe working conditions. Recently in
Norway and Denmark, the inclusion of AIDS in the
category ofwork-accidents or professional diseases (for
such staff) provides them with social security coverage.

Recipients of blood-transfusions, transplants or
artificial insemination also have a right to safe
treatment, which implies the systematic screening of
donors.

These various conflicting rights of different groups
of individuals give a good idea of the complexity of the
ethical problems raised in the AIDS context. We have
tried to treat these ethical problems as thoroughly as
possible.

Conclusion
In the course of this study we collected sharply
differing opinions which can be summed up as follows:
society must be protected, the individual must be
respected. Were privacy no longer respected, the
treatment centres now established would be deserted,
and the consequent failure of all our efforts to stop this
world-wide epidemic could mean the end of our
society.

This blunt resume leads us to offer a personal
conclusion: the conflict may be interpreted in two
ways:

We live in a world of conflict, in which each actor
defines the limits of his opponent's territory; balance is
always unstable, favouring first one and then the other;
we go from one extreme to another, from extreme
severity to extreme laxism, each extreme tending to
reduce (or provoke) the other.

However, this image of two opposed vectors to be
subtracted one from the other does not seem to us to
constitute a satisfactory conclusion as to the relations
between the rights of the individual and the rights of
society. We would prefer an architectural image:
individual rights are the indispensable buttress of our
society. Certainly, AIDS is not the keystone of our
society, but it is the metaphor of our contradictions.
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